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ABSTRACT

The goal of this study is to explore how autistic identity is constructed through blogs, and,
more broadly, to show how communication theory can provide new ways of looking at the
communication behaviors of autistic persons in the autistic space of the blogosphere. This study
was guided by the following three questions: (1) How do autistic people structure their identity as
bloggers and how do they negotiate their identity through their blogs? (2) What does autistic identity
mean to bloggers? (3) What are the underlying constructs of autistic identity?

To address these questions, a grounded theory approach was applied to organize the main
data collection, which included intensive face-to-face interviews, email interviews with bloggers
and textual analysis of 2,873 blog posts with more than 10,000 pages of blog pages from 16 blogs
authored by bloggers in Australia, Israel, Singapore, United Kingdom and the United States of
America.

Three main autistic-identity constructs emerged from the data: autism diagnosis, autistic
agency and normality. Normality was found to be at the heart of a dialectic negotiation with the
social world: rejection of the neurotypical perception of normality and adoption of autistic identity
as identity of difference. Autistic diagnosis was found to be a formative construct for autistic
identity. Autistic agency was found to be at the core of autistic identity, while self-stimulation-
related behaviors were found to be at the core of the perception of autistic identity.

Overall, the study’s findings demonstrate that the Internet has revolutionized the ability of
autistic persons to communicate, create communities, promote social change through activism and
communicate with the non-autistic world. In particular, the Internet has played a crucial role in the

emergence of an international autistic community as well as the shaping of autistic identity at both
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the community and individual level. The personal space of the blog provides an arena in which
autistic persons can explore their autistic selves and negotiate their identity with followers and the
social world. Blogs create a safe space in which autistic persons can redefine themselves using their
own voice and construct an identity as an individual and member of a community. In this light, the
Internet and blogging in particular are radically reshaping contemporary thinking about autism,
moving away from the biomedical conceptualization of autism as "deficiency™ or "deficit” toward a
socio-cultural view of autism as a manifestation of neurodiversity.

The study offers several contributions to our evolving understanding of autistic
identity. First, this is one of the first studies to explore autistic identity in the blogosphere, as
previous communication studies focused on community platforms such as forums, chatrooms and
community websites. Second, ground in communication theory, and in particular the work of
Manuel Castells and James Carey, this study provides a conceptual framework that helps explain
the roles the Internet and social media play in evolutions of autistic identity. Finally, the study
demonstrates that communication approaches provide an important basis for investigating identity

negotiation processes with the social world through blogging.
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Eyal Shahal’s art submitted to Autistic Speaking Day, Israel 2016

PROLOGUE

Autism, as a term, refers to a wide spectrum of people who differ in their
needs, strengths and communication styles, as well as degrees of independence
needed and realized. Thus, autistic people differ from each other significantly.
Accordingly, throughout this research project, 1 was exposed to the bloggers’
differing views on autism and studied their identity construction process.

In terms of autism, I learned that these bloggers oppose the tendency to view
autism as disease, and instead call for social change that will enable individuals on

the spectrum to be active partners in deciding about their lives. Among these
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changes, they call for a shift from the focus on deficiencies and cure to emphases on
the different needs of individuals on the spectrum and a move toward making both
the medical and the social environments more accessible to autistic people.*

The personal accounts of the blogs revealed that identity is very central to the
definition of their *selves’ and is closely related to their meaning of personhood. The
choice to study autistic identity through blogs was affected by distinctive features of
the blogs: the personal space of the blogs allows the blogger to write relatively long
narratives and provides the researcher potential access to the meaning-making
process; the nature of the blog, as a space that is updated by the blogger with
additional posts, emphasizes the identity construction as a process; and the virtual
dimension of the blog provides the blogger with possibilities to negotiate his/her
identity with the social world through the writings or through direct dialogue with

blog followers.

Two Insightful Introductions
An Insightful Event

On October 28, 2016, Assaf Markowitz, an Israeli musician and autistic
activist, published a Facebook post in a closed group of individuals on the autism
spectrum calling for submissions about the autistic experience to celebrate Autistic
Speaking Day.? This ‘Day’ is an online event initiated by the international autistic
community in response to another event — ‘Communication Shutdown’ —initiated by
non-autistics to show solidarity with communication difficulties faced by persons

with autism.

1 Autistic activists are very much aware of the fact that individuals on the spectrum who are
officially diagnosed as severely low functioning may not be able to express themselves without
some type of mediation, be it by their caregivers or professionals. They call for medical institutions
to listen to them and learn from their experiences.

2 The choice to refer to individuals on the spectrum as “autistic’, rather than ‘persons with autism’,
has deep roots for people in the autistic community. Consonant with the findings of this study, |
decided to use ‘autistic person’ or ‘individuals on the spectrum’, due to their preference by people
in the community. This issue is discussed later as part of the discussion about ‘neurodiversity’.
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Along with autistic persons | encountered in my study, I believe that although
initiated with good intentions, ‘Communication Shutdown’ reinforces two key
problems: first, the common stereotype of autistic people as being ‘trapped in their
shell’; and, second, the assumptions of the ‘dominant tragedy model’ of autism. In
response to these critiques, activists in the international autistic community protested
by creating their own event; one that in their view emphasised their *non-mediated
voice’® by asking people in the non-autistic world to listen to what individuals on
the spectrum communicate and how they experience autism, instead of focusing on
their communication deficiencies. Autistic Speaking Day offers center stage to
individuals on the spectrum by inviting them to express aspects of the autistic
experience through submitting their own pieces, created specifically for the event in
any format they prefer: text, photo, video, audio file or any other format that can be
posted on the website. Since then, Autistic Speaking Day is celebrated every year
on November 1%, The Israeli autistic community celebrated it locally for the first
time in 2016.

The decision in Israel to celebrate locally and link it to the international
celebration was significant. At that time, public discourse about autism in Israel had
intensified, but the voices heard are typically those of parents and professionals
rather than voices of autistic people themselves. In celebrating autism, the organizers
hoped to achieve three aims: first, to raise awareness to the autists’ right to be heard
in any shape and form; second, to be an active part in decisions that affect their lives;
and, third, to advance the call for inclusiveness to the variety of voices and an end to

the use of negative stereotypes about autistic people.

3 The voices of autistic people are rarely heard publicly. Therefore, public discourse about autism
comes mostly from parents and professionals who chose to speak for autistic people. Autistic
activists say that there is a great need to hear from autistic people directly, without the mediation of
others who ‘speak on their behalf’.

Although ‘mediation’ in communication studies is used in reference to the medium of
communication, the research reported here uses it to refer to the direct voice of individuals on the
spectrum. In contrast, ‘non-mediated voice’ refers to mediation of parents and professionals.
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Meet Daniel and Assaf

Though I have known his mother for many years, as we attended high school
together, 1 only met Daniel when he was 12 years of age. Daniel is a non-speaking
autistic person. He has a severe case of dyspraxia and is officially diagnosed on the
low end of the spectrum. While Daniel needs help in many aspects of his daily
routine, his cognitive ability is well above average. He is, in my opinion, a thinker
and artist with significant capacities. The first official recognition of his capacities
became apparent to Daniel’s mother when he was 4 years old, when she realized his
flipping pages in books was not random or some rigid repetitive behavior. Rather,
it seemed to reflect understandings that he could not articulate. Her insight was
confirmed when she took him to a professional and insisted that her son to be tested
for reading ability.

Based on this affirmation, Daniel’s mother started working with him on
communicating through written language; first through Augmentative and
Alternative Communication [AAC] and later through the computer and the Internet.
But it was only when Daniel was 7.5 years old that he began to pronounce his first
words. Today, his main media of communication are the Internet, mostly Facebook,
and a printed board with the Hebrew alphabet carried in his mother’s purse. His
language is very rich and his thinking is highly sophisticated: He articulates his
thoughts, his emotions and his point of view through poetry, paintings and written
texts. He has written poetry since he was eight years old and posts it on his Facebook
‘wall’, together with other posts in which he shares his thoughts or tells others about
his experiences. There Daniel asks many questions, writes about different aspects
of the autistic self, social (in)justice, autism labelling and many other topics. Recent
posts include writings about being autistic, about being different, about home
schooling and the public educational system.

Assaf and Daniel are friends. They create together. Assaf sets Daniel’s
poems to music and performs them in public. Through their creativity they share
many levels of their world views as well as advance their commitment to social

change.
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The announcement of the first Autistic Speaking Day in Israel sought to
involve all individuals on the spectrum regardless of any defining label of
functionality. The event celebrated autistic abilities, creativity, diverse
communication styles and the right to be heard. For example, both Daniel and Assaf
are dealing in their own ways with questions of personhood, community, belonging,
culture and the autistic self. Furthermore, the two have chosen different forms of
participation: While Assaf is part of the Israeli autistic community [ACI], Daniel
did not join the community. Although he shares many of the community values,

Daniel prefers to participate in discussions from outside.

Blogging the Autistic Self: On Identity, Voice and Exploration
Overview & Rationale for the Study

A forbidden tongue that cannot tell its tale to thee
A tongue torn between time that was and time that is to be
The Other tongue, prohibited to its speaker and lord
Permitted to God and only to God
Because He, who listens to the world
Can hear silence becoming words.

Eyal Shahal

(non-speaking autistic person)

Early mentions of autism and identity in scholarly work described individuals
on the spectrum as lacking a sense of self and/or as a struggle with being recognized
to be autistic (Bagatelle, 2003). Indeed, Sacks (1995) claims identity to be among
autistic peoples’ needs. For example, Donna Williams described her personal
journey in search for identity as a two-decade long struggle to discover who she
really is (Bagattel, 2003; Williams, 1992). Later studies explored aspects related to
autistic community and culture, though in doing so they did not focus on identity,

per se. These studies employed differing methodologies: individual stories found in
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published autobiographies (Davidson, 2008); observations and interviews with
individuals on the spectrum through traditional ethnographic research (Bagatell,
2003; 2010); observations of identity negotiation and neurodiversity in a role-
playing game camp (Fein, 2015); as well as identity construction in community
websites (Brownsberger, 2015; Sarrett, 2016), chat rooms (Brownlow and O’Dell,
2006), online discussion groups (Bertilsdotter Rosqvist, Brownlow and O’Dell,
2013) and online forums (Spillers, Sensui and Linton, 2014).

An alternative approach applied in studies of related phenomena proposes
that self-exploration by an individual, voiced through personal expression, is a
powerful source for identity construction. Doing so enables both author and readers
to understand how autistic authors, in our case, make sense of their experiences and
use narratives to communicate these experiences to others.

The underlying assumption is that the personal narrative, together with the
negotiation of identity with the social world, are among the main means through
which persons construct identity of the self (Bagatell, 2003). In this regard, Hacking,

who analyzed autists’ autobiographical stories, suggests:

A role for autism narratives internal to autism itself... is developing a language, or,
if you will, a new language game, one that is being created before our eyes and ears.
This speech is, in turn, creating or extending a way for very unusual people namely,
autistic ones — to be, to exist, to live. (2009, p. 501)

Development of new °‘language games’, argued Davidson (2008) and
Hacking (2009), is important, too, in empowering the autistic self as well as to create
a sense of collective autistic pride.

The importance of narratives as a tool of expression has been identified and
used for people with an illness (McGeehin-Heilferty, 2009), as well as, in studying
hard-to-reach populations (Harvey, 2011). However, amidst efforts found in the
literature on autism, | found that researchers focused less on narratives as a source
of identity construction and more on authors’ narrative abilities and representations,

as well as narrative as intervention tool for use with/by autistic people. For example,
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studies used the narrative as an intervention technique (Jones, Zahl and Huw, 2001)
as a means to learn about the world of an autistic child (Kellman, 1999) or focused
on the narrative abilities in High Functioning [HF] children with autism (Losh and
Capps, 2003).

Digital and Social Media

Social media and other new technologies offer us a promising, relatively new
domain of narrative study. Researchers are finding that these channels can be
effective simply by providing useful ways to communicate with oneself in a personal
domain along with others and, in doing so, enhance a sense of identity and
community. One may also argue that authoring these texts empowers users. Chat
rooms and forums, for example, provide opportunities for individuals as well as a
community of people with autism to find their own voice and advocate about autism
to the wider community of the neurotypical® [NT] world (Bagatell, 2010, p.39;
Brownlow and O’Dell, 2006). Community websites, too, host chat rooms and forums
to facilitate communication of an opinion or post on personal blogs hosted by the
community.

While dialogical communication is often an overt or implied expectation in
chat rooms and forums, members of the autistic community differ in their definition
in significant ways (Bertilsdotter Rosqvist, Brownlow and O’Dell, 2013). These
researchers found that whereas ‘separate spaces’ are open for participation by autistic
people only, ‘neuro-shared’ are shared spaces open to both NT and autistic people
(ibid). Further, discussions in neuro-shared chat rooms and forums focus more on
negotiating meanings, as autistic participants know they are open to the ‘NT eye’
and that, accordingly, their narratives may be affected by it.

4 Neurotypical (NT) is a concept used by autistic people to refer to the Typically Developed (TD)
world. The term has developed as part of a wider perception of autism as defined by the
neurodiversity movement, to be discussed in a later chapter. The label NT conveys political
meanings for some people in the autistic community and, thus, is not always a fond reference to the
NT world. Use of NT in this report is reference to the TD world.
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Previous studies of autistic peoples’ personal accounts analyzed personal
websites (Jones, Zahl and Huws, 2001; Jones, Quigney and Huws, 2003). Overall,
these studies found that autistic people focused on emotional and perceptual
experiences. For example, they talk about emotional distress, frustration and a sense
of alienation, sensory experiences and coping mechanisms.

Researchers who focused on social media and autistic identity construction
included studies of community websites (Brownsberger, 2015; Sarrett, 2016),
forums or chatrooms (Brownlow and O’Dell, 2006; Spillers, Sensui and Linton,
2014). Community websites can host blogs, forums, chatrooms, or publish relevant
articles. Forums and chatrooms can be part of a community website or form
communities themselves that evolve around the forum and are hosted by a portal that
provides the technical means to create and manage a forum. Both community
websites and forums emphasize dialogue between members, but only the website or
forum administrators can control some of the technological features that allow them
to delete posts or block members who do not follow written or unwritten codes of
behavior.

Blogs, on the other hand, are designed to be individual oriented and allow,
and often emphasize, more self-exploration and self-expression. Though located in
virtual spaces, the identity construction process in the personal space of the blog can
be reflected through potential dialogue between the ‘thinking self’ and the ‘social
self”.> It is up to the blog owner to decide how much of the blog will be open to
direct dialogue with others. Ortega (2013) considers the blogosphere as a major
identity construction setting for people with disabilities. Yet, as Ortega points out,
while scholars and self-advocates refer to the Internet as “an essential space of debate
and identity development for autistic persons” (Ortega, 2013, p. 436), blogs have

received inadequate attention in the study of autistic identity construction.

5 Bagatell (2003) discusses the role of the dialogical process with the social world in identity
construction using Mead’s (1934, appeared at Bagatell, 2003) definition of the ‘thinking self” and
the “social self’. According to Bagatell, Mead referred to the interconnectedness between the two
selves.
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Why Blogs?

Scholars differ in their definition of blogs. One of the common definitions
characterizes blogs as: an online diary that is updated frequently or on a regular basis,
published in reversed chronological order and often include archives for earlier
postings (Boniel-Nissim and Barak, 2008; Fullwood, Sheehan and Nicholls, 2009;
McGeehin-Heilferty, 2009; Subrahmanyam, Garcia, Harsonon and Lipana, 2009).
Hookway (2008), for his part, defines blogs as ‘self-narratives’ that allow the writer
to post his/her intimate and private content on a daily basis or as frequent as the
blogger desires. The blog serves as an on-line diary that focuses on the ‘drama’ of
everyday lives, interactions and events and allows the writer to share with others
his/her thoughts about the self.

Boyd (2006), on the other hand, rejects the definition of blog as online diary
claiming that it “depletes blogs of any agency as a concept”. According to Boyd, a
blog is social practice, which is at one and the same time a medium and a bi-product
of expression. Sonja (2015) refers to blogs as one form of online digital storytelling
that relies heavily but not exclusively on the written text.

Framed as digital storytelling and as a channel, the working assumption in
this research project is that the blog space provides an arena for identity construction
through self-exploration and negotiation with the social world. In the process of
identity exploration, bloggers do not necessarily need to commit to one specific
writing style and can either combine or shift between autobiographical memories,
essays, hosting guest bloggers or interviewing people they find relevant to their blog.

Blogging, as cultural practice, is defined by Boyd as “producing digital
content with the intention of sharing it asynchronously with a conceptualized
audience” (2006). The blog’s features, as derived from this definition, include:
ongoing expressions; content is captured locally; and although there are common
values across blogs, the blogger is not bound to shared set of rules and meaning as

the blog owner can set her/his own set of rules.
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Autistic blogs, in summary, can be an interesting combination of personal
diary, manifesto and text open to the public. Some bloggers use personal writing and
focus on their own experiences; others use personal writing to solicit support but also
to discuss the ‘bigger picture’ and topics related to autism in general; while others
emphasize activism and their writing is less of a diary and aimed more at promoting

awareness and social change.

Abductive Research Method

The focus on autistic identity and the early exposure to the blogger’s
narratives challenged my pre-conceptions about autism, autistic people, social order,
social interactions, communication, community and culture characteristic of much
of the research conducted to date. Taking this into account, the study reported in
this treatise employed a form of inductive, grounded theory that applies an abductive
reasoning method offered by Charmaz (2006) throughout the research process. This
method led to an investigatory approach that enabled me to search out answers to
guestions about the meanings of the alternative social order, the place of the autistic
person in general and the autistic blogger specifically in the autistic social order as
well as the connections between autistic identity and social order.

A preliminary analysis of blogs written by autistic people, conducted prior to
the current research (Seidmann and Pang, 2013), revealed that the bloggers included
in the study explored questions of identity and sought to promote awareness to
autism through their writings. Further, they explored private issues, described inner
processes undergone, discussed topics relevant to autistic people in general and
promoted the neurodiversity agenda. They talked openly about social experiences
and social interactions; they distinguished between loneliness which is the common
stereotype of autistic people and between aloneness which is a place of choice and
comfort; they talked about empathy; and they discussed the need for neurodiversity
and inclusion of autistic people in society.

Similar to other studies that raised questions regarding the meaning of autism

to autistic people and the neurodiversity claims, Seidmann and Pang (ibid) found
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several key underlying assumptions: First, autistic bloggers tend to go against the
common perception of autism as deficiency and the tendency to seek a ‘cure’ for
people on the autism spectrum. Second, they thrive to accept themselves for who
they are. Third, they assume that playing according to the NT rules in the NT world
is a form of *pretending’ that accepts the dominant NT value of ‘normality’ (see also
Bagatell, 2010; Browlow, 2010 about this point). Finally, by way of overarching
theme, they advocate for the claim that society should focus on their uniqueness
instead on their disability.

Advancing Empirical Research via Further Consultations with the Research
Literature: Consistent with the *Abductive Research Method’, the conclusion of the
pilot study suggested that further study of blogs must extend beyond the content to
the practice of blogging; examine intentions and goals as well as the diverse styles
within the blogs; and, these further investigations must be undertaken with guided
by ongoing consultations with the extant research literature.

For example, the definition of the blog as online diary can only partially
explain the functionality of the personal space of the blog to the identity construction
of the autistic blogger and the bloggers meaning making process or quest for the
autistic self. However, Boyd’s conceptualization of the duality of the blog as a
channel and at the same time as a cultural product provides a good framework to
define the blog as autistic space and as cultural practice. The blog’s features that
derive from this duality add other features that can explain the functionality of the
blog in the identity construction process. Thus, Boyd (2006) talks about the blog as
‘extension of man’® and refers to blogging performance as blurring textuality and
orality.

Although Boyd’s definition refers to blogs specifically and not to the Internet

in general, these features are consistent with scholarly works about the role of the

& Boyd (2006) uses McLuhan’s definition for ‘the medium as extension of man’.
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Internet in the evolution of autistic community and autistic culture, as discussed
above, and provides a theoretical framework that reinforces some of the autistic
activists’ perception of the Internet as “shaping a new kind of human society”
(Dekker, 1997).

The social dimension of identity negotiation is manifest through Boyd’s
definition of the blogs as culture driven medium and the blogging practice as blurring
between textuality and orality. The audience presence is manifest through the
comments or “other communicated references to the blog material” (Boyd, 2006)
and the blurring between textuality and orality is compatible with the definition of
the autistic communication style as “language games” (Davidson, 2008; Hacking,
2009).

In summary, identity in the current research is defined as “thoughts and
feelings about the self, or self-views” (Swann and Bosson, 2008, p. 448). Identity
can be constructed through narrative and through the dialogue with the social world.
Bloggers who use more personal writing may rely more on the narrative as a source
for identity construction. Bloggers who use their blogs for social change and identify
themselves as self-advocates may rely less on narratives and the social world may
be more dominant in their quest for the autistic self. Boyd (2006) claims that the
blog is the blogger’s online identity and the blog is both a digital representation of
the blogger and “a space for the embodied digital individual”.

Although some bloggers may see the blog as means to reach a greater goal,
others may very well see blogging as part of their identity. Viewing blogging as a
possible part of the blogger’s identity was reflected by one of the interviewees in the
current study when he said that “blog is around the blogger, while forums are around
topics; the interaction [with the readers] is around the blogger even if the content is
not personal”. The blogger is, therefore, at the center of the blog and the content or
the dialogue evolve around the blogger. If the blog is the blogger’s identity and it
functions as the blogger’s digital representation and a space for the embodied digital
individual (Boyd, 2006), then its role in the identity construction process is greater

than solely serving as a space for self-exploration. Consequentially, there is a need
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to investigate more deeply into the characteristics of the blogger’s techno-identity, a
matter to be explained in detail later in this report.

Davidson, Edward and Hemsworth (2012), who studied the role of the
Internet in the lives of individuals on the spectrum, found that the Internet is
perceived by them as a safer place due to their ability to reveal their autism without
revealing their true identity. In this sense, bloggers can explore their identity in the
‘figured world” (Bagatell, 2010) of the Internet while controlling and shaping their
“embodied digital self” (Boyd, 2006). The virtual environment and the space of the
blogs provide the autistic bloggers the platform to negotiate their identity. Regardless
of the self-definition of the blogger, the digital representation may take part in the
identity negotiation process.

In conclusion, I explained why my working assumption is that the blog plays
a significant role as a space for autistic identity construction. The blog as a medium
and as cultural product provides the space in which the individual identity
construction occurs. The formal features of the blogs provide the opportunity to
explore the blogger’s techno-identity and identity management (Schmidt, 2007) as
well as the identity construction process. Therefore, the following research
questions, which guided the research presented in this treatise, are related both to the
identity construction process and to the personal space of the blog:

e How do autistic people structure their identity as bloggers, and how do they
negotiate their identity through their blogs?
e What is autistic identity to the bloggers?

e What are the constructs of autistic identity?
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CHAPTER ONE

INTRODUCTION

I was exposed to the non-mediated voice of autistic people almost by
accident. In 2008, | was interested in studying autism and video games when one of
my students at Michigan State University told me about a non-speaking autistic boy
who communicated with his surroundings through video games. The idea that video
games provided this child with the means to communicate encouraged me to look
more deeply into the topic. | found that researchers, para-medical professionals (e.qg.,
therapists, care-givers) and even parents create games designed to help autistic
people learn social skills. Coming from a theoretical background and some
experience in serious game design, | decided to study those games.

While working on my research proposal | found myself going ‘around’
autistic people; that is, planning to interview professionals, parents or other
caregivers but not autistic people themselves. | knew | needed their perspective but
I did not know how to approach them or even whether I could use a direct method
such as interviewing with individuals on the spectrum.

My realization that I could have direct access to the autistic voice via blogs
written by autistic bloggers became a major turning point in this project as | found
in these blogs the rich, non-mediated voice of individuals on the spectrum. | started
to learn how they perceive autism, what topics they find important to talk about and
how they view the non-autistic world. Furthermore, | discovered that autism as
portrayed in the media or in the medical model of autism was inconsistent with the
way it was portrayed in their blogs. Thus, these blogs opened up a world of access
to non-mediated and non-solicited texts that offered accounts of autism-related
topics and an unfiltered perspective of the autistic experience.

Exposure to these bloggers’ texts strongly influenced my decision to change
the focus of my research and to learn about autism from persons with autism rather
than from people “around” autism. Thus, my research started with the broad question

of what autism means to bloggers like Daniel and other autistic bloggers? As it
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evolved, my investigations came to focus on autistic persons’ conceptualizations of

such core notions as autistic self, identity and experience.

Digital Media

The Internet challenges common stereotypes regarding the limitations of
autistic people to communicate effectively (Brownlow and O’Dell, 2006). Indeed,
as my research demonstrates, the still emergent digital world offers users
technological tools that enable autistic people to find and communicate with each
other or with the typical world, to form communities and to create personal spaces
adapted to their communication needs. As a result, the development of the Internet
opened the door for people who did not have the ability or the opportunity to express
their voice without the mediation of a parent or para-medical professional; it enabled
them to communicate through written language; and it promoted their political
agenda as individuals or as members of a group.

An insightful entre to this claim can be found in a YouTube video, entitled
In My Language, posted by Amanda Baggs in 2007 that has attracted more than 1.4
million viewers.” Amanda Baggs is one of the activists who used Internet to vocalize
autism, alongside such people as Temple Grandin, Jim Sinclair from the US and
Donna Williams from Australia. Her film deals with her use of language as a non-
verbal autistic person. In the first part of the video, Baggs introduces viewers to
HER language by demonstrating several of her different routines. For example, the
video begins with Baggs humming while she moves her fingers back and forth on a
keyboard, playing with a rope, listening to a spinning top placed near her ear, playing
with water, rubbing her face in book pages, playing with and looking through a
yellow plastic spiral toy. Her point in such a presentation seems to challenge what

could be interpreted as ‘random actions’, ‘uncontrolled behaviors’, ‘pathological

7 http://www.youtube.com/watch?v=JnylIM1hI2jc&hl=en-GB&gI=SG. First accessed in 2013.
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symptoms’ or simply ’non-language’ events. However, for Baggs, these are in fact
different ways in which she converses.

The second part of the video is dedicated to explaining her language to other
people. To do so, Baggs employs spoken language achieved through use of a special
computer program that produces computerized voice vocalizing of her typed text.
The verbal part of the video includes a manifesto about how she and people like her
are perceived by NT society. Baggs says:

[...]the way I naturally think and respond to things looks and feels so different from
standard concepts or even visualization that some people do not consider it thought
at all but it is a way of thinking in its own right... | smell things, I listen to things, |
feel things, I taste things, | look at things... their definition of thought defines their
definition of personhood so ridiculously much they doubt that | am a real person as
well (2007).

Baggs has her own blog, Facebook page as well as more videos she created
and posted on YouTube to show aspects of her life. From her collective texts, we
learn that, for Baggs, autism is an integral part of her personhood and her language
is part of conversing with the environment. It defines who she is. Through her unique
communication style, she talks not only about her language but about her personhood
as being defined and perceived by NTs. Stated succinctly, Baggs claims that non-
language in the eyes of NTs leads to a definition of non-personhood, and non-
personhood leads to violence.

On the one hand, one might argue that Amanda Baggs is not necessarily a
typical example of people on the autistic spectrum who express themselves on the
Internet, as she is a non-speaking autistic person and as such, she is defined as low
functioning while many of the other autistic people active on the Internet are defined
as high-functioning autistic or Aspie.® On the other hand, she is highly articulate in

8 Aspie refers to Asperger. Similar to seeing ‘autistic people’ as part of their identity, people with
Asperger prefer being ‘labelled” as Aspie. The latest clinical definition however moved away from
distinguishing between different types of autism (like Asperger, PDD-NOS etc.) or the distinction
between low and high functioning autistic people towards one spectrum of autism.
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her written language. Thus, what she does represent is the broader phenomenon of
autistic people who use the Internet and social media to express their voices through
blogs and other social media, like Facebook, to communicate, to create, to advocate
and to establish communities run by and for autistic people. The unique features of
the Internet, in general, and of social media, specifically, provide autistic people with
opportunities to express themselves, to learn about themselves, as well as to
communicate with others through a medium that is more adaptive to their abilities
and to their style of communication and social interaction.

One of the main contributions of Internet technology to the evolution of
autistic identity involves providing the tools to construct what Sinclair (2010) refers
to as “autistic space’. Autistic space is a virtual or physical space where people can
safely explore, express or communicate and construct their identities as individuals
or as part of a group. The current research project draws on this notion to explore the
identity construction of individuals on the autism spectrum through their personal
blogs.

The choice to focus on blogs as an arena for identity construction was
influenced by several considerations. First, autistic identity construction has not
been studied in the blogosphere, an omission noted by Ortega, a prominent scholar
of neurodiversity and autistic identity (2009; 2013). In contrast, blogs have been
found to be very useful for studies of self-exploration (Tan, 2008) for such
phenomena as: adolescents (Boniel-Nissim and Barak, 2008; 2012; Subrahmanyam,
Garcia, Harsonon and Lipana, 2009; Sun, 2010); illness (Mcgeehin-Heilferty, 2009);
eating disorders (Guardiola-Wanden-Berghe, Sanz-Valero and Wanden-Berghe,
2010); and depression (Clarke and Van Ameron, 2008). Second, blogs can be
considered as one type of autistic space as defined by Sinclair (2010) in which they
can explore, communicate and construct their identity. Third, although blogs as
personal spaces emphasize the individual blogger, in open blogs the blogger shares
her/his experiences and opinions with others and negotiates autistic identity with the

social world through her/his writings.
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1.1.  Studying Online Autistic Identity Construction

Internet and Identity

A series of studies found that Internet plays a significant role in the
construction of autistic identity (Bagatell, 2007; 2010; Blume, 1997; Brownlow &
O’Dell, 2006; Brownlo, 2010; Davidson, 2008; Davidson and Parr, 2012; Davidson,
Edward and Hemsworth 2012; Dekker, 1997).

In turn, ethnographic studies of autism that focused on aspects relevant to
autistic identity have referred to the Internet as mediating discussions about identity
and emphasize the technological tools that enable the adaptation of the environment
to the user’s needs. For example, Markham (2011) discusses different aspects of the
Internet and claims that the Internet, as a medium of communication, provides
multiple means of interaction and performance of identity and community (p. 114)
and functions as a context of social construction. The researcher defines three
approaches to studying the Internet: Use the Internet as a research tool to study: (1)
any existing social phenomenon; (2) socio-cultural phenomena mediated by the
Internet or relying on it for their composition or function; and, (3) the Internet or
aspects of it as a phenomenon itself (p. 112). Studying the autistic space and the
autistic identity cannot be characterized as exclusively any one of these approaches.

Autism is considered to be, for the most part, a neurodevelopmental
phenomenon, which exists as a social phenomenon regardless of the existence of the
Internet. Yet, on one hand, evidence exists that the Internet mediates the evolution
of autistic communities and can enable marginalized groups in society to give voice
to their existence, needs and concerns. Activist groups of autistic people, community
websites and autistic conferences are all part of a socio-cultural phenomenon that
changes in front of our eyes and may have some implications on the society, in
general, in terms of basic definitions of norms, values and inclusion. On the other

hand, autistic communities are dependent in many ways on the virtual platform to
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meet, to communicate, to converse and to create a collective identity. So, too, does
the personal identity, explored and communicated on the Internet, exist in a way that
otherwise would be difficult for many of them to do without it. As such, it is a
phenomenon that is mediated by the Internet and relies on it for the composition and

functions of the evolving unique identities.

Communication Theories and Identity

Moving more closely into autistic persons use of the Internet, from a research
perspective, it is important to understand that the research reported here draws on
three approaches from communication studies that helped us conceptualize the
contextual processes through which autistic space and autistic identity are
constructed, in particular via the Internet. Though in the chapters that follow |
provide more in-depth presentations of these approaches, | summarize them here in
order to frame for the reader the broad theoretical foundations of my research study
and findings.

First, James W. Carey (1965, 1997), a leading figure of the American
tradition of cultural studies, discusses the contribution of technological changes to
the evolution of ‘speech communities” among marginalized groups. In doing so, he
offers a ‘ritualistic’ approach to communication as an alternative to the traditional
‘transmission’ approach (Carey, 1989). Although Carey focuses on mass media
rather than Internet, per se, his view of communication as culture can be applied to
one of the main aspects of the debate between the autistic activists and the dominant
biomedical approach to autism: The latter perspective of autism as a communication
disorder assumes a linear process of communication that echoes assumptions of
communication as transmission. In contrast, Carey’s ritualistic approach to
communication contextualizes some of the assumptions about autistic
communication in ethnographic accounts of autism (Ochs, Kremer-Sadlik, Gainer
Sirota and Solomon, 2004; Ochs and Solomon, 2010).

The second approach focuses on the cultural and social changes that emerged
through the rise of Internet and social media. Here the claim made is that the
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technological changes, which began in the 1990s, approximately, led to the shift
from massive manufacturing of content to user-generated narratives and the
circulation of content to massive audiences without aid of professional mediators.
According to Jenkins (2006; Jenkins, Ford, and Green, 2013), these technological
changes led to what he defines as the emergence of “participatory culture’. This
concept can refer to and explain the evolution of blogs as cultural texts in autistic
culture through the user-generated narratives of individuals on the spectrum that led
to the emergence of common lexicon among activists as well as evolution and
distribution of shared values and norms.

The third approach, advanced initially by Castells (2010), explains the
evolution of identity construction as one of the new forms of social change occurring
with the recent advent of network society. We will see later how his definition of the
network society as collective individualism and the dynamics of identity
construction processes among different communes enables us conceptualize the

social dimension of the autistic identity construction.

Aims and Organization of the Thesis

These theoretical foundations, sketched here broadly, enable us to present an
initial statement of the rationale, aims, context and need for the use of ethnographic
research methods study employed in the research presented in this treatise.

Again, this study focuses on the meaning of autistic identity to autistic
bloggers. In doing so, this research was guided by three main assumptions about
identity developed from these theoretical foundations:

1. Identity construction is a dynamic and ongoing process.
2. ldentity construction involves an exploration of the self as well as exploration
of how the self is perceived by the social environment.
3. Autistic identity construction involves an ongoing dialogue with the autistic
culture and common perceptions of autism both within the autistic

community and through negotiating with the neurotypical world.

20|Page



Accordingly, in order to set the stage for the exploration of autistic identity
construction, one needs to understand (a) the different approaches to autism in
research and (b) approaches that evolved from two semi-theoretic models of
disability studies adopted by the autistic community. The discussion about these
different research approaches affects the questions asked and investigations
conducted in regard to autism and the distinction between studying “autism” versus
“autistic people.” In addition, autistic identity needs to be explored through
understanding the debate between autistic activists and proponents of the dominant

bio-medical approach to autism research.

Organization of the Thesis

This research presentation is organized in seven chapters. Following this
introductory chapter, the second chapter briefly reviews approaches to autism. The
first part describes some of the leading theories in autism research developed by the
predominant biomedical approach. In contrast, the second part introduces the
anthropological approach applied in the research project presented in this treatise.
The third part of this chapter discusses, briefly, two models evolving in disability
studies, also involved in the research reported here.

The third chapter presents neurodiversity and the rise of the neurodiversity
movement as well as its impact on the evolution of autistic identity and culture and
the Internet.

The conceptual framework used to contextualize this research is presented in
the fourth chapter, through the following sections. First, three communication
approaches and the main concepts relevant to the exploration of autistic identity
construction are presented. This is followed by descriptions of the evolution of: the
ideas of autistic space; autism, identity and the Internet; the blog as a type of autistic
space and bloggers’ community as type of collective individualism that provides part
of the social aspect of negotiating the individual identity. Collectively, this chapter
establishes the foundations and rationale for my focus on blogs as an arena for
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identity construction. The chapter concludes with the research questions addressed
in this research project.

The fifth chapter presents the methodology employed in this study, and
discussion of various ethical considerations related to studying blogs written by
autistic persons.

The sixth chapter presents the study’s findings along with a discussion of
their significance based on the existing literature. The finding’s presentation begins
with discussion of the blog as a personal autistic space, starting with descriptive
information about the structural features in order to explore the bloggers’ techno-
identity and the blog as a space for identity negotiation. The next section presents an
analysis of the meaning of autistic identity to the bloggers. In the third section, |
probe more deeply into the constructs of autistic identity that emerged from the blogs
and the interviews.

Finally, the seventh chapter includes a synthesis of the findings, discussion
of implications, various limitations of this research study and suggestions for future

research.
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CHAPTER TWO

ALTERNATIVE APPROACHES TO THE STUDY OF AUTISM

Autism is a highly complex neurological condition that is considered to be
both complex and enigmatic to many researchers, health professionals and
caregivers. As a result, members of the global research community have been
developing and applying multiple and, indeed, distinctly different approaches to
study and understand autism. This chapter presents the following three of these
research approaches.

The biomedical approach, the dominant research paradigm, considers autism
to be a disorder, and focuses on neurological and psychological mechanisms that
cause developmental impairments. Within this approach, evolving neurological and
psychological theories explain different aspects of autism, as well as develop
intervention plans and programs for people on the spectrum that apply these theories.

Anthropological studies investigate the socio-cultural context as well as
discursive processes. Operatively, this means, for example, that this research
literature could assist in providing clearer differentiations between communication
and social skills in order to study the way autistic persons interact and communicate
with others.

The disability studies and movement include two semi-theoretical and semi-
ideological models of disability. These models had impact on the emerging concept
of neurodiversity and the continuing evolution of autistic activist thought.

The remainder of this chapter presents and assesses each of these approaches,

as the foundations for the conceptual framework developed in advancing the

research reported in this treatise.

2.1.  The Biomedical Approach

The Diagnostic and Statistical Manual of Mental Disorders (Fifth Edition, 2013

[DSM-5]) defines autism as a developmental disorder, and provides the following
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diagnostic criteria: A person will be diagnosed as autistic if s/he: (a) shows deficits
in social communication and social interaction across multiple contexts; and (b)
shows restricted repetitive behaviors, interests or activities.® This clinical definition
of autism refers to it as a complex developmental disorder that “can cause significant
social, communication and behavioral challenges”.’® Christensen, et. al. (2016)
define Autism Spectrum Disorder as “a developmental disability characterized by
social and communication impairments and by restricted interests and repetitive
behaviors” (p. 2). According to the U.S. Centers for Disease Control and Prevention,
1 in 68 children are diagnosed with autism.*

Although the spectrum of the disorders is wide and ranges from low to high
functioning autistic people, some symptoms are shared and characterize most people
on the spectrum. The biomedical approach, in general, and psychological analyses,
in particular, identified deficits that characterize all people on the spectrum in
varying degrees regardless of autistic severity (Baron-Cohen, Ashwin, Ashwin,
Tavassoli and Bishmadev, 2009; Beaumont and Newcombe, 2006; Booth, Charlton, Hughes
and Happe, 2003; Boucher, 2012; Capps, Kehres and Sigman, 1998; Dawson, Munson,
Estes, Osterling, McPartland, Toth, Carver and Abbot, 2002; Delinicolas and Young, 2007;
Plaisted, Saksida, Alcantara and Weisblatt, 2003; Rajendran and Mitchell, 2007;
Schietecatte, Roeyers and Warreyn, 2012). These deficits relate to social skills, verbal
and non-verbal communication, social communication, delayed or absent language
and lack of interest in other people (Durkin, 2010); as well as, different aspects
related to mechanisms such as emotional information processing and identification,

and processing of non-verbal cues.

® Taken from Autism Speaks official website at https://www.autismspeaks.org/what-
autism/diagnosis/dsm-5-diagnostic-criteria .

10 Definition is cited from the CDC (U.S. Centers for Disease Control and Prevention).
https://www.cdc.gov/ncbddd/autism/index.html . See also the DSM-5 diagnostic criteria at the
Autism Speaks website (https://www.autismspeaks.org/what-autism/diagnosis/dsm-5-diagnostic-
criteria)

11 https://www.cdc.gov/nchddd/autism/data.html
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Accordingly, autism research, conducted via the biomedical paradigm, aims
to identify the relevant developmental deficits responsible for the symptoms that
characterize and define autism. Theories developed within the paradigm describe the
developmental deficiencies that characterize people on the spectrum and focus on
impairments in social skills and communication skills. The deficit model employed
by it emphasizes the following three dimensions: cognitive and neurological origins
of autism symptoms; social skills impairments; and communication skill
impairments. People on the spectrum - - from high functioning [HF] and Asperger’s
syndrome to low functioning [LF] autistic people - - are seen to have impairments in
social and emotional information processing, identification of non-verbal cues,
imitation of body movements, interpretation and use of non-verbal gestures (Dawson,
Munson, Estes, Osterling, McPartland, Toth, Carver and Abbot, 2002; Rajendran and
Mitchell, 2007).

Social skills impairment refers to a group of skills needed for healthy social
development. These impairments characterize autism across a spectrum from low to
high-functioning and people with Asperger’s syndrome.

Communication skills are related to language processing and use, pragmatics
and the ability to ‘read’ non-verbal cues. These social and communication
impairments are intertwined in biomedical research; that is, they do not distinguish
between how they affect people with autism in their functioning at home, in schools
and in their communities (Boucher, 2012; Blinkoff, 2010; Capps, Kehres and Sigman,
1998; Delinicolas and Young, 2007; Murray, Lesser and Lawson, 2005; Rajendran and
Mitchell, 2007; Sacks, 1995).

There are four main and/or associated theories on autism developed via the
biomedical approach, delineated below: Theory of Mind (ToM), Joint Attention,
Executive Dysfunction and Weak Central Coherence. Each of these theories focuses
on different deficits in social and communicative development and inflexible

behavioral patterns (Booth, Charlton, Hughes and Happe, 2003).
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Theory of Mind

Theory of Mind [ToM] identifies cognitive mechanisms that affect social
participation and communication. Among its major claims is that a deficit in even
one of the many components of the social brain creates impairments in basic aspects
of communication. The theory assumes that neurologically-based deficit leads to
specific social impairments among autistic people which explains their social
behavior (Hill and Frith, 2003). The theory refers to the cognitive deficits that limit
someone/all persons on the spectrum’s capabilities to understand somebody else’s
thoughts and feelings as well as predict others’ behaviors (Baron-Cohen, 2009; Booth,
Charlton, Hughes and Happe, 2003; Lacava, Rankin, Mahlios, Cook and Simpson, 2010;
Rajendran and Mitchell, 2007).

Language is viewed as a means for sharing thoughts, information, feelings
and beliefs with others and, therefore, communication is defined as the ability to
express and interpret intended meaning.  Accordingly, ToM assumes that
impairment in the effective use of discourse impairs social participation and
communication. Taken together, successful communication entails the
understanding of the language as means to share with others (Hale and Tager-
Flusberg, 2005). More specifically, individuals on the spectrum are characterized as
lacking the effective use of pragmatics of language (e. g., irony, non-literal language
and deception [Hale and Tager-Flusberg, 2005; Solomon, 2010]) and non-verbal
social behaviors (e. g., facial and affect recognition [Hill and Frith, 2003; Solomon,
2010)).

Yet, Hale and Tager-Flusberg (2005) found that, unlike previous studies,
children with autism do show improvement, in time, in social communication tasks.
People with autism can potentially acquire a conscious ‘“ToM’ (mostly HF persons
or Aspergers), but lack the intuitive understanding and ability to mentalize other

minds needed in everyday communication.*?

12 Frith (1989) introduced the term mentalizing referring to “the ability to represent mental states,
whether perceptual, conative, emotional or epistemic” (Boucher, 2012, p. 229).
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A later re-conceptualization of the theory argued that the autistic mind is not
oriented to the social world and is incapable of interpreting verbal and nonverbal

social cues, as is the mind of the NT person (Rajendran and Mitchell, 2007).

Theory of Joint Attention

Joint attention is defined as “the ability to coordinate attention between
interactive social partners with respect to objects or events, or to share an awareness
of the objects or events” (Dawson, et al, 2002, p. 346). For example, joint attention
refers to the ability to jointly focus on the same object through the ability to follow
someone else’s gaze, or through pointing or other verbal or non-verbal cues
(Charman, 2003; Dawson, Munson, Estes, Osterling, McPartland, Toth, Carver and Abbot ,
2002; Delinicolas and Young, 2007; Schietecatte, Roeyers and Warreyn, 2012).

Joint attention skills are important for development of language as well as
cognition and social skills. Deficits in joint attention lead to difficulties in
recognition of face and facial expression, significance of affective stimuli and
understanding someone else’s feelings, thoughts and intentions (Dawson, Munson,
Estes, Osterling, McPartland, Toth, Carver and Abbot, 2003; Schietecatte, Roeyers and
Warreyn, 2012).

Two types of joint attention are commonly referenced: initiation of joint
attention, related to social development; and response to joint attention as closely
related to language development (Charman, 2003; Delinicolas and Young, 2007).

Theory of Executive Dysfunction

Executive dysfunction refers to “difficulties in inhibiting responses based on
reality... and/or impaired generativity and imagination” (Boucher, 2012, p. 232).
Executive functions are responsible for a variety of cognitive skills; such as, the
ability to plan a series of behaviors; decision-making; ability to initiate, change or
cease an activity; ability to inhibit irrelevant responses; ability to adapt to changes in
the environment; judgement and self-perception (Blinkoff, 2010; Booth, et al., 2003;
Durkin, 2010; Hill and Frith, 2003; Rajendran and Mitchell, 2007). The theory accounts

for an autistic person’s stereotyped and rigid behavior in everyday life that may be
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indirectly related to social and communicative interactions and also explain many of
the non-social cognitive and motor aspects of autism like rigidity, repetitive
behavior, rocking, etc.

However, executive difficulties are not exclusive to people with autism and
autistic people have showed varying degrees in performance of executive function
tasks. Although the theory can explain some of the deficits or the difficulties in
performing tasks that could be related both to social and communication skills, it has
difficulty explaining individual differences in performance especially among HF

autistic people.

Weak Central Coherence Theory

Central coherence [CC] refers to information-processing and the integration
of contextual information in the creation of meaning. According to Rajendran and
Mitchell (2007), one of the theory’s strengths is its capability to explain differing
levels of conceptual abilities. Studies that focused on the verbal aspects of CC found
that the ability to process and understand ambiguous meaning is related to other core
linguistic impairments that may accompany CC problems among autistic persons,
but there is no claim that they are universal among people with autism (ibid). For
example, the ability ‘to read between the lines’ is important to the understanding of
communicational intention beyond the surface of language processing.

According to this theory, while NTs process information through extracting
structure and main ideas, autistic people who suffer from weak CC are highly detail
oriented and have problems with organizing information into higher orders of
meaning through utilizing contextual information in order to understand their
environment (Beaumont and Newcombe, 2006; Booth , Charlton, Hughes and Happe,
2003; Hill and Frith, 2003; Plaisted, Saksida, Alcantara and Weisblatt, 2003; Rajendran and
Mitchell, 2007; Solomon, 2010). Although later accounts of CC theory shifted from
defining the perception of detail-oriented information processing as deficit to
perceiving it as processing style, proponents continue to assume that individuals with
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weak CC will always focus on details and will have difficulties using contextual
information.

Overall, weak coherence explains why persons with autism have impaired
visual perception, visual stimuli processing (attention), reduced generalization and
verbal-semantic coherence.

In summary, these four main cognitive theories on autism aim to explain the
origins and the nature of impairments in socio-communicative skills among people
on the autistic spectrum. Each theory is related to different aspects and sets of skills.
Accordingly, intervention treatments based on and applying these theories aim to
provide persons with autism with skills needed for social interaction, social
understanding and appropriate communicative performance (Rajendran and
Mitchell, 2007). These aspects include the ability to understand other’s feelings,
thoughts and beliefs; the ability to do “mindreading’ through non-verbal cues (visual
and auditory); the ability to extract higher levels of meaning in understanding one’s
environment; the acquisition of pragmatic skills that enable people to understand
what is ‘between the lines’ (in higher level creatures of language like irony and
metaphors); the ability to create discourse and participate in conversations; etc.

In my view, all these theories are capable of explaining some deficits, but fail
to explain the universality or causes of these impairments. Or, stated another way,
the existence of multiple cognitive theories, on the one hand, and their super
specificity, on the other hand, fail even collectively to provide an overarching,
inclusive explanation. This is due, | submit, first, to the still exploratory nature of
these investigations; and, second, more fundamentally to the limitations of the
positivist and experimental approach of the bio-medical paradigm they employ to
study autism. For example, they study autism mostly in controlled situations, rarely
in natural settings. Thus, overall, they are incapable of explaining how autistic people
function, interact and communicate in wide range of aspects of everyday life, in a
variety of settings.

Furthermore, it seems fair to conclude that questions about autistic identity

are irrelevant to the biomedical perspective. In contrast, the importance of studying
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autistic identity emerges as relevant and central if we shift the focus from questions
about deficiencies to questions of difference. Our discussion, thus, proceeds with

initial overviews of two approaches that deal in depth with questions of difference.

2.2.  The Anthropological Approach to Autism Theories and Research

The anthropological approach provides a holistic, largely socio-cultural
perspective for investigations and interpretations of autism. In doing so, investigators
explore, broadly, how autistic people, and those close to them, experience autism;
social interactions and discourse among autistic people; and aspects related to
autistic communities and autistic culture.

A fundamental assumption of the anthropological approach is that autistic
people are social actors. Thus, it aims, among other things, to conceptualize autistic
sociality, probes everyday interactions including communicative acts and documents
the evolution of autistic communities, including the emergence of self-advocacy
organizations that label autism as neurodiversity and promote social change
(Grinker, 2015).

Methodologically, anthropological studies use open-ended, relatively
unobtrusive methods that involve studying contextual constructions, such as:
everyday lives of autistic people and multiple trajectories in family life and the social
world (Lawlor, 2010); autistic parents (Prince, 2010); personal life narratives (Sirota,
2010); inter-subjectivity and communication of children (Sterponi and Fasulo, 2010;
Kellman, 1999); and autistic sociality (Ochs and Solomon, 2010).

Several scholars, cited below, shared observations that frame, build the
rationale for and cite contributions of the anthropological approach in autism studies:

Solomon (2010) claims the contributions of anthropology to autism research
include conceptualizing inter-subjectivity through careful and attentive observation;
focusing on lived experiences of autistic people; and using a meaning-centered
interpretive approach to study everyday practices. She also shared two instructive
comparative analyses that distinguish the bio-medical from anthropological
approaches: First, Solomon claimed that these studies cluster around or move
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between two poles: while biomedical research focuses ON autism as a neuro-
developmental disorder, the anthropological approach undertakes studies OF autism
in which attempts are undertaken to understand the experience of being autistic in
everyday life settings and contexts. Studies within the former framework focus on
developmental impairments or delays that lead to communication and social deficits.
Studies within the latter framework focus on social interactions, narrative accounts
and observing (participating in) everyday life activities in different contexts. These
two perspectives differ not only with what they focus on but on the way they perceive
autism and approach research investigations.

Solomon’s second useful distinction claims that while the biomedical
paradigm focus is on “experience [from a]far” of autism, ethnographic research
offers an “experience near” approach, providing insights about autism coming from
the people and the families themselves and with their own words. In doing so,
ethnographers seek to learn through the “native’s eyes” and to understand the
“experience-near” of the participant. Thus, “experience near” proceeds through
careful, attentive observation without assuming that the anthropologist can think like
the people they study (Solomon, 2010).

Clifford Geertz, among the most well-known anthropologists who advanced
the use of the anthropological approach in a wide range of social science disciplines,
argued that experience-near is what “an individual... might himself naturally and
effortlessly use to define what he or his fellows see, feel, think, imagine, and so on”
(Geertz, 1974, p.28).

Collectively, then, the findings from anthropological studies enable us to gain
insights into the autistic community “as a personal, family and community/social
group experience as evidenced through the analysis of social interactions, narrative
accounts, and participation and engagement in activities at home and educational,
clinical, and other institutional settings.” (Solomon, 2010, p. 242)

Focusing on autistic communication, researchers noted that anthropological
research explores communication styles and how autistic persons address

communication difficulties; how they function in social interactions; and how they
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express their emotions. In comparison with the bio-medical approach, this shifts the
focus in research in several key ways: (1) from the interpersonal to the socio-cultural,
without neglecting aspects of sociality and social actors (Bagatell, 2007; Ochs.,
Kremer-Sadlik, Gainer Sirota, and Solomon, 2004; Seidmann and Pang, 2014; Solomon,
2010); (2) from studying autism to exploring autistic people (Ochs., Kremer-Sadlik,
Gainer Sirota, and Solomon, 2004; Raymaker and Nicolaidis, 2013; Seidmann and Pang,
2013; Seidmann and Pang, 2014; Solomon, 2010); (3) emphasizing the active dimension
(participation and sociality) versus the passive (deficit driven) dimension of the
medical model; and (4) from developmental deficits to difference.

Furthermore, we should note that autism studies that apply the
anthropological approach focus on facets that are hard to explain through the
biomedical paradigm; for example, autistic sociality (Ochs and Solomon, 2010); and,
how autistic persons establish and maintain their autistic community in either the
physical environment (Bagatell, 2010), the virtual one (Sinclair, 2010) or both
(Bagatell, 2010; Sinclair, 2010).

Finally, as noted in previous chapters, the concept of culture is important in
understanding the lives of autistic people. The anthropological approach is very
important in this regard as it enables us to understand the systems of meanings
developed by the community and the construction processes of meanings (Grinker,
2015). Additionally, we understand that narratives of autism are constructed within
a complex construction of cultural codes, norms and identities (Danforth and
Navarro 2001, p.167; cited by Glinker, 2015, p.348).

Finally, the value of the anthropology approach is “to unmask the
foundations of scientific representations, and to comprehend both the social life of

autism, as a construct, and autistic sociality” (Ibid, p. 347).

2.3.  Disability Studies: The Social and Affirmation Models

The third approach is a derivative of the disability movement, and includes
two semi-theoretical and semi-ideological models of disability: the social and
affirmation models. The social model shifts the focus from the individual to the
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social. The affirmation model is affected by the social model but shifts the focus
again to the individual.

Both models differ significantly from the biomedical approach in moving
away from the “impaired’ individual to focus on the roles of environment and society
in defining the difference between dis-abled and abled bodies (Anastasiou and
Kauffman, 2013; Beckett and Campbell, 2015; Oliver, 2013; Shakespeare and Watson,
1997; Shakespeare, 2010).

These models had impact on the emerging concept of neurodiversity and the

evolution of the autistic activist thought.

The Disability Movement

The disability movement started in the 1970s as an organized, ground-up
civil rights movement of disabled people, who sought to advance their own changes
instead of professionally dominated top-down solutions afforded disabled people
(Oliver, 1996). In doing so, the disability movement marked a political change
among people with disabilities from focusing on impairment and autism as a medical
condition to identifying themselves as a marginal, oppressed group in society. As
Shakespeare (1993, p. 250) said: “It is about the victim' refusing that label, and
instead focusing attention on the structural causes of victimization. It is about the
subversion of stigma: taking a negative appellation and converting it into a badge of
pride”.

Overall, the disability movement aimed to break the link between the body
and the social situation of disabled people by enabling autistic persons to focus on
the social structure as the disabling factor, and specifically, prejudice and
discrimination. Accordingly, the movement pushed for political change based on
promoting full citizenship rights and facilitating independence through legislative
change and implementation of programs that aimed to promote personal assistance
schemes (Oliver, 1996).
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2.3.1. Social Model of Disability

While the biomedical emphasizes impairments that led in turn to focus on
prevention and cure, the social model relies on attributing the disability to the social
structure and redefines the problematic focus on impairments and on the individual.
In doing so, the social model focuses, first, on describing the representations of the
main structural features of the disablement process, as opposed to providing
theoretical explanations (Beckett and Campbell, 2015). Second, the social model
emphasizes civil rights and demands social and structural solutions that confront
marginalization, oppression and social barriers.

In terms of contributions, the model provided new ways of, first, framing
disability and the disabled body. Second, it offered a new way to constitute a sense
of community as an alternative “to disciplining ‘psycho-medical’ categories, which
acted to individualize responsibility for disablement” (Beckett and Campbell, 2015,
p. 278). In doing so, it contributed to the emergence of collective consciousness and
positive collective identity among disabled people through shifting the responsibility
to the social barriers (Shakespeare, 2010). The positioning of society as disabling
provided a frame of reference for people that could recognise each other as members
of the same struggle, share values and work together for social change (Beckett and
Campbell, 2015).

Beckett and Campbell also position the social model as an “oppositional
device”. As such, they claim, it provides “a framework for describing practices of
invention, collaboration and resistance deployed by people against disciplining
practices of subjectivation, to make themselves anew” (ibid, p. 272). In their
theoretical discussion of oppositional devices, the authors analyse them while relying
on Foucault’s typology of technologies (technologies of: production, sign systems,
power and self). The authors claim that the social model as an oppositional device
allows people to transform themselves; provides oppositional framework for

activists; transforms subjectivities in bio-power relations; allows activists to reject
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existing definitions and perceptions and define themselves as an oppressed group
(disabled people).

Critics of the social model claim that it relies heavily on the social structure
as the disabling cause and neglects to acknowledge the potential needs that result

from the biological difference between them and abled people.

2.3.2. The Affirmative Model of Disabilities

The affirmative model advances positive and empowering perceptions of
disabilities. These perceptions rely on positive social identities, both communal and
individual. Swain and French (2000) formulated the model in response to the social
model and the tragedy model of disabilities.

While the affirmative model acknowledges the contributions of the social model
to social change and to the emergence of disability communities, it shifts the
discussion from identifying the problem to affirming and emphasizing disability as
positive identity. Thus, while both the affirmative and social models reject
biomedical assumptions about normalcy and the focus on ‘curing’ disabled people,
the affirmative model claims that people who perceive their disability as important
part of their identity don’t seek to ‘adjust’ or to be ‘normal’.

Similar to the social model, Swain and French (2000) also reject what they define
as the tragedy model. This model portrays disabilities as individual tragedy that
results from the individual bodily impairments and not from the societal failure to
address the needs of disabled people through inclusion and appropriate services.

The collective identity that emerged with the disability movement contributed to
the development of the affirmative model. The model emphasizes the positive
identity that is shaped by the disability. Swain and French (2000) claim that, by
looking at impairment positively, the model disputes the dominant status of
normalcy and strengthens the social model. Collectively, both project a symbiotic
inter-relationship: Individual identities are shaped through and parallel to the
emergence of collective identity; and, as well, the affirmation of positive identity

reassures collective and individual identities.
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Summary

This chapter presented three different approaches to autism: the biomedical
approach, the anthropological approach and two models that emerged from the
disabilities movement. The biomedical approach and its emphasis on deficits led to
perceiving autism as disorder and by some, as disease. The perception of autism as
such is at the heart of the debate between members in the autistic community and the
biomedical approach. Autistic activists such as Sinclair (1993) claim that the
definition of autism as disorder and the derived meaning of autism as disease lead to
the assumption that autism can be cured. This definition of autism is based on
perceiving human behaviour and development as divided between normative/non-
normative functioning.

The anthropological approach asks different questions from the medical
model and uses different research tools. Thus, such researchers investigate
fundamental aspects of autistic lives by focusing on autistic people through an
‘experience near’ approach.

The difference between the biomedical and the ethnographic approaches in
studying aspects of social communication is an instructive example. While the
medical model focuses on identifying the mechanisms that cause communication
deficits, ethnographers and linguists may approach social communication differently
and reach different conclusions about social communication of autistic people. Ochs
and Solomon (2010), for example, studied autistic sociality through studying
everyday interactions and defined a model that explains autistic sociality. Davidson
(2008) refers to autistic communication styles as ‘language games’ and claims that
autistic people find how to communicate in ways that are more natural to them and
the ways to interact with others.

The social model and the affirmation model of disabilities shift the focus
from the individual to the social environment and the social construction of

disabilities. Of the two models, the social model of disabilities had profound impact
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on the evolution of autistic activism and the emergence of the neurodiversity
movement and the autistic culture.

The research reported here uses anthropological methods of ethnography as
the main approach to studying autistic identity construction among autistic bloggers.
We will see in future chapters that the process of individual autistic identity
construction involves negotiation with the perception of autism as reflected in the
autistic culture and the neurodiversity movement.

The next chapter continues this discussion by focusing on the evolution of
the neurodiversity movement, neurodiversity and autistic culture and the role of the

internet in the evolution of autistic culture.
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CHAPTER THREE

EVOLUTION OF AUTISTIC IDENTITY VIA AUTISTIC
CULTURE, NEURODIVERSITY MOVEMENT AND ONLINE
AUTISTIC COMMUNITIES

This chapter addresses social contributions toward autistic identity
development which emerged with rise of autistic culture and the neurodiversity

movement, enabled by use of the Internet by autistic persons.

3.1.  Autistic Culture

Identity is constructed through self-narratives as well as interactions and
negotiations with the social world (Bagatell, 2003; 2010). Culture, too, is constructed
through webs of meanings (Geertz, 1974) and analyzing it, therefore, requires
contextualizing identity negotiation with the social world. Sinclair (2010), for
example, describes at length the emergence of the autistic community and evolution
of the autistic culture. In doing so, he connects autistic ideology and the specific
needs of members in the community and their role in the formation of the autistic
culture. Thus, autistic culture is understood as an ever-emerging aspect of social
life that evolves through shared experiences, values, and identity development
through communication styles and autistic persons’ own ways of interrelating with
others (Jaarsma and Welin, 2012). The discussion in this first part of the chapter
focuses on three of the key social ways autistic culture has evolved to date: socio-
cultural context and culture development, community development and

communication styles.

Socio-cultural contexts and culture development
Cascio (2015) claims that autism should be viewed in a larger, socio-cultural

context that considers autism both in the localized context as well as the broader
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cultural perception of autism as manifest in the international autistic community.
Socio-cultural context may refer to the local cultures autistic people come from but
also to the context of autistic culture and the interaction with localized cultures.?
Gil, Shoham and Shelli, (2016) talk about the interaction between the autistic culture,
autistic community and the local dominant cultures to which autistic people belong
and claim that the influence of local cultures on autistic people lead to differences
between autistic communities that are affected by the local culture. Thus, local or
national cultures affect the local communities and make them sub-cultures of the
international autistic culture, with which local autistic communities share values and
cultural practices with autistic people around the world.

For example, in defining normalcy as a main NT cultural value, Gil, Shoham
and Shelli (2016) claim the NT culture assumes that disabled people strive for
normalcy. The adoption of disability as part of the autistic identity rejects the main
assumption of disability as tragedy. The collective identity of the disability culture
enables positive self-perception and promotes sense of belonging and pride to the
individuals in the community while co-existing with the dominant local cultures as
well. An example to it can be found in the Israeli autistic community. While
adopting the autistic self and the narrative of difference as central to the autistic
culture, members of the Israeli autistic community embrace core values of the Israeli

culture such as Zionism.

Community Development
Some of the communities of disabled people can be referred to as a “counter-
culture’, especially those who reject selected cultural values while accepting other

values of the dominant culture. Autistic culture is an example of such counter-

13 Although beyond the scope of the current research, it will be interesting to explore
interconnections between the autistic community as counter-culture and local communities. In this
sense, cross-cultural study of autism could focus on how autism is being perceived or framed by
local cultures and how local cultures could potentially affect local autistic culture or interaction
between autistic culture and NT culture in specific settings.
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cultures, as rejecting ‘normalcy’ as a main value of the dominant NT culture is one
of the central tenants of community members.

For example, returning to the critique of the dominant bio-medical paradigm,
Gil, Shoham and Shelli (2016) claim that shifting the disability discourse from
‘deficiency’ to “‘difference’ moves the discussion from the biomedical discourse to
the socio-cultural context. While the social model of disabilities moves the disability
away from the individual to the physical, social and cultural contexts, the model of
affirmation shifts the focus back to the individual while rejecting the tragic model of
disability (Gil, Shoham and Shelli, 2016, p. 164). The authors arrive at their
conclusions through examining the concepts of “culture’, ‘sub-culture” and ‘counter-
culture’ in a commentary; perhaps as a means to understand and/or rationalize the

affirmative model through comparisons between the deaf versus autistic culture.

Roles of Communication Styles

As noted above, self-advocates from the autistic community often compare
the autistic culture to Deaf culture, with a focus on the obvious parallel in the
distinctive communication styles that characterize both cultures, and which
contributed to their evolution as distinctive cultures. While the sign language used
by deaf people is clearly distinctive and functional to the outsider, the differences in
communication styles of autistic people are subtler to the NT outsider as observer
(Dekker, 1999). For example, autistic communication differs from NT
communication in rhythm, use of non-verbal cues, directness and tendency to focus
on literal interpretation (problems of reading between the lines; Dekker, 1999).

Davidson (2008) finds Wittgenstein’s concept ‘language games’ and the idea
of “form of life’ to be relevant to analyses of the evolution of autistic culture. Autistic
communication styles are best defined as ‘language games’ which the author claims
emerge from shared experiences as well as identification of the individual’s place on
the spectrum. According to Wittgenstein, ‘language games’ connect between

language uses and actions, which are infinite in nature.
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For example, language uses are less dependent on the definitions and the
meanings of terms and more on the context and the mutual understanding of the term
used by a community of language users (Davidson, 2008, p.794). Thus, use of terms
like neurotypical to describe the non-autistic typical people or “‘Curebie’ to describe
(and criticise) people who are pro-cure [of autism] are examples of such language
games.

Hacking (2009) suggests that the role of the narratives internal to individuals
on the spectrum contribute to the evolution of a new language game that extends
their way of being. The idea behind ‘form of life’ refers to the shared cultural
meanings between autistic people, not as universal sharing but more on the level of
understanding each other as a result of related experiences (Davidson, 2008, p. 794).
Davidson connects autistic language games and ‘form of life’ when she says:

That is to say, autistic differences in perception and ‘processing’ tend to involve other
ways of being-in-the-world, separate senses of selves and space that give rise to
distinctive cultural experience, and so also, cultural expression. (Davidson, 200, p. 793)

By way of a final example, the development of the unique terminology of
autistic self-advocates is reflected through the evolution of the term “neurotypical’.
The early autistic self-advocates needed to find a term to distinguish themselves from
non-autistic persons while avoiding the use of ‘normal’ people to describe them. The
term neurotypical or NT describes the ‘neurologically typical’ and reflects the
advocates’ rejection of ‘normalcy’ as a main cultural value and the emphasis on
neurological difference. AC, is an inclusive acronym to refer to *Autistic’ and
‘Cousins’ [Ed. cousins are people who share some of the same symptoms with
autistic persons]. Whereas terms like neurotypical and AC help foster the sense of
community (Dekker, 1999). “Autie” [for autistic], “Aspie” [for Asperger], or
“Curebie” [term used to criticize people who aim to cure autism] emphasize pride in
autistic identity while distinguishing autistic activists from the NT world [i.e., ‘us’
and ‘them’ identifications] (Bagatell, 2007; Gil, Shoham and Shelli, 2016; Ortega,
2009; Runswick-Cole, 2014).
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3.2.  Neurodiversity and the Rise of the Neurodiversity Movement

Overall, neurodiversity calls for “recognition and acceptance of (valuable)
difference” (Runswick-Cole, 2014, pp. 1120-1121) and strives for neuro-equality
based on the understanding that neurodiverse or neurotypical are both human
variations and ways of existing. Neurological difference is as significant as one’s
skin color, gender, or sexual orientation and the autistic community is another
example of marginalized groups in society like the queer, deaf and black (Bumiller,
2008; Jaarsma and Welin, 2012; Krcek, 2013; Runswick-Cole, 2014).

In his book NeuroTribes, Silberman (2015) describes the essence of
neurodiversity as shifting the focus from diagnostic labels to “human operating
systems”. This view of autism and other neurological differences is based on
perceiving the brain as an adaptive organism and abilities maximization instead of
focusing on limitations. Gannon (2007) added that a mixture of neurological abilities
and disabilities coexist in many cases, noting that the different ways these
combinations are generated and sustained depends on wiring of the brain.

In discussing the essence of neurodiversity as autistic culture, Runswick-
Cole (ibid) describes the neurodiversity movement as aiming to provide spaces in
which autistic people can feel pride in their identity, support each other and advocate
as a community. Fein (2015), who studied the ‘work of culture’ in a role-playing
games camp for youth on the spectrum, describes how the camp’s space was
designed to provide conditions in which difference was appreciated and not
stigmatized, reinforcing the “overall ethos of mutual acceptance and support” (Fein,
2015, p. 312). According to Fein (2015), it is the interaction between neurocognition
and cultural practices where interplay between neurodiversity and cultural materials
build and maintains the autistic culture.

Gil, Shoham and Shelli, (2016) agree with Fein’s observation and claim that
the autistic neurodiversity affects any aspect of their being: way of thinking, sensory
processing, emotional processing and communication style. This difference is
reflected in the autistic community customs starting with mutual interests, structured
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activities, and tolerance to physical behaviours considered unacceptable in the
neurotypical world and ending with terminology that reflects their ideology, self-
advocacy and autistic identity.

The neurodiversity movement was originally established by online groups
of autistic people and later expanded to include other neurological and
neurodevelopmental conditions (Brownlow, 2010; Fenton and Krahn, 2007; Jaarsma
and Welin, 2011; Kapp, Gillespie-Lynch, Sherman and Hutman, 2013; Kras, 2010;
Runswick-Cole, 2014). Proponents of neurodiversity challenge the medical model
by providing an alternative representation of autism through making, at least, two
fundamental inter-related claims: First, autism is a natural human variation and
therefore focus should be on neurological differences rather than brain pathologies
(Brownlow, 2010; Dekker, 1997; Fenton and Krahn, 2007; Glannon, 2007; Ortega,
2009; 2013; Sinclair, 1993; 2010). Second, the rights of autistic people derive from
their specific needs and demands for acceptance and inclusion (Brownlow, 2010;
Jaarsma and Welin, 2011; Orsini and Smith, 2013; Runswick-Cole, 2014). As we
can see from the following description, this claim of ‘neuro-equality’ involves
repositioning autistic persons from the medical model’s deficiency-centred approach
to recognition as a legitimate but marginalized minority group in society.

Overall, then, the neurodiversity movement forced us to acknowledge the
existence and versatility of neurological differences, and consequently, that the
‘normal’/’abnormal’ (or pathological) dichotomy needs to be re-examined. Gannon
challenges existing diagnostic labels of ‘pathologies’ and ‘mental disorders’,
claiming that instead of focusing on the pathologies, researchers need to ask what
counts as mental disorder and when the deviation from the general population
becomes ‘neurological difference’ rather than “disability’.

Baron-Cohen (2015), one of the leading autism scholars working via the
biomedical paradigm, acknowledges the logic behind the term “neurodiversity’, and
consequently, agrees with the argument that there is more than one way to be

‘normal’. Further, he accepts the reasoning behind the neurodiversity movement’s
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emphasis on autism as differential development rather than inferior development.

According to Baron-Cohen, the benefit of this approach:

[is] in terms of inclusion and acceptance. Instead of those with a diagnosis feeling in
some way inferior or excluded, the notion of neurodiversity breaks down divisions
between those with and without a diagnosis by acknowledging that people are simply
“differently wired” and that it is misplaced to think of some people’s wiring as ‘normal’.
(2015, p. 1761-1762)

We can find echoes of resistance to ‘neuro-normalcy’ in parallel claims made
by Davidson (2008) in her analysis of arguments advanced in the gay rights
movement against seeing homosexuality as ‘illness’ or ‘disorder’. Similarly, Thomas
and Boellstorff (2017) examine the classification of normal/abnormal through the
evolution of the ‘spectrum’ metaphor in regards to autism by comparing it to a
similar evolution of the spectrum metaphor for sexuality. The authors claim that the
use of spectrum as a dominant metaphor implies “fundamental consequences for
notions of disability, diversity, and normality”. Indeed, the search for a ‘cure’ for
autism is at the core of the autism as a disorder versus neurodiversity debate.

The potential implications of neurodiversity arguments are deep and broad.
and can be distinguished as three sets of arguments: neurological, diagnostic and
moral.

First, following our earlier presentation of the bio-medical approach, we
understand that the neurological argument claims that autism is a natural
phenomenon of the human brain. In contrast, rather than view autism as a ‘deviation’
from the ‘normal’, autistic self-advocates claim that autism needs no cure, nor do
autistic people need interventions that aim to ‘normalise’ them (Baron-Cohen, 2015;
Fenton and Krahn, 2007; Jaarsma and Welin, 2012; Kapp, Gillespie-Lynch,
Sherman, and Hutman, 2013; Orsini and Smith, 2013; Ortega, 2009; Seidmann and
Pang, 2013).

The binary distinction between ‘normal’ and ‘abnormal’ (or pathological)
reflects the medical hierarchy and the social attitudes and prejudices towards autistic
people. The focus on deficiencies and the social structure that accommodates typical
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people places and continues to support use of disabling barriers that result from lack
of accommodation and discrimination in employment, housing and other civil rights
(Kras, 2010).

Second, according to the diagnostic argument, there is a need to re-examine
concepts such as “natural variety’, ‘normalcy’, “functionality’ and ‘autonomy’. One
of the facets of functionality, for example, is assessed through ways of living
independently. Success in independent living is defined as functional and implies
personal autonomy. Fenton and Krahn (2007) examine these concepts and claim that
we need to understand independent living as inter-dependent and autonomy as
relational (2007, p. 4).

A third argument, the moral, too, needs to be acknowledged from a
fundamental claim of the neurodiversity perspective that, from a rights perspective,
autistic people should have more control over their lives as well as involvement in
decisions about treatments or interventions (Brownlow, 2010; Fenton and Krahn,
2007; Kapp, Gillespie-Lynch, Sherman, and Hutman, 2012; Runswick-Cole, 2014).
Three associative claims drive this rights perspective: (a) we must recognize there
are different ‘ways of being’ (Jaarsma and Welin, 2012; Runswick-Cole, 2014); (b)
differences in socializing, communicating and sensing should be advanced as
manifestations of the fundamental neurodiversity argument; and (c) autistic people
can provide valuable insights in therapeutic exchanges.

Returning to the general nature of this debate, we share the following
summary positions: Krcek (2013) sees there are three sides to the debate: those who
blame the environment as a cause of autism; those who see autism as genetic, in need
of study through finding the relevant genes that cause autism (the medical model);
and those who claim that autism is genetic but part of normal human variation
(neurodiversity).

From a conciliatory point of view, each of these arguments while necessary
is not sufficient and each requires much further investigation.

Finally, we might want to add consideration of the consequences of these

points of view. For example, although accepting the reasoning behind the
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conceptualization of autism as neurodiversity, Baron-Cohen (2015) expresses
concerns about the potential moral implications of abandoning the ‘pro-cure” model.
Clearly more work needs to be done to clarify these important, yet early expressions
of concern and analysis. Especially in consideration of the significant policy
implications as we see from the following discussions.

Finally, Orsini and Smith (2013) point us to future positive consequences of
advancing such investigations by discussing the implications of autism activism on
public policy. The authors claim that the struggle over the definition of autism raises
some significant questions within the realm of public policy. How, for example,
should state resources be used to support individuals on the spectrum? Who are the
experts? What assumptions will guide the definitions of the worlds of autism?
(Orsini and Smith, 2013, p. 41). The answer to these questions lies in interactive
policy styles that include what the authors refer to as ‘embodied knowledge’ that is
applied in discussions of services and education for autistic people (Orsini and
Smith, 2013: 51). The advocacy of neurodiversity as promoting acceptance and
inclusion in the societal level yielded some practical implications such as the use of
universal design principles in creating more inclusive environments (Kreck, 2013;
Silberman, 2015) and cooperating with individuals on the spectrum as can be seen
in projects such as AASPIRE* (Silberman, 2015).

3.3.  Neurodiversity and Autistic Identity

What connects the implications of neurodiversity for individuals with the
social implications of recognition, acceptance and neuro-equality? | submit that it is
the role played in the evolution of autistic identity on the individual level and as part
of autistic culture. For neurodiversity advocates, autism is perceived as an essential
part of their identity and activism is just one dimension in the struggle with the
biomedical paradigm and the biosocial identity of the autistic person (Orsini and
Smith, 2013). Accordingly, activists reject any conceptualization of autism as a

14 http://aaspire.org/?p=projects
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‘disease’, ‘pathology’, “disorder’ and medicalization that leads to attempts to ‘cure’
autism. Indeed, they argue that such language and attempts are equivalent to trying
to ‘cure’ black people from being black or forcing left-handed to become right-
handed (Fenton and Krahn, 2007; Ortega, 2009).

Gannon (2007) claims that the mental traits of neurological conditions, such
as autism, are essential parts of an autistic person’s makeup, as individuals.
Moreover, autistic advocates also see these traits as what defines them, collectively,
as members of a distinctive culture.

Ortega (2009; 2013) finds neurology and the concept of the “autistic brain’
to be central to the neurodiverse sense of identity and to the distinction between
neurodiverse and neurotypicals.

The “cerebralistic identity politics of neurodiversity provided “the basis for
identity formation along with social and community networks.” (Ortega, 2009, p.
442). Such use of neurological vocabulary and brain-related metaphors contributes
to the constitution of new and non-apologetic positive identities. In doing so, Ortega
argues there is a risk that this will lead them to leave discussion of what it means to
be “human’ and lead to reductionist forms of identity politics (Ortega, 2013).

Some neurodiversity advocates reject the distinction between high and low
functioning autistic people claiming that these differences represent variations of
autism rather than fundamental neurological differences. However, the realities of
diverse neurologies can often lead to a discourse that demonise concepts such as
normalcy, on the one hand; but, as well, lead discourse towards discussion of bio-
citizenship (see Brownlow and O’Dell, 2013).

Taking the presentation here in a different direction, neurodiversity as
identity can be inclusive or exclusive. Inclusive neurodiversity conceptualizes it as
part of diversity that includes everyone, including NTs. Furthermore, it promotes
more inclusive citizenship and affects how we understand ourselves and each other
(Bumiller, 2008: 982). The exclusive manifestation of neurodiversity emphasizes,
indeed celebrates, the unique qualities of the neurodiverse that affect the formation

of neurologically-based culture and autistic identity. Ortega (2013) explains this
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process through what he associates with the more commonly used concept of
‘identity politics’ and claims that it leads to more separation between the
neurodiverse and the NT mainstream on the expense of identifying individual
differences across the spectrum.

Building on the identity politics argument, we can say that neurodiversity
promoted a different presentation of autism, ‘neurological self-awareness’ and the
emergence of autistic culture (Ortega, 2009). Indeed, the claim that neurological
difference is a defining characteristic of identity plays a significant role in the
emergence of autistic culture. Celebration of difference and the pride accompanying
autistic identity are manifest through terminology developed among autistic
advocates to mark culturally accepted vocabulary that reflects the autistic
experience. For example, use of “identity-first” language as a cultural identifier is
common among autistic advocates, as it exemplifies the neurodiverse claim that
autism is an integral part of the individual identity of autistic person.  Thus,
reframing the social construct of disability (autism) from “person-first’ to ‘identity-
first” language is a cultural manifestation indicator of neurodiversity and
contribution to formations of communities of autistic people with a shared identity
(Ortega, 2009).

Neurodiversity activists advocate for recognition of autistic culture, perceive
it to be a minority culture and refer to the marginalization, discrimination and
exclusion of autistic people (Davidson, 2008; Jaarsma and Welin, 2012; Orsini and
Smith, 2013; Runswick-Cole, 2014). As a minority group, the neurodiversity
movement can claim group rights, proclaim themselves as belonging to a culture at
risk that needs protection (Orsini and Smith, 2013). On the practical level, similar to
the social model of disabilities, neurodiversity as a movement thrives to create a
more inclusive environment and society, one that must attend to and accommodate
for autistic needs in areas as health care and education, instead of focusing on
normalization.

Seen broadly and historically, neurodiversity was highly influenced by the

ideas behind the social model of disabilities - philosophically, ideologically and
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politically (Kapp, Gillespie-Lynch, Sherman, and Hutman, 2013; Orsini and Smith,
2013). Similar to the social model, neurodiversity distinguished between the
biological nature of the condition and the social barriers that continue to exclude
autistic persons socially, economically and politically (Runswick-Cole, 2014).
Furthermore, neurodiversity offered a new representation of autism; one that shifts
away from, first, the biological impairment to the divide between identity and
inclusion (Krcek, 2013); and, second, the lack of social accommodations to their
needs as the disabling factors. However, unlike the social model that puts the
environment in the spotlight and moves far away from the intrinsic features of the
medical perception of disability, neurodiversity affirms neurological difference
(intrinsic) as integral part of the bio-social identity of the autistic person (Kapp,
Gillespie-Lynch, Sherman, and Hutman, 2013; Runswick-Cole, 2014; Orsini and
Smith, 2013; Ortega, 2009; 2013).

3.4. Internet and Autism

The evolution of the Internet was a turning point for the emergence of autistic
communities, autistic culture and the formation of distinctive autistic identity. The
ability to communicate effectively and interact socially through the accommodating
features of the virtual space (n.b., the utopian social ‘no place’ as Davidson [2008]
framed it) challenged common conceptions and stereotypes regarding
communicative and social competencies of autistic people (Brownlow and O’Dell,
2006; Davidson, 2008).

The autistic presence on the Internet as an independent grouping started as
early as 1992 when Donna Williams, Xenia Grant and Jim Sinclair left a pen-pal list
maintained by parents of autistic people and established their own community known
as the Autism Network International [ANI] (Sinclair, 2005°; 2010). Initially, ANI
included a newsletter and pen-pal list. In 1994, following cases of harassment of

15 http://www.autreat.com/History of ANLhtml
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several of the members by an online stalker, they created their first online discussion
forum — ANI-L - that is closed to NT participants and has clear discussion and
participation rules (Sinclair, 2010).

Throughout, self-advocates as well as researchers demonstrated the
significant role of the Internet in sustaining and shaping the development of autistic
communities (e.g., Bagatell, 2010; Davidson, 2008; Davidson and Parr, 2012;
Dekker, 1999; Durkin, 2010; Goodman, 2006; Grinker, 2015; Sinclair, 2010).
Similar to the accessibility to information enabled by braille to blind people, the
Internet provides access to rich sources of information, alternative explanations
about autism as well as mutual support through websites maintained by and for
autistic people; for example, the Autistic Self Advocacy Network [ASAN].
Furthermore, the Internet helps a user find people who share similar experiences and
difficulties, via, for example, ANIY, Wrong Planet!8, or ACI*.In doing so, it
provides tools, and educates to enable communication in ways that accommodate
their communication style (Bagatell, 2010; Davidson, 2008; Davidson and Parr,
2012; Dekker, 1999; Durkin, 2010; Goodman, 2006; Grinker, 2015; Sinclair, 2010).
Thus, the Internet allows individuals on the spectrum to participate in social
interactions in virtual space when, with whom, and even whether or not they choose
to do so with others (Bagatell, 2010; Sinclair, 2010).

Through its technological features, the Internet has enabled community
formation for self-help and self-advocacy to individuals on the spectrum across the
world (Orsini and Smith, 2013; Ortega, 2009; Runswick-Cole, 2014); facilitated
voicing and became an arena where autistic activists could promote personal and
social agendas (Blume, 1997; Ortega, 2009; Seidmann and Pang, 2013).

Bumiller (2008) describes the contributions of the Internet to the

neurodiversity movement as follows:
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6 http://autisticadvocacy.org/
http://www.autismnetworkinternational.org/intro.html
http://www.wrongplanet.net/
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The neurodiversity movement considers itself a new form of cosmopolitan
interest group, one that signifies a worldwide community of interconnected
individuals who aspire to be comfortable as atypicals. This new kind of
interconnectedness is seen in how neurodiversity activists have utilized
virtual communication channels that allow for easy self-expression,
immediate exchange of information, and freedom from some of the
intrusiveness of face-to-face interactions (Bowker and Tuffin 2002, cited by
Bumiller, 2008, p. 981)

Over the years, autistic presence grew in numbers as well as type of online
activities. Today one can find autistic persons active in: online communities
maintained by and for autistic people; open or closed Facebook groups formed
around a topic, goal or specific agenda; personal websites, blogs or personal
Facebook pages. Individuals on the spectrum participate in forums to discuss topics
relevant to their lives, to solicit advice, attempt to raise awareness, participate in
activist organizations as ASAN and promote awareness of the nature of the autistic
experience through expressing their own voices with little or no mediation.

Historically, ANI was the first online autistic community. It was established
as a result of criticism about the emphasis on treatment and cure to autism (Ortega,
2009; Sinclair, 2010). ANI included forums for autistic people only, with very
specific rules regarding who could join, and appropriate behavioral codes within the
forum were developed and monitored.

In addition to the forums, ANI initiated and organized AUTREAT?, a yearly
conference maintained by autistic and targeting people. AUTREAT was an
opportunity for autistic people to meet each other in their own retreat space and
solely their own physical environment; to present or attend presentations that focus
on topics relevant to autistic experiences; as well as to meet each other face-to-face.
Both ANI-L as a virtual online space and AUTREAT were safe places where autistic
people could find meet other people with similar neurology, communicate and

consult with them, form friendships and find relevant information.

20 http://www.autismnetworkinternational.org/autreat.htmI#INTRO
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AUTREAT was the first extension of the autistic virtual space to the physical
environment. Clear rules and codes of behaviours emerged from organizers’
ideological perceptions of an autistic community as well as their practical knowledge
regarding the variety of needs that need to be addressed. Thus, AUTREAT provides
a space for individuals on the spectrum designed to accommodate their needs. It
enables them to meet other people in one physical space and to be themselves without
judgment about their behaviors, social skills or areas of interest.

Following ANI’s formation and initial development, autistic communities
emerged in other countries outside the US. ACI, for example, is an Israeli autistic
community, established by four activists.?  The most dedicated ACI members
consider themselves to be part of the local as well as the international community. |
concluded from my interviews that the values embodied in this initiative reflect
international autistic community values. Although small, ACI hosts forums and
blogs and initiates activities for the community members in the physical

environment, mostly hosting the yearly Autistic Pride Day celebration.

3.5. Internet and Autistic Culture

Scholarly papers and empirical works that focus on autism in the cyber-world
refer to the Internet’s dominant role in the rise of neurodiversity (Jaarsma and Welin,
2012; Kapp, Gillespie-Lynch, Sherman, and Hutman, 2013); the emergence of
autistic social movements (Kras, 2010; Orsini and Smith, 2013; Ortega, 2009); the
role of the Internet in shaping an autistic community and culture (Davidson, 2008;
Jaarsma and Welin, 2012); and the Internet’s role in autistic identity construction
(Bagatell, 2007; 2010; Brownlow, 2010; Brownlow and O’Dell, 2006; Davidson,
2008; Ortega, 2009).

21 ACI founders: Sola Shelli, Ronen Gil, Chen Gershuni and Amit Felice http://www.acisrael.org/
(Hebrew)
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These researchers’ overall conclusion seems to be that technological
development and the growth of social media provided new means and new
opportunities to communicate and to socialize. The Internet provided tools that
facilitated communication and created opportunities for social interactions and
sociality among individuals on the autism spectrum and between them and the non-
autistic world. Furthermore, the Internet enabled the evolution of different forms of
communities that created spaces for self-exploration and communal exploration that
expanded the conceptualization of geographical boundaries (Davidson, 2008; 2010)
to social geographies (Bertilsdotter Rosqgvist, Brownlow, and O’Dell, 2013) and
opened possibilities for marginal groups in society to form communities and to
express their own voice.

The existing research focuses on collective autistic identity, autistic culture
and neurodiversity. This noted, I concluded following completion of my review of
the literature, that individual autistic identity development is understudied and,
therefore, the role of the internet in an individual’s identity construction deserves
more attention. Accordingly, the investigations reported in this research report
explored individual autistic identity construction through focusing on the personal
blog space created and managed by those studied.

Identity construction process involves an exploration of the self through
negotiating with the social world. Since negotiating with the social world is central
to individual identity construction, the first step should be to explain the possible
technological developments that affected the social processes and enabled the
evolution of autistic identity. Such an explanation will be provided in the following
chapter along with discussion of the communication approaches that contextualize
these processes, evolution of autistic space and the blog as arena for individual

autistic identity construction.
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CHAPTER FOUR

COMMUNICATION APPROACHES, AUTISTIC IDENTITY
AND BLOGS

Autistic communication styles are at the core of the evolution of
neurodiversity, autistic communities and autistic culture. In the previous chapter we
discussed the rise of neurodiversity and autistic culture, as well as roles of autistic
communication styles in the evolution of the distinctive autistic identity. There we
learned that Internet technology provided the tools and platforms that enabled the
emergence of autistic community and autistic culture. Although discussed by several
autistic scholars, the connection between technological developments of the Internet,
specifically social media, and cultural processes that lead to the evolution of autistic
identity deserve more attention. Indeed, identity construction involves complex
processes of self-exploration and negotiation with the social world. An excellent and
important example, especially for this research study, are the ways in which social
media led to the evolution of ‘networked autism’ and the autistic spaces in which
identity — individual as well as communal — could be constructed.

In order to explain the intersections between social, technological
developments and identity construction, the discussion in the current chapter begins
with presentations of three key communication approaches. This will be followed
by presentation of other social processes and productions that contributed
‘affordances’ to the evolution of autistic space, including: the characteristics of the
autistic space and its importance to the evolution of autistic identity; and the
centrality of the personal space of the blog in identity construction. Blogs, studied in
this research project, provide such autistic spaces. Of particular research interest are
the ways in which technological features enable blog owners to maintain relative

control to shape the blog’s space and to manage their digital self. The chapter ends

54|Page



with summarizing the focus on blogs should be undertaken in studying of autistic

identity and the need to probe more deeply into the bloggers’ techno-identity.

4.1. Three Approaches to Study of Autism Communication

The anthropological approach to autism, as explained in the previous chapter,
adopted in this study, largely investigates the socio-cultural dimension of autism.
Among the phenomena focused upon are aspects related to the “transmission and
maintenance of cultural knowledge and the construction of membership in social
groups and activities” (Solomon, 2010, p. 242). Studies conducted to date explore

multiple levels of this issue: individual (see Kellman, 1999; Bagatell, 2007; Sirota,

2010); interpersonal, using discourse analysis (Ochs, Kremer-Sadlik, Gainer, Sirota
and Solomon, 2004; Ochs and Solomon, 2010); and communities (Bagatell, 2010).
Yet, while valuing these contributions, it is important to note that investigations of
communication methods and processes have been largely overlooked in macro-
analyses of autism research.

Thus, the aim of this initial section is to present three communication
approaches that taken together add a layer of understanding missing in autism
research, especially in exploring the social processes facilitated and mediated by the
Internet, creation and maintenance of online communities and contributions of the
Internet to the construction of sociality and autistic identity — all phenomena at the
center of the research presented in this treatise. These approaches investigate
communication as a cultural process, convergence and participatory cultures as well

as the evolution of “‘networked sociality’.

4.1.1. Cultural Approach to Communication

Carey (1989) offers a cultural approach to communication as a conceptual
framework for investigating the connections between the mass media, media texts
and social processes. Although his discussion and his examples focus on traditional
media, his ideas are very relevant to questions related to the consequences of network
communication for identity and social processes and, for groups and individuals. For
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example, one of the foundations of this cultural perspective is the assumption it
makes in regard to the dynamic role communication processes play in society as well
as in how individuals come to understand reality:

Our minds and lives are shaped by our total experience — or, better, by
representations of experience ... If one tries to examine society as a form of
communication, one sees it as a process whereby reality is created, shared,
modified, and preserved. (Carey, 1989, p. 33)

This view stands in dramatic contrast to the dominant transmission perspective

applied in dominant paradigms applied to communication research.

In contrast, Carey emphasizes reproduction of culture through symbols,
myths and cultural patterns and processes, such as rituals (see also Petersen, 1979).
In fact, his conceptualization of the roles of rituals redefines communication as
ritualistic. Instead of “sender and receiver,” “encoding and decoding,” “noise and
mediation” (the channel, the medium), Carey proposes that we look at
communication as “sharing”, “participation”, “association”, “fellowship” and “the
possession of the common faith” (Carey, 1989, p. 18).

Thus, in terms of this research project’s focus, following Carey, blogs can be
defined as both a type of communication and as a cultural product. As such, blogs
emphasize the individual while enabling the blogger to share his thoughts with
readers, invite others to participate in a dialogue or to take part in constructing
collective consciousness that is equivalent to Carey’s “common faith.”

Viewed in regard to our interest in the Internet, Carey’s approach emphasizes
meaning over transmission and symbolic construction of social order through codes,
rituals and other symbolic forms. In doing so, he conceptualizes the communication
process in a way that opens it up to multiple types of communication. More
specifically related to the research project reported here, his approach contributes in
helping to explain the phenomena of the autistic presence on the Internet in a shape
of personal websites, personal blogs, online communities and a hybrid of online
community and conferences run by and for autistic people.

More specifically, Carey’s view of communication as “symbolic process
whereby reality is produced, maintained, repaired and transformed” (Carey, 1989, p.
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23) can be related to two associative concepts: ‘figured worlds’ and “autistic space’.
Figured world refers to social processes of co-producing activities, where practices
are reproduced and developed through individuals and groups (Bagatell, 2007;
2010). Autistic space refers to a physical or virtual space where autistic people create
their own identities, their own conventions and their own ‘togetherness’ (Sinclair,
2010). Thus, autistic space is appropriate when used to discuss the role of the Internet
in the creation of autistic identity and communal lives of autistic communities, as
will be explained later in this chapter.

Furthermore, according to Carey, studying communication involves the
exploration of the social processes whereby the symbolic forms are created,
including the technological developments that have significant roles in these
processes. Within this framework, Carey claims that the significance of relations
between technology, communication and social processes extends beyond changes
in social institutions or as their being an extension of our senses, as some of the
communication scholars suggested. When he asks - “how do changes in
communication technology influence what we can concretely create and
apprehend?” (Carey, 1989, p. 31), he rephrases the perception of the creation,
construction and functionality of the symbolic forms in cultural production and
reproduction. Thus, his fundamental approach assumes there are reciprocal
relationships between technology, culture and social processes that affect reality
construction and representations of self, groups and social phenomena.

While Carey wrote his book about communication and culture before mass
use of the Internet, my research demonstrates that his perspective is essential in our
understanding the evolution, pervasiveness and influence of social media on both the
macro (cultural and social) and micro levels. Furthermore, as the next section, too,
demonstrates, his perception of communication, culture and social processes can be,
indeed, needs to be, developed further by including the concepts of ‘participatory
culture’ and the “network society’, both highly relevant to the structural and social

attributes of the Internet and social media, discussed over the following pages.
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4.1.2. Convergence and Participatory Cultures

Convergence culture emerges with technological changes that influence
media circulation and content circulation which, in turn, lead to cultural and social
changes (Jenkins, 2006). Like Guttenberg’s invention of the printing press, such
technological changes provide tools for reshaping the production and distribution of
content that lead to the cultural change through the active participation of
nonprofessional users in media and content circulation.

Participatory culture intertwines with convergence culture but extends
beyond specific contributions of meanings, production of cultural products and the
distinction between producer and receiver (audience). It is no longer about active
audiences that can actively process media content. Instead of audience, we talk about
participants; and instead of one-way media production, we talk about
nonprofessional participants actively participating in creating and (re)shaping
culture (Jenkins, Ford, and Green, 2013).

Indeed, a new set of rules evolve in participatory culture that characterize and
define the nature of interactions between participants in culture (Jenkins, 2006). As
we see evolving with the social media revolution, users are shaping, reframing and
remixing media contents shared within larger communities and networks that
influence the circulation of content (Jenkins, Ford, and Green, 2013, p. 2).

The technology of the Internet provides tools that accommodate the needs of
autistic persons. These affordances enable individuals on the spectrum to actively
participate in generating cultural texts that contribute to the evolution of a distinctive
autistic culture and autistic identity. This continues, first, because the Internet
functions as a space in which autistic experiences and expression are legitimized
(Davidson, 2008; Davidson, Edward and Hemsworth, 2013). Second, since autistic
identity is shaped and constructed within a cultural context and through constant
dialogue with the social world, this space enables identity exploration and
construction to advance, if sought.

Autistic Speaking Day is an example of a cultural product that reflects both

participatory culture and cultural approach to communication, as it invites
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individuals on the spectrum to upload any type of text or art work to a webpage
dedicated to this specific celebration.?

Thus, the concept of participatory culture together with the cultural view of
communication offer a solid conceptual basis for explaining the evolution of blogs
as cultural texts and as arena for the evolution of cultural identities of autistic
individuals through the use of the Internet.

These two theoretical approaches lay the foundation for the explanation of
evolving cultures that extend beyond geographical borders. Without the Internet and
social media, communities like the autistic community would likely have

experienced great difficulties in their emergence.

4.1.3. Network Society and Sociality

Foundations: Network society is an excellent example of participatory
culture as it induces new forms of social change and introduces different types of
social processes, communication and communities. In The Power of Identity (2010),
Castells describes the key features of the network society: Network society is defined
as a networking organization and “by a culture of real virtuality and... by the
transformation of the material foundations of life, space and time, through the
constitution of a space of flows and of timeless time” (p.1).

Accordingly, the great accessibility to information and knowledge as well as
to other people leads to processes of change in all levels: the individual, communal
and societal. In this process, network society is influenced by social groups and
shapes them through the information that spreads within and between groups.

The identity of groups in society, according to Castells, is a result of a cultural
process of meaning that gives priority to cultural attributes over other sources of
meanings. Identity is a source of meaning and experience for people. While identities
organize meanings, social roles organize functions. Identity is meaning and

meanings are defined by social actors through cultural attributes.

22 For more, please read the description that appears in the prologue of this research presentation.
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Thus, to study identity, social processes and communication in the network
society involves investigation of ‘webs of meaning’ (Geertz, 1973, 1974). Note that
Geertz’s call for analysis of culture as a search for webs of meaning, including use
of social discourse analysis, long before the Internet and network society. Thus we
are adopting what has become a well-established and dependable research approach.

Identity & Meaning Making: Carey (1989) referred to these meaning making
and identity processes when asking about the struggle of groups in society over the
definition of what is real (p. 31), as a basis for his cultural view of communication.
The struggle over definition of what is real refers to the struggle for identity and
Carey’s approach connects communication with the variety of possible constructions
of reality through communication. His cultural view of communication provides a
conceptual framework for the examination of WHAT is the nature of the identity and
HOW it is constructed both on the individual level as well as on the communal level
(what Carey refers to as “groups in society’).

Castells (2010), for his part, distinguishes between three different forms and

origins of identity construction among groups in society:

e Legitimizing identity focuses on the dominant institutions in society and the
processes of legitimizing, extending and rationalizing their cultural

dominance.

e Resistance identity originates in marginalized groups in society, such as the
autistic community. Their narrative is one of struggle and resistance, and
their identity is “generated by those actors who are in positions/conditions
devalued and/or stigmatized by the logic of domination, thus building
trenches of resistance and survival on the basis of principles different from,
or opposed to, those permeating the institutions of society...” (Ibid, p. 8-
9).
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e Project identity refers to a redefinition of identity that impacts the
positioning a group in society. Redefinition is created from and based on
cultural materials available to social actors. This form of identity seeks both

redefinition and transformation of the overall social structure.

By way of an appropriate illustration, resistance identity leads to the creation
of new forms of collective individualism that introduce what Castells refers to as a
“holistic philosophy of life” (Ibid, p. 66), also referred to as “cultural communes”.
These communities are defensive in that they are created as reactions to social trends
and norms, and protect members from a hostile outside world. They are characterized
by being organized around specific sets of values that are related to self-identification
through their meanings and codes.  Accordingly, the Internet’s spatial, non-
hierarchical organization as a redundant network provided a model that organizes “a
new kind of human society compatible with the autistic way of being” (Dekker,
1997). Thus, the neurodiversity movement provided the *holistic way of life’ through
the counter-narrative that redefined autism and the cultural norms that evolved
around the idea of neurodiversity.

Networked Autism: The autistic communities, especially the ones created by
and for autistic people, seem to follow Castells’s conceptualization, in general, and
his conceptualization of resistance identity, in particular. For example, Sinclair
(2010) describes the need for autistic space and the origins for the evolving autistic
communities as rooted in experiences of alienation and hostility, as you can see in

his description of the experiences of autistic people in NT spaces:

Being autistic among neurotypical people is likely to consist of not understanding
what other people are doing, or why they’re doing it, or what they expect us to do;
not being understood when we ask questions or try to join in; being misunderstood
and misinterpreted in hurtful ways (such as being accused of dishonesty or hostility
based on lack of eye contact or “flat affect”, or being perceived to be drunk,
drugged, delusional or even dangerous). (Sinclair, 2010, p. 32)
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Autistic communities that evolved as a result of these types of experiences,
as described by Sinclair, follow similar features defined by Castell (2010). These
communities, especially ones run by autistic people, are created in order to provide
a safe space where people who share similar neurological conditions can express
their voice with no external mediation, meet others, communicate and live with pride
and feel a sense of belonging. They are organized by and through specific set of
values and clear sets of codes of behaviors, and they allow very limited access to
outsiders, at least in designated spaces within the virtual domain of the community.?

Beckett and Campbell (2015) describe the ideological basis and practical
tools provided by the social model of disabilities for the evolution of resistance
identity. The social model of disabilities, enabled resistance practices that refuse
socially mediated identities and the formation of communities of people with shared
experiences of a disabling society. Applied to autism, we can cite the following three
main oppositions/contributions by the neurodiversity movement

First, the neurodiversity movement offered individuals on the spectrum a
counter-narrative to the dominant medical model and redefined autism to focus on
neurological difference rather than disorder. Indeed, the underlying ideology of
neurodiversity is based on the social model of disabilities in that it opposes the
concept of normalcy, which is a main value in the mainstream culture, and finds
social structure as the disabling cause.

Second, neurodiversity as a movement aims to promote autistic rights and
prevent discrimination (Runswick-Cole, 2014). As discussed in the previous chapter,
neurodiversity as an idea enabled the emergence of distinctive autistic identity
through the developing community and culture based on neurological difference and
shared experiences. Similar to Castells’ definition of resistance identity, autistic
communities are very protective and are organized around set of rules and norms that

derive from neurodiversity principles and answer to the specific needs of the

2 See ANI’s set of values in http://www.autreat.com/intro.html and rules of behavior in
http://www.autreat.com/ani-l.html .
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community members. While resistance identity relies on the struggle of stigmatized
marginalized groups, project identity redefines identity through cultural products
that corresponds with some of the ideas behind the affirmative model of disabilities,
discussed above. Both resistance identity and project identity are relevant to the
exploration and the construction of the autistic self, autistic communities and autistic
culture. Identities are shaped through an active process of dialogue between the
individual, the community and the culture. This process involves engaging in social
practices including the narration of the self (Bagatell, 2003).

Third, the Internet provides the tools and the ‘geography’?* that suits the
abilities of autistic people and their communication styles, as follows: The Internet
changed the levels of their accessibility to information and knowledge, and affected
involvement in shaping the culture through the production of cultural products.
Technological features of the Internet enable evolution of communal or personal
spaces. Control features affect degree to which a group will be open to non-members
(who can be part of a group or a community; accessibility of the space to non-
members to read or participate). Design features affect accessibility (adapting to
individual needs of community members or potential followers); accommodation to
different types of communication styles; or creation of clear codes of behaviors for
either blog visitors or in community websites.

In summary, the three communication approaches presented in this section
enable us to apply these conceptualizations to achieve deeper understandings of the
foundations and evolution of the identity of a marginalized group in society. Carey
(1989) provides the basis to connect between multiple types of communication and
the social processes that led to the evolution of autistic culture and autistic identity.
Jenkins (2006) explains how the technological environment enables creation of
cultural texts through the rise of participatory culture. Castells (2010) explains

processes through which network society led to creation of collective individualism

24 Davidson (2008) uses the conceptual framing of critical geographers that expands beyond places
in the material worlds to selves, spaces, individuals and communities.
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and construction of group distinctive identity in society. Next, the role of the
Internet in the identity construction process will be discussed, followed by
examining the meaning of collective individualism and its role in the identity

negotiation process of the bloggers.

4.2. Contributions of the Internet to Autistic Culture & Identity Development

4.2.1. Affordances, Autism and Identity

The rise of neurodiversity and the autistic culture can be explained through a
body of research that focused on the connections between technology and the user,
particularly as conceptualized in their term of reference - affordances. For example,
Bucher and Helmond (2017) claim that the concept of affordance is essential for
understanding social media and the connection between technology and the user.
Different communication scholars studied the affordances of the Internet, in general,
and social media, specifically, in order to learn how they affect Computer Mediated
Communication [CMC] (Nowak, Watt and Walther, 2005); self-presentation and
self-disclosure (Gibbs, Ellison and Heino, 2006); and identity management
(Morioka, Ellison and Brown, 2016).

Early notions of affordances focused on the perceived properties of
technology and their actual use. In their review, Bucher and Helmond (2017)
describe two types of affordances - technological and communication - that can
explain the practices of identity management in social media and the role of the
Internet in providing the platform and tools for the evolution of distinctive autistic
identity. ‘Technological affordance’ focuses on user actions and interactions with
the media. It explains the rise of ‘networked publics’, such as the neurodiversity
movement and the autistic community. ‘Communication affordances’ refer to the
“possibilities for action that emerge from technological forms” (Hutchby, 2001a, p.
30, cited by Bucher and Helmond, 2017, p. 10).

Davidson (2008) explored the roles of virtual communication in the

emergence of cultural expressions among individuals on the autism spectrum. She
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claimed that the Internet promoted new ways of self-identification through shared
‘language games’, referenced in earlier chapters of this treatise. This enabled
development of a collective cohesive voice and led to the emergence of a distinctive
autistic cultural identity.

Other researchers reached the conclusion that text-based Internet
communication plays a significant role in the emergence of the autistic community
and culture (Brownlow, 2010; Brownlow and O’Dell, 2013; Davidson, 2008;
Davidson and Henderson, 2010; Dekker, 1999; Kras, 2010; Kreck, 2013; Ortega,
2009). The Internet is more accommaodating to autistic ‘language games’ and written
communication helps clarify thoughts and facilitates turn-taking in social interaction.
Furthermore, such asynchronous systems free users from temporal constraints that
exist in synchronous communication (Nowak, Watt and Walther, 2005). For
example, the environment of the text-based CMC is lean with non-verbal cues and
provides the user with more control over the communication process (Walther,
1996).

In a 2007 study that focused on one person with Asperger’s and his quest for
identity, Bagatelle found that the Internet was a turning point for the participant in
his journey for self-exploration. Through the Internet he met people who shared his
condition and they helped him shape his identity as an Aspie.?® The online presence
and the interactions with people who shared similar neurology and similar
experiences helped him find his voice and express himself in a safe, non-judgmental
environment.

In another study, Bagatell (2010) explained the centrality of the Internet in
identity construction through defining the virtual space as a “figured world’ in which
activities produce narratives and identities. This medium freed autistic people from

NT discourse and interactional conventions, and offered them a more adaptive way

% Aspie is a nickname referring to people with Asperger Syndrome. The term Aspie is used by
people from the autistic community.
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of asynchronous text-based communication, free of non-verbal social cues that exist
in face-to-face interactions.

The figured world of the Internet became an arena where people can meet,
share stories, receive support and create their own terminology that distinguishes the
autistic way from other ways of living, experiencing the world, communicating or
interacting (Bagatell, 2010). As Bagatell reports (2010), the community she studied
developed a distinctive identity through: redefining autism; labelling individuals on
the spectrum differently from the NT labelling of autism; and developing their own
terminology that reflected their view of autism through referring to people with
Asperger as Aspie and to autistic people as Autie (e.g., Brownlow, 2010;
Brownsberger, 2015; Kreck, 2013; Ortega, 2009). For example, the debate about
use of key terms of reference between ‘people with autism’ vs. “autistic people’ has
significant meaning in autistic discourse about identity and inclusion, as reflected in

the following statement from an autistic blog:

In the autism community, many self-advocates and their allies prefer terminology
such as “Autistic,” “Autistic person,” or “Autistic individual” because we
understand autism as an inherent part of an individual’s identity — the same way
one refers to “Muslims,” “African-Americans,” “Lesbian/Gay/
Bisexual/Transgender/Queer,” “Chinese,” “gifted,” “athletic,” or “Jewish.”?

In other words, the claim made is that the connotation - ‘person with autism’
- detaches the individual from the neurology and reflects the tragic model of autism.
In contrast, addressing themselves as “autistic persons’, and expecting others to do
so, emphasizes autism as part of the identity of a person, not a disease (Bagatell,
2007; Seidmann and Pang, 2013). In this manner they use cultural symbols to
convey a wider perception of autism as part of the emerging autistic identity, on both

individual and collective levels.

% http://autisticadvocacy.org/identity-first-language/
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Based on her research studies, Anneke (2003) claims that identity is
contextual as a concept and reflects relative saliency of shared and/or distinctive
characteristics of social actors. Types of identities reflect unique criteria that
distinguish an individual or a group, and are based on social, cultural or ideological
similarities. Disability is an example of the use of such criteria, in general, while as
a sub-group, autism is considered to be part of what members in the autistic
community refer to as ‘invisible disabilities’.

Morioka, Ellison and Brown (2016) claim that social media platform
affordances enable users to upload selective information related to their identity, in
particular that affects their self-perception. In doing so, the authors distinguish
between ‘identity play’ and ‘identity work’. While ‘identity play’ refers to the
exploration of identity, ‘identity work’ refers to reaffirmation of identity.

In summary, the research surveyed here is in agreement that, first, identities
are constructed through ongoing processes of self-exploration, discourse,
interactions with others and participation in communal activities. Identity can be
personal or collective. The Internet as a ‘figured world’ is where “activities [are] not
constrained by the conventions of the discourse of normalcy” (Bagatell, 2007, p.
421). Second, social change can be induced in the shape of constructing and
promoting an identity of new groups in society; through developing and accepting
different types of communication; and through redefining social interactions and

social networks.

4.3.  Collective Individualism: Bloggers and Community

The most successful and famous instance of a non-hierarchical organisation today is
the Internet (indeed a “society” in which many autistic people thrive). The Internet is
effective and unlimited in its growth precisely because of its lack of hierarchy: it is a
distributed, redundant network. Even though the Internet is an organisation of
computers, not of humans, this could well serve as a model to organise a new kind of
human society compatible with the autistic way of being. (Dekker, 1999)

The concept of “collective individualism’ (Castells, 2010) explains not only

the distinctive social structure of the autistic community, but also autistic sociality
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and cultural values that are at the core of communal autistic identity. Instead of
conceptualizing autism as social impairment and deficit in communication,
collective individualism conceptualizes the autistic way of being driving the identity
construction process and evolution of distinctive knowledge of the self on the
individual level.

Thus, the social world of autistic community and the evolution of communal
autistic identity are important both contextually as well as individually in negotiating
autistic identity on the personal level. Identities, claims Bagatell (2003; 2007), are
created through a constant dialogue between the self and the community, through

discourse, other voices and actions:

Identities and self-understandings are actively constructed in shifting networks of social
relationships. People represent themselves through the voices or the words of others, the
discourses both of specific individuals and communities. (Bagatell, 2007, p. 418)

Bagatell (2003; 2007; 2010) emphasizes the role of social worlds in identity
construction. Sense of self is created through an ongoing process and knowledge of
the self is constructed through experiences in the social worlds (Bagatell, 2003,
p.13). In the new definition of autism, advanced by the neurodiversity movement,
the focus on difference, inclusion and the centrality of the autistic experience are all
part of autistic identity, on both the individual level and as a cultural commune.
Accordingly, sociality and communication styles are important elements in the
identity negotiation process, in general, and especially in the case of autism. Hence,
we understand that the Internet plays a significant role in the process of identity
development through its technological feature and the network organization that is
compatible with autistic sociality and the autistic way of life (Dekker, 1999).

The Internet hosts and affords access to a great variety of virtual spaces, such
as social networks (like Twitter and Facebook), forums and chat rooms, blogs, vlogs,
personal websites and personal videos where people can among other things: practice
narrative expressions and creativity, share thoughts, consult with other people,

promote social change. Thus, the Internet provides platforms for people to share, and
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others to read, their personal stories, thoughts, opinions and everyday experiences.
These virtual spaces enable the evolution of communal autistic identity through
community websites and individual autistic identity through communities that
evolve around individual spaces such as blogs. Collectively, then, the evolution of
autistic community around the individual reflects autistic sociality, as Dekker

describes an autistic society:

Organised around individual. One main feature that sets autistic people apart from the
rest of humanity is that an autistic person is not necessarily a ‘social animal’ and has
trouble functioning in groups of people. The individual, not the group, would thus have
to be the centre around which an autistic society is organised. (Dekker, 1999)

While chat rooms and forums emphasize the social aspects of identity
negotiation and the community, blogs emphasize the self and the identity negotiation
with the social is reflected through the writings, direct dialogue with blog followers
and through the evolution of a community of bloggers. The blogger can negotiate
the autistic identity through explaining autism to others or explore aspects of the
collective autistic identity.

A community can be formed around one blog, through inter-connections
between bloggers, or through a community that host blogs as part of their activities.
It will be useful to discuss, briefly, how individual texts such as blogs can become
part of both self and communal identity construction, while keeping the emphasis on
personal narrative written by an individual. A community can be formed around a
blog (and tracked down) through the dialogue that is created between the blogger
and the readers or with other bloggers. One blog can be connected to another blog
that is connected to a third blog or to a community of bloggers (Serfati, 2004).

Interestingly, Kenix (2009) describes a circuitous process in which a blog
becomes the blogger, and a self-referential spiral can potentially become a group or
a community of bloggers that evolved around a topic, an interest or goals (see also
Sun, 2010). Boniel-Nissim and Barak (2008) pointed out that blog rings are part of
what creates a virtual community, together with the comments posted on the personal

blog and the links to similar blogs. Collectively, the blog rings serve as an important
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component of the blogger’s virtual as well as “real” worlds. Thus, blog rings are
strong indicators of the existence of a dialogue with other bloggers, whether it is
through the writings, direct dialogue through comments, hosting other bloggers or
through links to related blogs.

Seidmann, Pang and Jingyuan (2016) conducted a network analysis of blogs
written by individuals on the spectrum and found clear evidence for the existence of
a community of autistic bloggers that was formed through referring to other
recommended blogs written by people on the spectrum. Although the results
confirmed the formation of a community, the community formation patterns were
somewhat different from other studies that used network analysis. Instead of a
community that is formed around one dominant blogger or around a topic, the
community of the autistic bloggers was characterized with high-betweeness that can
be best explained through the conceptualization of the autistic bloggers community
as a ‘collective individualism’. As noted above, collective individualism connects
between the social world and the individual and can explain not only the autistic
sociality but also the identity negotiation between the self, the community and the
culture.

The empirical portions of this research study, presented in the following
chapters, focuses on the individual expressions of bloggers and blogs as sites of self-
exploration and identity negotiation with the social world. The next sections
elaborate on the concept of ‘autistic space’ that is central to the exploration of the

individual identity construction process in the personal space of the blogs.

4.4.  The Autistic Space

Autistic people live and function in NT dominated spaces for a large portion of their
lives. In contrast, autistic space is any space - virtual or physical - designed to
accommaodate the needs of autistic persons and maintained by them. Sinclair (2010)
refers to such a “space’ as existing on several levels — physical, virtual and symbolic.
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Therefore, autistic spaces can be homes, online forums, online communities or large
gatherings like the autistic conferences and other public events.?’

The ability to control the environment and the distinctive features of the
autistic space provides a refuge from the NT space. In the autistic space, one can
organize the environment as it suits the autistic person/s, in order to engage in
activities as s/he chooses, and to control over access to her/his space. Note that what
makes a place an autistic space is not the number of autistic people compared to the
number of NT people there or the elimination of NT people, it is the fact that it is
run by and for autistic people: they run the space, identify needs and decide how to
meet the needs of people participating.

In terms of needs, autistic persons differ not only in their autism level (i.e.,
across the spectrum from LF to HF and Asperger’s), they also vary in sensory
reception, sensitivity (i.e., type of senses involved) and social orientation. For
example, some prefer to be alone, others would like to be with people but have
difficulties initiating social contact and others need constant social stimulation
(Sinclair, 2010).

With these needs in mind, as well as the fact that autistic persons live amidst
NT persons, any creation of autistic space needs to address and accommodate social
variability. As an aid to facilitation of social interaction in a physical space, the
following color badge system was first designed for AUTREAT and since has been

adopted for other autistic community events held around the world.?®

27 AUTREAT in the US, AUTSCAPE in the UK, and other conferences in Finland and Germany
%8 See AUTSCAPE website http://www.autscape.org/experience/autisticneeds. AUTSCAPE is a
yearly conference taking place each year in a different location in the UK.
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. Please do not initiate unless | have already
rior
o Yellow given you permission to approach me on a
Permission
yellow badge.

Neutral White (0rno | am able to regulate my own interaction.

badge)

KEY: The color system seeks to facilitate communication and social
interaction. It signifies the amount of sociality desired at any particular point in
time. Any participant can signal to others if s/he is open to social interaction or
not and if others can take pictures of her/him or not. The ‘communication mode’
varies within and between participants, and the system signals to others whether
one needs help with initiating interaction; if one is open for a social interaction
or needs to be left alone. Sensory stimulation, physical appearance and
behavioural codes are also adapted to autistic needs in order to create a
comfortable and safe space for them to socialize with other people who share
their neurological conditions.

Black Do not include me in photographs or video.

History

The evolution of “autistic space’ played a significant role it the formation of
the autistic community and emergence of autistic culture. In line with Castells’s
description of ‘cultural communes’, autistic space evolved from the need to create
an accommodating space, organized through specific sets of values that evolved
from the distinctive characteristics of autistic people. ‘Autistic space’ is a safe space
where culture is evolving and autistic identity is negotiated and structured (Blume,
1997; Dekker, 1999; Sinclair, 2010).

It is through the reciprocal dynamics between, on the one hand, the identity

of self and group identity, and, on the other hand, the autistic space where culture
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is evolving. As addressed in the following discussions, autistic spaces can be

communal spaces or personal spaces, such as blogs.

Communal Spaces

Previous studies that focused on the meanings of ‘safe spaces’ for individuals
on the spectrum described them as providing adaptive spaces that enabled
participants to create alternative social spaces, distinct from mainstream NT spaces.
These ‘safe spaces’ were found to enable inclusive experiences through
accommodating the variety of interactions to occur between individuals on the
spectrum (Bertilsdotter Rosqvist, Brownlow and O’Dell, 2013; Ryan and Réisénen,
2008).

For example, Bertilsdotter Rosqvist, Brownlow, and O’Dell, (2013)
distinguish between ‘neuro-separate’ and ‘neuro-shared spaces’. ‘Neuro separate
spaces’ are dominated by autistic people and “neuro-shared spaces’ are safe spaces
shared by NT and individuals on the spectrum. The authors report that autistic-only,
separate spaces empowered the participants and raised their quality of life, provided
opportunities to discuss topics relevant to them and also create “collective resistance
to the dominating NT world” (Bertilsdotter Rosqvist, Brownlow, and O’Dell, 2013,
p.373).

Safe spaces played a significant role in community formation and identity
construction among participants in the studies conducted by Bertilsdotter,
Brownlow, and O’Dell (2013) as well as Ryan and Raisanen (2008). Similarly,
Sinclair, cited earlier as one of the founders and leaders of ANI, describes in his
2010 paper Cultural Commentary: Being Autistic Together the development of
autistic culture when autistic people met, initially, face-to-face in private homes and
formed the autistic community. Autistic space was one of the main constructs of
autistic culture that evolved through these meetings and then later through ANI-
sponsored retreats [AUTREAT] (Sinclair, 2010).
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Personal Spaces

Blogs are one type of a personal autistic space that an individual can use in
the autistic identity construction process in the quest for self-definition while
negotiating an emerging identity engaged in interaction with community and
cultural values.

It is not surprising that the concept of “autistic space’ originated from use of
the Internet (Sinclair, 2010). The technological features of the Internet and the
ability to choose asynchronous communication make the virtual space more
accommodating to the communication style and autistic sociality, with little or no
need for adaptation to make it accessible to autistic people (Bertilsdotter Rosqvist,
Brownlow and O’Dell, 2013).

Accordingly, virtual autistic spaces are designed to provide the best and
safest space for self-expression, communication and social interactions. ANI’s
website and the ANI-L (the website that hosts the forums and mailing lists)?° rely
heavily on written language, include very specific rules and codes of behaviors and
limit participation to autistic people in forums created for them in order to
communicate safely with each other, without NT interference. AUTSCAPE
emphasizes accessibility through their webpage as well, designing it to make the
website as user friendly as possible in choosing the color scheme of the homepage
(or any page) and through very user-friendly instructions on how to adapt the
website’s accessibility to individual needs and disabilities.°

The virtual environment provides safety by removing non-verbal cues from
communication exchanges, thus reducing the stress autistic persons can feel when
involved in face-to-face interactions. In these situations, acceptance and
understanding from people with shared experiences was found to be a definitive

dimension of safe spaces that could be applied in both online and face-to-face social

2 http://www.autreat.com/ani-1.html
30 http://www.autscape.org/accessibility
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interactions (Bertilsdotter Rosqvist, Brownlow, and O’Dell, 2013; Ryan and
Raisanen, 2008).

Blogs, Identity and the Symbolic Space in Summary

Sharing an autistic space for the first time, be it physical or virtual, is an
intense and empowering experience for autistic people (Ryan and Raisanen, 2008).
Both Bagatell (2007, 2010) and Sinclair (2010) report on people who found that the
autistic space opened a new world for them; one where they are not ‘weird’ or
‘unique’; where they feel they are with people from ‘the same planet’ or from ‘the
same tribe’ (Sinclair, 2010).

Autistic space provides a sense of belonging but also a space where people
can negotiate their identity. Autistic space can be individual or communal, physical
or virtual. Autistic space can be a blog, a vlog, a virtual community, a closed group
on Facebook, a room at home or an AUTREAT conference. Autistic space is where
autistic identity can be explored and developed safely, with support from other
community members or as a product of communal dialogue.

The symbolic dimension of the autistic space is implied in Sinclair’s (2010)
commentary cited previously. Carey refers to space as part of his cultural view of
communication:

space can be mapped... in different modes — utilizing lines on a page, sounds in
the air, movements in a dance. All three are symbolic forms, though the symbols
differ, be they visual, oral, and kinesthetic” (Carey, 1989:27).

In line with Cary’s definition of space, symbolic forms can be written
language, images used in community websites, personal webpages or blogs, video
recorded personal diaries through vlogs, or other YouTube videos that aim to
visually illustrate different aspects of the autistic experience. The autistic space can
be mapped and studied as a space where rituals are created and practiced; norms are
being created and practiced through the use of variety of symbolic forms; and codes
are being created in order to facilitate social interactions for people who have
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difficulties with initiating social interaction and reinforce the sense of being accepted
as they are.

Autistic space as a concept and as a cultural product provides better control
over the environment to the individual on the spectrum or to members of the
community. This relative control is achieved through codes of behaviors’ clear rules
and adaptation of the environment to the autistic needs.

In order to understand the potential role of the blog as autistic space in the
personal identity construction process, and community values, the next section will
discuss in more detail blogs as an arena for personal identity construction and will

lay out the questions that guided the research.

4.5.  Blogging the Autistic Self: On Voice, Exploration and Identity

A forbidden tongue that cannot tell its tale to thee

A tongue torn between time that was and time that is to be
The Other tongue, prohibited to its speaker and lord
Permitted to God and only to God

Because He, who listens to the world

Can hear silence becoming words.

Eyal Shahal
(non-speaking autistic person)

Early studies of autism and identity in scholarly work described individuals
on the spectrum as lacking a sense of self or as a struggle (Bagatelle, 2003). For
example, Sacks (1995) identified the need for identity among the autistic people with
whom he met in therapy and Donna Williams described her personal journey in
search for identity as a struggle (Bagatell, 2003). Later studies that explored aspects
related to autistic community, autistic culture or autistic identity investigated a much
wider range of contexts in which autistic persons engage in developing their autistic
identity: individual stories through published autobiographies (Davidson, 2008);

observations and interviews with individuals on the spectrum through traditional
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ethnographic research (Bagatell, 2003; 2010); observations of identity negotiation
and neurodiversity in role-playing game camp (Fein, 2015); and, identity
construction in community websites (Brownsberger, 2015; Sarrett, 2016), chat
rooms (Brownlow and O’Dell, 2006), online discussion groups (Bertilsdotter
Rosqvist, Brownlow and O’Dell, 2013) and online forums (Spillers, Sensui and
Linton, 2014).

Voice

Social media and new technologies can be effective in empowering users
through the use of personal domains or simply by providing useful ways to
communicate with others and enhance a sense of identity and community. Chat
rooms and forums for example, provide additional means for helping a community
of people with autism to find their own voice and advocate about autism to the wider
community of the NT world (Bagatell, 2010:39; Brownlow and O’Dell, 2006).

Community websites host chat rooms and forums to communicate an opinion
or post on personal blogs hosted by the community. While dialogical communication
is expected in chat rooms and forums, they defer in their definition as ‘separate
spaces’ (open for autistic people only, Bertilsdotter Rosqvist, Brownlow and O’Dell,
2013) or ‘Neuro-shared” (NT and autistic people share the space, Bertilsdotter
Rosqvist, Brownlow, and O’Dell, 2013). The nature of the communication and the
negotiation is affected by the definition of the space as ‘separated’ or ‘neuro-shared’.
Chat rooms and forums that are ‘Neuro-shared” (Bertilsdotter Rosqvist, Brownlow
and O’Dell, 2013) focus more on negotiating meanings knowing they are open to the

‘NT eye’ and their narratives may be affected by it.

Researchers who investigated social media and autistic identity construction
have studied community websites (Brownsberger, 2015; Sarrett, 2016), forums and
chatrooms (Brownlow and O’Dell, 2006; Spillers, Sensui and Linton, 2014).
Community websites, too, can host blogs, forums, chatrooms, or publish relevant

articles. Forums and chatrooms can be part of a community website or form
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communities themselves that evolve around the forum and are hosted by a portal that
provides the technical means to create and manage a forum. Both community
websites and forums emphasize dialogue between members, but only website or
forum administrators can control some of the technological features that allow them
to delete posts or block members who do not follow written or unwritten codes of
behavior.

Previous studies on personal accounts of autistic people (Jones, Zahl and
Huws, 2001; Jones, Quigney and Huws, 2003) focused on analyzing personal
websites. These studies found that the autistic people focused on emotional and
perceptual experiences. They talk about - emotional distress, frustrations and their
sense of alienation, sensory experiences and coping mechanisms.

The importance of narratives as a tool of expression has been identified by
researchers in cases in which it has been used with people with illnesses (McGeehin-
Heilferty, 2009) but also in studying hard-to-reach populations (Harvey, 2011).
However, the literature on autism reveals that researchers focused less on narratives
as a source of identity construction and more on narrative abilities, narrative
representations and narrative as intervention for and of autistic people. For example,
studies have used the narrative as intervention technique (Jones, Zahl and Huw,
2001); as part of learning about the world of an autistic child (Kellman, 1999); or
focused on the narrative abilities in HF children with autism (Losh and Capps, 2003).

Exploration

Within these contexts, the personal spaces of the blogs offer an opportunity
for individuals on the autism spectrum to negotiate their identity in a relatively
controlled environment. The identity construction process that takes place in blogs
involves self-exploration and constant negotiation between personal and cultural
aspects of identity. The negotiation process occurs through the writing process and

dialogue with potential and actual followers.

Self-exploration through personal expression, too, is a powerful source for
identity construction. People make sense of experiences they have and use narratives
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to communicate these experiences to others. Narrative is, therefore, one of the main
means to construct self-identity, alongside negotiation of identity with the social
world (Bagatell, 2003). Indeed, Hacking (2009), who analyzed autistic persons’

stories, observed:

A role for autism narratives internal to autism itself... it is developing a language, or,
if you will, a new language game, one that is being created before our eyes and ears.
This speech is, in turn, creating or extending a way for very unusual people namely,
autistic ones — to be, to exist, to live. (p. 501)

These new ‘language games’ (Davidson, 2008; Hacking, 2009) are important in
empowering the autistic self or in creating a sense of collective autistic pride
(Davidson, 2008; Hacking, 2009).

Ortega (2013) considers the blogosphere as a major setting for identity
construction for people with disabilities but claims that although scholars and self-
advocates refer to the Internet as “an essential space of debate and identity
development for autistic persons” (Ortega, 2013, p. 436), blogs have received
inadequate attention in the study of autistic identity construction.

Blogs are located in virtual spaces designed to be individual oriented and
emphasize more self-exploration and self-expression. The identity construction
process in the personal space of the blog can be reflected through potential dialogue
between the ‘thinking self” and the ‘social self’.3! It is up to the blog owner to decide
how much the blog will be open to direct dialogue with others.

A preliminary analysis of blogs written by autistic people conducted prior to
initiation of the research presented in this treatise revealed that the bloggers explore
questions of identity and thrive to promote awareness to autism through their

writings (Seidmann and Pang, 2013). The bloggers investigated explore private

31 Bagatell (2003) discusses the role of the dialogical process with the social world in identity
construction using Mead’s definition of the ‘thinking self” and the ‘social self’ (1934, cited by
Bagatell, 2003). According to Bagatell, Mead was referring to the interconnectedness between the
two selves.
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issues, describe inner processes, discuss topics relevant to autistic people in general
and promote the neurodiversity agenda.

Similar to other studies that raised questions regarding the meaning of autism
to autistic people and the neurodiversity claims, the researchers found that autistic
bloggers tend to go against the common perception of autism as deficiency and the
tendency to seek a ‘cure’ for people on the autism spectrum. For their part, these
bloggers thrive to gain acceptance for themselves for who they are as persons, and
to advance their desire that society will focus on their uniqueness instead of their
disability. According to some bloggers, ‘playing’ according to NT rules in the NT
world is at one and the same time ‘pretending’ while accepting the dominant NT
value of ‘normality’ (Bagatell, 2010; Browlow, 2010). In contrast, in ‘their’ safe
space, they talk openly about social experiences and social interactions; they
distinguish between loneliness, the common stereotype of autistic people, and
aloneness, which is a place of choice and comfort; they talk about empathy; and they
talk about the need for neurodiversity and inclusion of autistic people in society.

Thus, the personal accounts of the blogs revealed that identity is very central

to the definition of their selves and is closely related to their meaning of personhood.

Identity

Identity in the current research is defined as “thoughts and feelings about the
self, or self-views” (Swann and Bosson, 2008, p. 448). Identity can be constructed
through narrative and through dialogue with the social world. Bloggers who use
more personal writing may rely more on the narrative as a source for identity
construction. Bloggers who use their blogs to advance social change and identify
themselves as self-advocates may rely less on narratives and the social world may
be more dominant in their quest for the autistic self. The blog is the blogger’s online
identity, according to Boyd (2006), and it is both a digital representation of the
blogger and “a space for the embodied digital individual”. Although some bloggers
may see the blog as means to reach a greater goal, other may very well see blogging

as part of their identity.
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Seeing blogging as possible part of the blogger’s identity was reflected by
one of the interviewees in the current study when he said that “blog is around the
blogger while forums are around topics; the interaction [with the readers] is around
the blogger even if the content is not personal”. The blogger is therefore at the center
of the blog and the content or the dialogue evolve around the blogger. If the blog is
the blogger’s identity and it functions as the blogger’s digital representation and a
space for the embodied digital individual (Boyd, 2006), its role in the identity
construction process is far greater than providing simply a space for self-exploration.
Therefore, there is a need to investigate more deeply the characteristics of the
blogger’s techno-identity.

Davidson, Edward and Hemsworth, (2012) who studied the role of the
Internet in the lives of individuals on the spectrum found that the Internet is perceived
as a safer place for them due to their ability to reveal their autism without revealing
their true identity. In this sense, bloggers can explore their identity in the “figured
world” (Bagatell, 2010) of the Internet while controlling and shaping their
“embodied digital”- self (Boyd, 2006). The virtual environment and the space of the
blogs provide the autistic bloggers the platform to negotiate their identity. Regardless
of the self-definition of the blogger, the digital representation may take part in the

identity negotiation process.

Why Blogs? A Research Rationale

The choice to study autistic identity in this research project through blogs
was based on their following distinctive features: The personal space of the blogs
allows the blogger to write relatively long narratives and, therefore, provides the
researcher potential access to the meaning-making process; the blog is a space that
is updated by the blogger with additional posts, which emphasizes the importance
and nature of identity construction as a process; and the virtual dimension of the blog
provides the blogger with possibilities to negotiate his/her identity with the social

world through the writings or through direct dialogue with blog followers.
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Scholars differ in their definition of the blog. One of the most common blog
definitions frames it as an online diary that is updated frequently or on a regular
basis, published in reversed chronological order and often includes archives where
earlier postings are preserved (Boniel-Nissim and Barak, 2008; Fullwood et al.,
2009; McGeehin-Heilferty, 2009; Subrahmanyam et al., 2009;). Hookway (2008),
for example, defines blogs as ‘self-narratives’ that allow the writer to post his/her
private, even intimate, content on a daily basis or as frequent as desired by the
blogger. The blog serves as an on-line diary that focuses on the ‘drama’ of everyday
lives, interactions and events and allows the writer to share with others his/her
thoughts about the self (Hookway, 2008).

Sonja (2015) refers to blogs as one form of online digital storytelling, relying
heavily but not exclusively on the written text. Framed as digital storytelling (one
type of a cultural product) and as a channel, the blog space provides an arena for
identity construction through self-exploration and negotiation with the social world.
In the process of identity exploration, bloggers do not necessarily need to commit to
one writing style and can include essays, autobiographical memories, hosting of
guest bloggers or interviews with persons they find relevant to their blog.

Boyd (2006) rejects the blog as online diary perspective claiming that it
“depletes blogs of any agency as a concept”. In contrast, she defines blogging as
cultural practice “producing digital content with the intention of sharing it
asynchronously with a conceptualized audience” (Boyd, 2006). The blog’s features,
derived from this definition, include: ongoing expressions; content captured locally;
and although there are common values across blogs, the blogger is not bounded to
shared set of rules, meaning the blog owner can set her/his own set of rules.

Boyd also talks about the blog as ‘extension of man’32 and refers to blogging

performance as blurring of textuality and orality, Thus, according to Boyd, blogs are

32 Boyd (2006) uses McLuhan’s definition for ‘the medium as extension of man’
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at one and the same time, a medium, a bi-product of expression and form of social
practice.

The blog’s features add other features that explain the functionality of the
blog in the identity construction process. The social dimension of identity
negotiation is manifest through Boyd’s definition of the blogs as a culture-driven
medium and blogging practice as blurring between textuality and orality. Audience
presence is manifest through the comments or “other communicated references to
the blog material” (Boyd, 2006) and the blurring between textuality and orality is
compatible with the definition of the autistic communication style as “language
games” (Davidson, 2008; Hacking, 2009).

Although Boyd’s definition refers to blogs specifically and not to the Internet
in general, these features are consistent with scholarly works about the role of the
Internet in the evolution of autistic community and autistic culture as discussed
above and provides a theoretical framework that reinforces some of the autistic
activists’ perception of the Internet as “shaping a new kind of human society”
(Dekker, 1997).

Boyd’s conceptualization of the duality of the blog as a channel and at the
same time as a cultural product provides a good framework for this research project’s

working definition of the blog as, simply, autistic space and cultural practice.

Thoughts Toward the Empirical Study

Autistic blogs are an interesting combination of personal diary, manifesto
and text open to the public. Some bloggers use personal writing and focus on their
own experiences; others use personal writing to get support but also to discuss the
‘bigger picture’ and topics that are related to autism in general; and still others
emphasize activism and their writing is less of a diary and more of a means to
promote awareness and social change. The definition of the blog as online diary can
only partially explain the functionality of the personal space of the blog to the
identity construction of the autistic blogger and the blogger’s meaning-making, or
the quest for the autistic self. As such, the study of blogs must extend beyond content
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to the practice of blogging and examine intentions and goals as well as the diverse
styles within the blogs.

More specifically, the blog plays a significant role as a space for autistic
identity construction. The blog as a medium and as cultural product provides the
space in which the individual identity construction occurs. The formal features of
the blogs provide the opportunity to explore the blogger’s techno-identity and
identity management (Schmidt, 2007) as well as the identity construction process.
Therefore, the research questions that guided the present research are related both to

the identity construction process and to the personal space of the blog:

How do autistic people structure their identity as bloggers and how do they
negotiate their identity through their blogs?

What is autistic identity to the bloggers?
What are the constructs of autistic identity?
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CHAPTER FIVE

METHODOLOGY

This study’s primary aim was to explore autistic identity as manifest in blogs
maintained by individuals on the autism spectrum.  The underlying research
assumptions were: blogs could be a space for autistic identity construction; blogging
could advance the identity construction process through self-exploration; identity
negotiation with readers, within and outside the autistic community, is manifest in
the personal space of blogs.

The complexity of this project, as identified and analyzed in this and previous
chapters, is due to the inter-relationship of the research goals, the nature of identity
development and the characteristics of the specific social group investigated. The
nature of this complexity, as revealed in both the review of the literature and the pilot
study (Seidmann and Pang, 2013), created a formative situation that required
extensive consideration and formative decision-making about the research approach
and methodology.

Thus, this chapter on the research methodology selected and implemented
opens with presentation of two key hubs of complexity: ethical dilemmas involved
in studying autism online as well as the complexities of investigating identity
development, in general, and with autistic persons. This discussion will be followed
by the methodological challenges that emerged in organizing and implementing the
research process. The remainder of the chapter presents methodological strategies:
the blog sampling procedure; interviewee recruitment and consent; methods used for

the data collection and the data analysis.
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5.1. Formative Ethical Dilemmas in Studying Autistic Bloggers

The discussion below examines several of the main dilemmas involved in
investigating autism online through the lens of main ethical principles of any public
health or health communication research study®3. More specifically, many of the
ethical dilemmas involved in online autism research are similar to other studies of
online social media such as: questions of data validity, data ownership, anonymity,
informed consent and confidentiality (Bronlow and O’Dell, 2002; Walther, 2002).
This noted, one needs to be aware of additional ethical considerations in studying
autism online that affect the research process and procedures as well as the ethical
responsibility of the researcher in the data collection process. As noted, gaining a
formative understanding of these challenges was essential in selecting and then
applying the research approach and tools in this study.

The core difference between the ethical discussion of online research in
general and conducting autism research is related to the perspective that can be, and
all too often is, applied to individuals on the autism spectrum as ‘vulnerable’; and
therefore, seemingly, ‘less autonomous’, ‘in need’ of special protections in the
research process. This assumption is reflected clearly in formal regulations and the
institutional expectations from the researcher. For example, greater demands for
more rigorous ethical procedure are required in order to receive approval to conduct
research when research involves individuals on the autism spectrum. Thus, labelling
a certain group of potential research participants as ‘vulnerable’ embodies
assumptions about the participants’ ability to provide informed consent (or
withdrawal from the research after providing consent); greater vulnerability to power
relations and exploitation; and susceptibility to risk and harm (Murray, Pushor, and
Renihan, 2012).

33 Guttman (2000) and Flicker, Haans and Skinner (2004) provide the relevant framework to
identify and handle ethical challenges that researchers face in studying online communities and
refer to autonomy; protecting participants from risk and harm; and linking private and public data.
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The dominant biomedical approach in autism research defines autism as a
neurological and developmental disorder, and focuses on social and communication
deficits. The focus on deficits and on interventions that aim to ‘normalize’ autistic
people imply the perception that autistic people are less capable, less autonomous
and, therefore, in need of protection in the research process.

More specifically, bioethics is based on the ‘physician-patient” model in
which power relations between the researcher and the participant are very clear, and
the decisions about the research procedure are made by the researcher alone.
According to Atkinson (2007), the ethical issues involved in studying patients with
mental illness, in general, and that characterize power relations between researcher
and participant/s, in particular, are: sense of coercion; protectiveness and
paternalism; stigma and discrimination. Each of these issues will be discussed here,
briefly, in relation to autistic research.

Protectiveness and paternalism refer to the perception of the need to protect
the participants from themselves, including their decision to participate in the study;
presumably, to protect them from disclosing too much information in the research
process. The demand in this approach is for the researcher to protect the patient
through confidentiality, anonymity and the ability to withdraw from the interview
process if it becomes too stressful.

The philosophical assumptions of the biomedical approach to ethics in
research originate from the liberal tradition that puts the individual in the center,
emphasizing the importance of autonomy, independence and freedom from
exploitation. As a result, vulnerable populations are defined as less autonomous,
more dependent and susceptible to exploitation.

Therefore, persons with disabilities, in general, and autistic people,
specifically, are defined as ‘less able” and “in need’ of special protection because of
physical disability or neurological difference. In comparison, social research, while
it does not ignore the values mentioned, emphasizes the dynamics and importance
of contextual factors such as culture or social environment in contributing to the

definition of different groups as vulnerable. Thus, while bioethics will assume
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vulnerability as a result of physical/ developmental/ neurological deficiencies and
places all the responsibility on the researcher, a social approach can open the door to
negotiating vulnerability and research procedures with the community, and the
possibility that different environments may impact issues such as vulnerability.

Vulnerability

The ethical dilemmas involving online research of sensitive topics needs to
be discussed in light of the changing perception of vulnerability, in general, and, in
particular, the unique characteristics of the participants in this research project. An
important debate continues between scholars about formal definitions of
‘vulnerability’ and the research practices derived from various positions. Sinclair
(1993) provides the basis for these discussions by demonstrating the need to
reconceptualize vulnerability by calling to leave aside assumptions about shared
meaning and normalcy in dealing with autism.

Aldridge (2014) claims that vulnerability is context dependent and needs to
be examined carefully. Witham, Beddow and Haigh (2013) claim that the
conceptualization of the protection of vulnerable participants can be debated and the
focus should move from emphasizing weakness and fragility to openness and
receptiveness.

Seidmann and Pang (2015) discuss potential problems with universal
conceptualizations of vulnerability, claim that it could be affected by contextual and
environmental factors, and therefore propose application of the social model.

The social model of disabilities emphasizes the role of the environment in
defining disabilities. This model sets the epistemological basis to view autism as a
social and cultural phenomenon as well as neurological, and leads to a possible
reconceptualization of vulnerability as an ongoing negotiation of meaning and
practical applications. The perception of vulnerability as an ongoing negotiation and
the positioning of the qualitative approach in studying autistic identity affect
researcher-participant relations and ethical demands from the researcher in the

research process.
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In conclusion, online autism research that enables autistic people to speak
directly, with their own voices, not through caregivers or professionals, challenges
the common perception of vulnerability and involves, in many cases, individuals on

the spectrum capable of communicating verbally through the Internet.

Autonomy

The technological features of the Internet provide accessibility to
communicative and self-expression tools that challenge traditional perceptions of
autistic people as social actors and capable communicative individuals and, as a
result, as a vulnerable population. It allows them to choose how to communicate
(through written texts, paintings, poems, photos, videos), with whom and at what
pace. For non-speaking individuals on the spectrum, the Internet provides
independence in communicating with the world. Yet, those communicating through
the Internet are not necessarily those who have been or will be officially diagnosed
as HF autistic people. Indeed, the blogosphere hosts several non-speaking but highly
articulate bloggers, some of whom are known beyond the autistic community, such
as Carly Fleischman and Amanda Baggs.

In general, autonomy in health research refers to the ability of a potential
research participant to understand the research goals, procedures and potential risks
involved in participating, as well as the means taken to minimize possible risks and
harms to the participants in the research process. In order to do so, the researcher
needs to go through a very clear process of obtaining informed consent. The dialogue
through which this takes place must inform potential participants of the research
goals, confidentiality protocols as well as possible harms and benefits of their
participation.

Blogging: The focus of this research project on autistic bloggers and
characteristics of data collection conducted in the field, both in virtual and physical
spaces, raises several ethical dilemmas involving the nature of blogs and use of such

texts as a non-obtrusive research practice.
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The first issue is related to possible uses of virtual texts posted online in the
public virtual sphere. Many autistic bloggers use their blogs to explain autism to the
NT world as well as to explore as well as debate issues related to their lives as autistic
persons on the spectrum. Yet, in practice, many of these bloggers vary in their
personal working definition of the purpose of their blog and their sensitivities
regarding potential unauthorized use of their texts: Some bloggers promote autism
acceptance through their texts and open their blog space to the public; others want
people to know what it means to be autistic; still others prefer controlling those with
whom they share their blogs through control of access.

On one hand, as a researcher studying blogs posted in the public space and
open to all to read, watch or comment, one can adopt a naturalistic approach and
intend that such study can be a non-obtrusive or invasive method to explore questions
of identity construction, persona construction and the like. On the other hand, some
of the bloggers may be sensitive to an unauthorized use of their texts for the purpose
of study, let alone, autism research.

Researchers continue to debate whether there is a need to obtain informed
consent in a non-obtrusive study of public texts. Some researchers argue that
obtaining formal consent is not required since public texts are open to everyone and,
therefore, they are open to academic research and analysis (Flicker, Haans and
Skinner, 2004; Hookway, 2008).

I, on the other hand, felt that it was important to seek bloggers’ informed
consent, for the following reasons: sensitivities of the specific group due to previous
experiences with the NT world, personal attitudes toward traditional autism research
and the methodological need to interview them during the research process. The
process of obtaining their informed consent through virtual means required
adaptation to their preferred communication channel as well as providing them with
the following information: a detailed description of the study’s goals; the nature of
data to be collected; steps to be taken to protect participants’ identity; and

researcher’s contact information for further questions.
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Non-maleficence

Following Flicker, Haans and Skinner (2004), I, too, accepted the view that
it is the researcher’s responsibility to minimize any risk of unintended harm to the
participants during the course of the research. Unintended harm in Internet research
can be caused by breaching privacy and confidentiality, but also can be related to
other dimensions that derive from the specific characteristics of the participants.

In the case of the present study, the principle of unintended harm was affected
by the focus on participants considered the most vulnerable and the need to collect
data beyond the online published text (blog posts). My core assumption in doing so
was that conventional methodological solutions to protecting the privacy and
confidentiality of research participants may be insufficient since we are dealing with
a sensitive topic and group of people who think, feel and communicate in ways that
differ from NT persons. If so, a particularly sensitive ethical approach that is
attentive to participants’ sensitivities was needed. Flicker, Haans, and Skinner,
(2004) addressed these concerns in studying online network of youth by establishing
clear codes based on community values. However, | concluded that learning the
codes, alone, was insufficient when studying bloggers and autistic identity. Rather,
one needed to consider participants’ prior experiences and cumulative attitudes
towards traditional autism research as well as potential sensitivity, in general, to
participant-researcher power relations.

Nicolaidis, et. al. (2011) and Nicolaidis, et. al. (2013) posed and solved such
concerns through use of a participatory tool in researching autism-related topics with
participants that involved members of the community as equal members of the
research team34. For example, although the participants where not equal members
of the research team in the current study, I consulted with some of the participants
throughout the research process regarding the research procedure and some potential

solutions to methodological challenges | faced during the data collection.

34 See also Raymaker and Nicolaidis (2013).
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In the current case, | learned about participants’ codes and values through the
informants and later on while observing two autistic community-sponsored events.
Non-formal observation at the autistic events provided useful insights about
communication codes and preferences, cultural codes and expectations of
researchers that could well affect my interactions with the bloggers. This process
demanded continuous self-examination of my role as a researcher and my duties in
handling their texts; including continuous learning of the most efficient and
respectful interactions with the participants based on their sensitivities and

communication patterns.

Linking public and private data

Flicker, Haans, and Skinner (2004) pose two ethical dilemmas derived from
anonymity. The first dilemma is whether or not to use the bloggers’ real identity, as
some bloggers prefer to use a pseudonym in blogging, without disclosing their
identity. Often times such an act is taken in order to make a statement. Others
disclose their real identity and even post photos of themselves. Viewed from a
researcher perspective, | concluded that there were two options to dealing with this
dilemma: either employ universal anonymity when referencing bloggers and
paraphrase their words; or, cite them openly when a quotation is employed since the
blogs are already in public domain. Following requests made by some of the bloggers
regarding the second option, direct citations, | added an amendment to be my
application to the Institutional Review Board [IRB] stating that | will only cite
bloggers interested in formal citation. Following receiving IRB approval, an email
was sent to each of the participants describing the IRB approval and emphasizing
that the citation procedure applies only to direct quotations from their blogs, so that
confidentiality and anonymity of the interview transcripts will be maintained
throughout the research and presentation process.

A basic question related to diagnosis is the second public-private dilemma:
Is it self or professional diagnosis? Sarrett (2016) found that self-diagnosis among

members of the autistic community is a fairly unique phenomenon compared to
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people with other neurological conditions. Although debated in the community, the
author describes the practice of self-diagnosis as embedding questions of identity,
expertise, (mis)trust in the medical institutions and the values of the neurodiversity
movement.

Here, the ethical dilemma of a researcher studying autism online is
intertwined with a methodological dilemma about potential consequences of the
sampling process. On the one hand, one way to insure there is a professionally
determined diagnosis as autistic is to request access to their medical data in order to
decide whether or not to include them in the sample. However, even if we receive
consent, we risk breaching a very basic right (or privilege) to respect anonymity and
loss of trust in following their blogs. Another way is to use their own definition or
introduction as autistic as a reference point. It was my impression that many potential
participants refer to their diagnosis and often specifically mentioned their official
diagnosis as well as if they were diagnosed in childhood or as adults.

The dilemma of whether to ask for documents has in and of itself deep roots
given the tendency to include self-diagnosed individuals as part of the autistic
community. This aspect will be discussed further in upcoming discussion of

sampling ethical and methodological considerations.

Ethical Approach Adopted to Research Procedure

Larkin, Dierckx de Casterlé and Schotsmans (2008) propose a ‘relational
ethics’ that shifts the focus from discourse of rights and responsibilities to the
relational commitment between people, in this case, between the researcher and the
participant or the researcher and the community under study. The authors identify
the following preferences, and challenges, in developing a dialogue between the
researcher and participants: (1) acknowledge differences and possible influences of
culture, language and systems; (2) emphasize the need for meaningful connections
between people; and (3) seek to understand the interconnections needed for self-
exploration. For example, employing a dynamic definition of vulnerability in such a

relational approach can shift the focus from the individual to the interconnections
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with the researcher in the research process. Such an approach embeds the necessary
flexibility that is needed in the emerging nature of qualitative research in general and

especially in a study on sensitive topics such as autistic identity.

5.2.  Selection of Grounded Theory [GT]

Investigations to explore autistic identity require a methodological approach
that provides a conceptual framework and very appropriate, rigorous tools to capture
the role of the blog as a personal space; its involvement in the identity construction
process; as well as a process that is sufficiently rich and robust to facilitate attaining
understandings of the complexity of the identity negotiation process. In short, a
process that enables the researcher to elaborate on the “complex nature of
phenomena in terms of their various dimensional attributes” (Lal, Suto and Ungar,
2012, p. 4).

Within these broad aims, the following key considerations were identified
that need to be taken into account in selection of an appropriate research approach:
nature of the research topic and focus on online personal spaces; characteristics of
individuals on the spectrum; and autistic community as reference point for
negotiating identity with the social world. Furthermore, the different communication
styles, uniqueness of the population and differences between myself, the researcher,
as an NT person, and the participants added to the complexity of data collection and
analysis processes.

The ground-up research process and its methodologies, too, seemed
appropriate and capable of facilitating the elicitation of concepts and meanings in
the identity construction process that | sought. According to Schou and Hewison
(1998), GT emphasizes the process while exploring the interplay between
particularization and categorization as well as the negotiation between the personal
and the social in the creation of meanings (Schou and Hewison, 1998). The
construction of personal identity as a dialectical interaction between the individual,
social reality and social group, too, are at the heart of GT (Charmaz, 2006; Schou

and Hewison, 1998). So, | concluded they would enable me to achieve the study’s

94|Page



research goals as well as appropriate data collection and analysis processes. This
was my mindset as | approached a range of issues, detailed below, involved in

applying GT in this research project.

GT Investigations of Complex Phenomena

Similar to other studies that focused on identity construction of people with
disabilities or people with chronic illnesses (e.g., Charmaz, 2006; Schou and
Hewison, 1998; Stone, 2008), | too adopted GT. First, | felt that a bottom-up
approach would enable me to focus on the bloggers as experts and their blogs as a
rich source of information. Furthermore, GT provided the conceptual framework,
research process and set of empirical principles and tools that I felt would allow me
to collect rich data on perceptions, emotions, intentions as well as elicit contextual
explanations to the personal or social processes under study (Charmaz, 2006;
Lingard., Albert, and Levinson, 2008).

In particular, GT principles and procedures facilitate development of insights
into the social and psychological aspects of the experience among people with
chronic diseases that the biomedical approach was unable to explain or explore
(Schou and Hewison, 1998). For example, in a study of women who went through
stroke and used the GT approach, Stone (2008) justified the need for the use of GT,
claiming that the self-understanding of “stroke survivors”®® is important and
authoritative in order to understand the self-perception of disability:

Biomedicine, which so far seems uninterested in the self-understandings of these young
women, regards them objectively as ‘stroke victims’ or ‘stroke sufferers.” The concepts
of suffering or victimhood, however, do not resonate with the stories that these stroke
survivors had to tell me. Clearly, there is a need to appreciate the importance of lived
bodily experience as a source of authoritative expertise. (Stone, 2008, p. 202)

Accordingly, the methodology of GT moves the focus of the research from

the researcher to the participant, and perceives the participant as an authority and

35 As defined in biomedicine.
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expert in her/his world. This approach is necessary as the self-understanding of
disabilities and the lived experiences of people on the autism spectrum should be
portrayed through their own words, as these texts open opportunities to understand
the nature and evolution of the autistic identity.

Selection of GT Options

First, in probing more deeply into GT, | realized that a decision needed to be
made between the objectivist (Glaser and Strauss, 1967) and constructivist GT
approaches (Charmaz, 2006). Again, this decision, too, was influenced by the nature
of the studied phenomenon, the unique characteristics of the group under study and
the research goals. Whereas the objectivist GT approach stresses the researcher’s
neutrality and his/her role to expose objective facts, the constructivist approach
emphasizes the how and sometimes why meanings are constructed in given context,
culture or time, and acknowledges the possible existence of multiple realities.
Furthermore, this interpretive approach embraces the complexities of the explored
worlds and provides plausible explanations to the processes under study. | adopted
the constructivist approach as I concluded that it was more suitable to studying the
development of autistic identity. The process it provided sets out both a conceptual
and methodological framework for exploring the different aspects of the research
questions.

Second, the availability of abductive reasoning, a subset of the GT approach,
seemed suited to the nature of the envisioned research process, in general, and data
analysis, in particular. Abductive analysis does not assign generic identity categories
and “arises from actors' social and intellectual positions” (Timmermans and Tavory,
2012, p. 167). This type of reasoning provides tools to explore identity construction
through the identification of codes and norms and continuing with the construction
of autistic space and the negotiation of autistic identity within and between personal
writings.

In practice, the process of constant comparison and verification of hypotheses

created the flexibility needed in this type of research. The data collection process
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was guided by Charmaz’s (2006) principles while referring to the guiding questions
proposed by the author and focused on identifying the points of view of the identity
construction process; aiming to identify how these processes emerge and how they
are constructed by the participants; who controls these processes; and what are the
meanings the participants attribute to the process and how do they talk about it
(Charmaz, 2006: 20). These questions turned out to be very useful to data collection

and analysis, as elaborated on in the remaining discussions in this chapter.

5.3. Methodological Challenges

The data collection process itself involved methodological and ethical
challenges that may well have affected my relationship with blogger-participants as
well as the quality of data collected. As described below, some of these challenges
resulted from their past experiences with NT researchers as well as difficulties in
social interaction with NT people in general. Other challenges were related to the
neurological differences between the participants and myself as well as their pre-

conceptions about communication and social interaction.

Attitudes towards Autism Research

By way of introduction to methodological challenges, we begin with noting
that members of the autistic community are highly critical of the goals and
procedures of autism research, and claim that autism research misrepresents them
and does not reflect their lives. Nicolaidis, et. al. (2011) describe the development of
a participatory research partnership with members of the autistic community
developed in order to address some of the criticisms raised by individuals from the
autistic community regarding the traditional autism research and methodological
problems that result from the way autistic people are perceived and are often
portrayed. Criticisms cited by the authors include arguments about problems in
autism research, including the “...use of demeaning or derogatory language and

concepts; threats to study validity derived from miscommunication between
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researchers and participants; and the use of findings to advance agendas that opposed
community values” (lbid, p. 2).

Such sensitivities were reflected in comments by some interviewees in this
research project. For example, the following statement reflects other community
member sensitivities, stimulated by an interviewee in response to a description of the
research approval procedures required of researchers in order to conduct their

research in community events:

... the organizing committee needs to approve that the study comes from a positive
perception of autism, does not use us as guinea pigs and that its’ goals will help
improve the quality of our life or improve the understanding of people on the spectrum.
[The committee must try] to prevent [a study that focuses on] deficiencies or fits us
into an existing [academic] template.

Nicolaidis, et, al. solved this methodological challenge by integrating
prominent autistic activists into the research team. This research project employed
member check® during the data analysis in order to validate the analysis and to

prevent unnecessary situations of unintentional harm.

Being Neurotypical in Autistic Space and Trust Building

Rather than attempt to place the experience of others within the framework of such a
conception, which is what the extolled "empathy" in fact usually comes down to, we
must, if we are to achieve understanding, set that conception aside and view their
experiences within the framework of their own idea of what selfhood is. (Geertz, 1974,
p. 31)

Trust between the researcher and participants is crucial in the qualitative
research process, especially in a study that focuses on populations such as people on

the autism spectrum. Trust can be built through social interactions with the

participants, through learning community norms and codes of behaviors, as well as

36 ‘Member Check’ is a technique used in ethnographic research for exploring the credibility of the
results. In the current research, member check was used through returning to informants and
exploring validity of the results.
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through actions that adapt to the community culture. Yet, one of the inherent
challenges involved in such relationships is that one of the defining characteristics
of autism in the literature is related to difficulties autistic persons have in
communication and social interaction. In turn, these difficulties affect the nature of
their future social interactions, communication and willingness to interact with new
people. We see this challenge in the following participant response to my request

for advice of how to communicate with the participants:

A:  You need to take into account that autistic people [...] have a problem interacting
with people they haven’t met before because there is a communication problem.

They also have bad experiences from the past?

They are vulnerable because of too many miscommunications in the past.
Ok.

Ok? And that’s why they hesitate!

200

Thus, the first challenge | faced was related to the question of if and how do
I approach the bloggers during the recruitment process, as well as later work with
them during the interview process? | knew that | needed to find ways to interact with
them that will lead to trust and not cause any stress. Blumer (1969, see Charmaz,
2006, p. 19) emphasizes the necessity to make an effort to focus on the participants’
perspectives and gain their trust through developing rapport with them. This requires
researchers to set aside their assumptions about the world and make an effort to learn
how participants experience their world. In doing so, | knew that in order to learn
about their communication styles, | needed to ‘de-automize’ my own communication
style and de-familiarize any assumptions about social interaction. Later, during the
data collection process and analysis of unsolicited blog narratives, my interactions
with individuals on the autism spectrum forced me to reflect on my preconceptions
about autism, the communication process, level of language | used while interacting
with each participant as well as how to approach them, in general. The need for such
action is reflected in the following exchange with one of the research participants
with whom | spent many hours learning about autistic people and the autistic

community:
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V I somehow feel that if | want to learn how autistic people think and about the
autistic culture, | need to put aside different assumptions. [I need] first to
identify the most fundamental assumptions and then put them aside.

A When | give a lecture to professionals that work with autistic people I always
ask them: “Please take the basket you have with all the basic assumptions
about communication and put it aside”. These assumptions are irrelevant when
the communication style is different.

Being a NT researcher studying autistic identity added to the methodological
complexities that go beyond the challenges involved in studying foreign cultures (see
for example the earlier discussion of ‘experience near’ vs. ‘experience far’ by Geertz,

1974) and are unique to studying autistic people.

5.3.1. Data Richness

Bloggers selected to participate in the study reported here write about autism.
Some do it in order to raise awareness through their own story; others clearly aim to
advance social change. Their blogs are open to the public and they are very much
aware that they write for people on the autism spectrum as well as NTs, be they
professionals, parents of autistic children or other family members and people simply
interested in reading what they wrote. These bloggers are aware of their mixed
audience, as their discourse style in these blogs is different from the discourse among
autistic people in a safe space, and seems to be appropriate to both NTs as well as
autistic persons. According to my informants, the former discourse style only takes
place in closed forums, open only to individuals on the spectrum and individuals

labelled as Cousins®’ in the community.38

37 “Cousins’ are people who share some of the autistic symptoms but are not diagnosed as autistic.
38 Autistic communities around the world provide access to tests that help people learn about their
symptoms and find out if they are part of the autistic spectrum. Self-diagnosed individuals can be
part of the community and have access to the closed forum. The type of discourse that is accessible
to the neurotypical researcher is affected by past experiences and the tendency to treat them as
resource material rather than a whole person (Sinclair, 2005).
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This limited access is at the core of the insider/outsider debate in ethnography
in general and in discussing ethics in online research that focuses on sensitive topics
such as life changes or around mental or physical illness (Paechter, 2012).

Practically, | knew that the strategy to be applied needed to be in line with
the relational ethics approach® and the relativistic perception of vulnerability,
explained above. The two strategies that | determined would be the most appropriate
research procedures were “engaged listening” (Forsey, 2010, Paechter, 2012, p. 73)
and finding the best ways to ask questions rather than focus on protectiveness. In
practice, it was the use of intensive in-depth interviews that both helped overcome
this challenge as well as add to data richness through validating the data conducted
through the blog posts and elaborating on some aspects relevant to autistic identity
that provided the means to go beyond adopting their points of view.

5.3.2. Neurological Difference is More than Just a Difference

An additional challenge for the data collection process comes from the
following implications of neurological differences between the participants and
myself as researcher. The first issue is related to the ideological dimension of the
term ‘neurotypical’; the second is the need to find ways to go beyond our
neurological differences in order to be able to establish better rapport and understand
participants’ communication styles.

In terms of ideology, participants tend to define autism differently from the
dominant bio-medical paradigm, and indeed celebrate neurological differences while
acknowledging the difficulties they face. The term ‘neurotypical’ was first coined by
Singer, together with Aspie (for Asperger) and Autie (for autistic) (Singer, 1999;
Krcek, 2013) and has been adopted and used since by many members of the autistic
community and by some researchers. Indeed, in many cases, use of these terms while

indicative of the user’s general approach to autism continues to be in-determinative

3 Larkin, Dierckx de Casterlé and Schotsmans, 2008.
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as there continue to be a spectrum of meanings and uses: from simple
acknowledgement of neurological diversity; continuing on with activist use as part
of the diversity movement; to even ridicule (e.g., use of “curebie”“® with reference
to NTs who uphold the bio-medical approaches). Will Rogers, for example,

describes neurotypicalism as

[...] a life-long disorder. People who are neurotypicalistic are capable of learning
independently, fending for themselves, and developing peer relationships; however,
these capabilities often result in apparent insensitivity to the strengths and needs of the
non-neurotypicalistic population, as well as poor communication skills (which this
group refers to as good communication skills). People who are neurotypicalistic refer
to this disability as “normally functioning”.*

I learned about the term ‘neurotypical’ very early in the study. The
ideological dimension of the term and the fact that I am a NT researcher were evident
during in-depth interviews of bloggers. The main issue for me during data collection
was to be aware that some people will be more suspicious or less comfortable with
my presence or during interactions with the participants. | needed to learn how to
interact with them and behaviors that could be perceived as offensive without
compromising the research process, in general, and data collection, in particular. As
noted by Sinclair (2010), I too found that the intensive type of interviews conducted
revealed that autistic people had difficult experiences with the NT world.
Furthermore, interviewees emphasized the need to approach people from the
community with great sensitivity, either directly in the interviews or indirectly
through interpreting their texts.

Neurological differences between participants and myself affected rapport
development during the data collection process and forced me, continually, to

identify and de-familiarize my preconceptions - some automatic, others unconscious

40 “curistic” refers to approaching autism as disease and the possibility that cure from autism can
be found.

4L Will Rogers on Asperger’s & Autism: living Asperger culture in a neurotypical world -
http://www.thestonkingsteps.com/thoughts-on-autism/neurotypical-syndrome-a-live-long-disorder/
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http://www.thestonkingsteps.com/thoughts-on-autism/neurotypical-syndrome-a-live-long-disorder/

- about social interaction, communication patterns or information processing.*> For
example, I became aware that use of non-verbal cues in social interaction is one of
the central constructs in developing rapport with these participants. Based on
information | gathered from my informants and through my initial blogs analysis |
learned that the non-verbal cues I use automatically in interactions will not add to a
conversation and can cause distractions. Therefore, | realized that | needed to find
other ways to create rapport.

Reading between the lines is another component of NT communication that
proved to be unreliable in building rapport with participants. | needed to learn how
to be in more direct communication with the participants, to show respect for their
perspectives and to be vigilant in applying a non-judgmental approach to narratives
they shared with me.

Sensory processing was a third major factor | needed to take into
consideration every time | interacted with the participants; in particular, during FTF,
in-depth interviews, both in-person and virtually.

During preparations for data collection, | read accounts by the interviewees,
autistic bloggers, that described their sensory sensitivities. | learned that sensitivity
to sensory stimuli varies and can include sensitivity to noise, smells, textures and
colors. I also learned that some autistic persons are sensitive to touch and will not
shake hands, while others will be happy to hug. The fact that | was aware of these
potential sensitivities helped me gain the participants’ trust and to build rapport with
them. Since | was not fully aware of each individual’s sensitivities before we met, |

made sure to wear clothing with neutral colors, to avoid a perfume fragrance or to

42 The concept of de-familiarization or de-automatization is used both in literary criticism and in
psychology. De-familiarization is referred to in art to enhance the familiar and force the observer to
remove automatism from perception. In psychology, the term ‘de-automatization’ is related to
mindfulness. Kang et al. (2013) discuss de-automatization as one of the functions of mindfulness
that enables processes that lead to adaptive and self-regulatory strategies. The direct interaction with
the autistic bloggers and their unsolicited texts made me question myself about those
preconceptions | took for granted.
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offer to shake hands with participants. I learned not to assume anything, and | learned
to ask directly what will make them feel comfortable.

The following example demonstrates how | applied this reflective mindset
and how this helped me develop rapport with one of the participants. This participant
became a very important source of information and taught me a lot about the autistic
community and their culture. | asked her to choose the setting where we first met. |
did not shake hands with her at our first meeting. | also made sure not to stand too
close or walk too close to her. In fact, I let her choose the best physical space for the
interview within the setting. Retrospectively it was the right decision. When, after
our first meeting, | shared with her that | was very much aware not to shake hands
because | didn’t know her sensitivities, she was a little surprised. She then shared
with me that one of the difficulties she faces in the NT world is exactly that
expectation, to shake hands, and she finds herself continually in unpleasant situations
when she needs to explain that she does not shake hands.

Attentive listening is another example of not only a very good way of
conducting everyday relations, but also a research strategy | employed to learn how
to approach each of the participants and how to maximize my communication with
them. Using this method efficiently provided me with better access to information
and served as a learning tool that helped me perceive some of the deeper meanings
of gestures, codes or norms employed by autistic people.

5.4. Data Collection
This section includes a discussion of the sampling process, methodological
tools used to address methodological challenges relevant to the specific data

gathering methods and sampling considerations.

5.4.1. Blogs
Hookway (2008) discussed three formal characteristics of blogs: blogger’s

goals, writing style and amount of accessibility to readers.
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Autistic bloggers vary in writing styles and aims (e.g., on activism, personal
growth, community support and autism awareness). Some blogs could be defined as
more political, while other bloggers emphasize more their personal journey. Thus,
some blogs look more like online diaries and contain personal writing about
experiences, thoughts, struggles, etc.

In terms of accessibility, blogs can be: public and open to all for viewing or
comment; posted in a closed community with access allowed only to authorized

persons; published within an open community website.

Ethical and Methodological Considerations: One ethical issue associated
with research methodology relates to data ownership. Some argue that open blogs
are public material, accessible by all, and there is no ethical barrier to use of blogs
as research data, and no need to obtain author consent. Others claim that bloggers
own the copyrights to their texts and any use that goes beyond reading, or following,
needs to be authorized by the blogger-author.

In addition, the focus on autism blogs written by individuals on the spectrum
needs to consider the potential sensitivities of the autistic bloggers that result from
their perception of autism research or prior experiences with the NT world. In order
to solve this ethical challenge, together with the importance of gaining their trust,
only blogs by bloggers who signed the informed consent were included in the final
sample.

In their study of online forums of autism, Brownlow and O’Dell (2002) claim
that researchers should not communicate any data published online without receiving
clear consent, directly, from the data owners. ‘Data’ in online forums is considered
to include any content produced by discussants. The practical approach they
proposed in regard to the consent issue was that bloggers should post publicly in the
forums that the author’s prior consent for use of data must be solicited and obtained
from the bloggers.

Based on Bronlow and O’Dell’s proposal, the research reported here

excluded posts” comments from the data analysis since it was impossible to track
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down all the followers who commented on posts, either because they were no longer
active or comments to the blog were posted anonymously.

An additional issue is what personal information about the blogger-author
can be shared in this research project? All of the blogs included in the final sample
included specific blogger information, including citing that their identification as on
the spectrum was stated in their blog. Blogger details were collected for the most
part from the blog’s “About” section.

Two related decisions about inclusion in the research relate to this discussion
of personal matters: First, “functioning level’ was not part of the selection criteria in
order to open the list to people across the spectrum who write their own blogs.

Second, the decision to include self-diagnosed bloggers had methodological
justifications beyond considerations mentioned in the ethical discussion. One
primary reason is that | learned from my informants, at a very early stage of the
interviews, that it is part of autistic community’s values to accept self-diagnosed
individuals as members.*® According to Sarrett (2016), self-diagnosis is closely
related to the concepts of biocertification and biocitizenship that link the biological
features to personal and social identity. Further, one might argue from the
perspective of autistic culture that a study applying a holistic perspective to
investigate autistic identity must include cultural aspects related to the neurology of
the individuals on the spectrum. Thus, one can argue that self-diagnosis could be an
important part of the identity construction process and therefore the inclusion of self-
diagnosed bloggers had methodological advantages that went beyond the need for

formal diagnosis as declared by the bloggers in their self-description.

The Sampling Process: As is commonplace in qualitative research,

‘purposive sampling’ was used to recruit bloggers to the current research, both for

43 Self-tests can be found in autism related websites, including some autistic communities’
websites. Aside from self-testing, these postings can educate readers about symptoms, in general, as
well as difficulties or differences common with other people on the spectrum.
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analyzing blogs and in-depth interviews. It is not uncommon in a variety of
disciplines to use purposive sampling methods to study marginalized and stigmatized
groups, sensitive topics as well as to enable voices of hard to reach group members
to be heard (McCoy and Kerson, 2006).

The choice of purposive sampling in this research project was due to the
exploratory nature of the study, the characteristics of participants and the number of
blogs available on the Internet. Regarding the latter consideration, while there are a
relatively large number of autism-related blogs, authored mostly by parents or
professionals, the number of blogs written by individuals on the spectrum is
relatively small and not all of them are accessible to the public. The sensitivities of
the autistic bloggers as discussed in the ethical section and the methodological
challenges reinforced the need to use the purposive sampling method.

More specifically, the sample of blogs drew from a list of 90 blogs written
by individuals on the spectrum, tracked down through the ‘snowballing” method.
Accordingly, the initial list was created through blogs recommended in autism
related community websites (like the “Top 25 Autism Spectrum Blogs” or the
“Autism Hub”). These blogs led to other blogs through the recommendations of the
bloggers already on the list as appeared in their blogrolls. Each of the blogs found
through the links in other blogrolls were checked in order to verify if they met the
selection criteria and only bloggers that identified as being on the spectrum were
included in the list.

The following sampling criteria for selecting blogs were applied:
Blogs written by autistic people.
Bloggers with official diagnosis or self-diagnosed.

Blogs that focus on autism-related topics.

M w0 D oE

Blogs open to the public and accessible without the need to register
on a special portal.

All the public blogs were scanned for contact information. Some bloggers

had clear contact information, either through posting contact information or a contact
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page.** Bloggers who did not provide contact information were contacted through a
message posted by me in their “About” section. My note included a general
description of the research and contact information in case they are interested in
participating or want to know more about the research. Consent forms were sent to

the bloggers only after receiving a positive response to this request.

Blog Profile: All posts from the participating blogs posted until the end of
2014 were included in the sample, including archival posts dated to the blogger’s
first post. Altogether the sample included 17 bloggers, 2,873 posts, 10,000+ pages,
written in English and Hebrew, from bloggers residing in the Australia, Israel,
Singapore, United States, and the United Kingdom.

Although self-diagnosis was included as one of the sampling criteria, all the
bloggers that agreed to participate identified as officially diagnosed, mostly in
adulthood. Eleven bloggers were diagnosed as adults, three were diagnosed as
children or teenagers and three did not disclose if they were diagnosed as adults or
as children. The late diagnosis of most of the bloggers in the study could have
provided answers to the bloggers that affected their self-perception, as is discussed
in the next chapter with presentation of the findings. In this sense, the bloggers did
not become disabled through an illness or accident, and their identity construction
may be different from participants in than studies that focused on people that became
disabled.

5.4.2. In-Depth Interviews
Following the principles of GT, the interviewing process started during
preparation of the research proposal and continued throughout data collection.

Interviews were employed to achieve the following goals: First, to learn from

4 Note that at the time of the actual recruitment, some of the blogs that were initially public
changed their status to private and required the blogger’s invitation or the use of password to access
to the blog posts. These blogs were not included in the recruitment process.
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informants and bloggers about the main methodological issues relevant to the data
collection process; second, to learn about bloggers’ perceptions of different aspects
of autistic identity and the blog’s role in autistic identity construction; and third, to
contextualize data collected from blogs to provide deeper understanding of
theoretical conceptualizations emerging from the data analysis.

The intensive interviews with informants and bloggers provided priceless
contextual information that exposed some of the ethical and methodological
challenges involved in autism investigations as well as the main issues challenging
autistic persons. Collectively, I learned how to approach people from the community,
their potential sensitivities and how to communicate with them efficiently, in a non-
offensive manner. | also learned from them about the history of the autistic
community, autistic activism and their personal perceptions of autism (living with
autism).

Recall from earlier discussion that biomedical autism research defines
difficulties in communication and social interaction as some of the defining
characteristics of individuals across the autism spectrum (Boucher, 2012; Blinkoff,
2010; Capps, Kehres and Sigman, 1998; Delinicolas and Young, 2007; Murray,
Lesser and Lawson, 2005; Rajendran and Mitchell, 2007; Sacks, 1995). According
to the DSM 5 “People with ASD tend to have communication deficits, such as
responding inappropriately in conversations, misreading nonverbal interactions, or

having difficulty building friendships appropriate to their age.”

Challenges presented in interviewing: Differing communication styles
between participants presented challenges to the interviewing process on multiple
levels. The first level refers to the interviewing method where there was a potential
conflict between the benefits of using one interviewing medium for all versus need
to adapt the interviewing method to the interviewee’s preferred communication
medium. The second level relates to the quality of the relationship between the
researcher and participants during the interviewing process (n.b., such as: rapport,

trust and other matters discussed previously) and the possible implications for the
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quality of data collected during the interview. Here it is important to recall previous
discussions about researcher awareness that neurological differences between the
participants and researchers could well affect the data collection process. The
interview setting was a third level of challenge as the choice of the appropriate
settings for the interviews was crucial to data richness. Operatively this meant | had
to find appropriate spaces to accommodates as many of the interviewees’ needs as
possible, both on the sensory level and in communication style. The following
sections elaborate on these main challenges and methodological decisions made in

guiding the interviewing process.

Selection of Interviewing Method: The interviewing method directly affects
data richness. The intensive interview, selected for use in this study, is an interpretive
method that, according to Charmaz (2006), locates the interviewee at the center of
the process. Accordingly, the interviewee is to be enabled to share experiences and
his or her narrative with the interviewer, and indeed to teach the interviewer how to
interpret these experiences (Charmaz, 2006). The focus of the research reported here
on autistic identity and adoption of the bottom-up approach led to adoption of the
open interview method that employs a semi-structured process when conducting in-
depth interviews. Both served as the framework that facilitated focusing on
participants’ narratives. With hindsight, | can say that, on the one hand, the open
questions employed in semi-structured interviews provided the flexibility needed in
order to focus on the participants’ perspectives and to expose or elaborate on aspects
that evolved during the interviewing process. On the other hand, the interview was
structured enough to provide a solid basis for the cross-interview analysis conducted
later in the research process.

The need to produce rich information through the interviews required dealing
with two key issues: First, recognition that there are individual differences in
participants’ communication styles. This requires weighing potential strengths and
weaknesses of two options: the strategy, as well as principle, of working with each

interviewee’s strengths versus implementation of a universal one-method-for-all

110|Page



strategy. Second, the study needed to address potential problems that derive from

45 video chats

different dynamics of immediate, synchronous FTF interviews,
through Skype or online synchronous interaction versus asynchronous interview.

Consultation via the research literature revealed the options and
complications involved in these two issues. In regard to the first issue, Sinclair
(2010) and Bagatell (2010) emphasize the benefits of written language and
asynchronous communication available on the Internet for autistic people (also
Benford; 2011; Blume, 1997; Davidson, Edward and Hemsworth, 2012). They argue
that asynchronous online interviewing has numerous advantages for autistic persons:
it is a more adaptive environment in which participants can control the pace of
communication, revise or rephrase their thoughts before sending the answers and
practice more self-reflection resulting from the elimination of non-verbal cues during
the interaction with the interviewer (Benford and Standen, 2011).

On the other hand, the immediate nature of participating in synchronous, FTF
interviews provides more flexibility in the interview process and more opportunities
for autistic persons to elaborate on their perspectives or raise new questions that
derive from their narrative. Furthermore, the ability to develop rapport and trust
through the interactions between the interviewer and the interviewee is greater in the
synchronous communication of FTF interviews.

On the other hand, the less immediate nature of asynchronous
communication of online interviews poses challenges for building trust between
researcher and participant. Benford and Standen (2011) acknowledge this obstacle
and claim that the non-immediate nature of the researcher-participant interaction in
an email facilitated interview process can be addressed in the research design through
immediate response to emails from participants or inquiries in case of hesitation or

response delay but admit that the process is especially lengthy.

4 FTF= face-to-face
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The second issue - use of a single, universal mode of data collection or
different modes per individual differences — required taking into account the
importance of building trust, differences in comfort levels and proficiencies with
certain modes of communication. | recognized that some members of the community
prefer FTF interviews, others feel comfortable being interviewed via Skype, while
others prefer an online interview via e-mail exchange. Although the use of a single
universal method of data collection is recognized for advantages in terms of
comparability, in this case communication differences could well affect the quality
and the richness of the data more than adapting different interviewing channels such
as FTF or email interviewing to the interviewees. In making my decision, |
determined that the benefits of communicating with the participants in a channel that
gives them more control over the environment or the social interaction with the
researcher are far greater than possible loss of information as a result of non-unified
interview channels or settings.

While Skype and FTF interviews provided rich data, e-mail interviews were
limited in terms of data richness. In order to overcome the differences in the
interviewing channels, the interviewing process was adapted to the participants’
needs and was divided between intensive interviewing that lasted throughout the data
collection process and e-mail interviews conducted at a later stage as part of the
theoretical sampling.

The interview guide was developed in the research proposal stage along with
the main concepts that emerged from the blogs in the preliminary analysis (n.b., for
interview guide, see appendix A).

Based on these considerations, the informed consent form sent to participants
included a detailed description of interviewing possibilities, and emphasized that
each one participant was free to choose the channel best suited to through which we
would engage in the interview (n.b., see exemplar informed consent form in

appendix B).
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Blogger Recruitment for Interviews: As noted previously, recruitment of
bloggers to participate in interviews was based on their preliminary approval to
participate in the study. Thus, recruitment for the intensive FTF interviews started in
parallel with compiling the blog list, through use of the snowballing method.*®

More specifically, my first contact with a blogger was created through the
mother of the youngest participant, whom | had known for many years. She provided
several names of bloggers and recommended that | talk to another mother who is
highly involved in the autistic community in Israel who she thought could be a good
source of information.

While this first contact recommended bloggers already on my list, her
mediation was helpful in assisting me gain entrée with these bloggers. An additional
blogger she recommended, an adolescent, was approached via email. Although he
agreed to participate he stopped responding once | told him that 1 would need his
parents’ approval. Therefore, this blogger was not part of the final sample.

Recruitment for interviews conducted via e-mail took place at a later point in
data collection, as part of the theoretical sampling phase in the GT approach [n. b.,
see discussion below]. Contacted later, my email to these bloggers reminded them
of their initial approval and asked their permission for me to send them my interview

questions. Only after | received a positive response were my questions sent to them.

46 Snowhalling method, has been termed also as ‘network’, ‘chain referral’, or ‘reputational
sampling’ (Stehlik, 2004, p. 39). This method is used in naturalistic, non-obtrusive research in
which structures are not defined by the researcher, but rather defined through the interconnectedness
between the links. The use of this sampling method was necessary (and the most suitable) in this
treaty for three main reasons: the number of autistic blogs; the interconnectedness between the
blogs; and trust building. Snowballing was used either through blogrolls (mostly for tracking down
blogs) or through oral recommendations that helped with trust building (in the Israeli community

only).
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Attaining Interviewee Consent: In describing a variety of methodological
dilemmas facing online interviewing, James and Busher (2006) claim that email
interviewing raises issues of consent, confidentiality and credibility.*’

Consent and Credibility: The process of obtaining consent in FTF meeting

provides better opportunities for the interviewee to ask questions, and for the
interviewer to clarify aims and procedures as well as to verify the identity of the
interviewer. However, since most of the participants in this research project lived in
different parts of the world (Australia, Israel, Singapore, U.S.A., UK), most consents
were achieved online through use of an email sent to the bloggers who expressed
interest in participating in an interview and agreed to allow me to analyze their blogs.
The email was followed by automated messages sent by Qualtrics that included the
consent form and a short questionnaire that asked for some demographic details as
well as their diagnosis.

Consent for the FTF interviews was achieved in the first meeting with the
intervieweees for the purpose of arranging the interviews. FTF interviewees received
a copy of the consent form via email prior to the meeting so they had an opportunity
to review the form and approve their participation when we met.

Another methodological issue raised by James and Busher (2006) is related
to the identity of the person who actually provides the answers to the questions in the
interview. Any online interviewer has a need to identify who really is behind the
answers, particularly but not-exclusively in the case of the respondent’s identity
when it comes to non-speaking autistic people. The Internet gives them a voice, as it
did with Carly Fleischmann, but may raise controversy around the authenticity of the
voice.

Several bloggers in the initial blog list were non-speaking. All are known
within the autistic community (either the international or the local autistic

community) and maintained their own blogs, as was confirmed through other

47 Confidentiality was discussed under ‘linking public and private data’. Consent is discussed
throughout the chapter.
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bloggers’ references or comments. In the final sample, only one non-speaking
blogger responded to me, preferring a FTF interview over an online, as will be
discussed below. Problems with identification and falsification can occur in any
interview, FTF or online but they are much more salient in online interviewing.
Credibility challenges*® were solved through the sample recruiting
procedure: contacts with interviewees were initiated by the researcher either through

their personal blogs or through personal contacts and snowballing methods.

Interviewee Profile: Recruitment produced 14 interviewees with autistic
bloggers, and four informants. Eight participants chose FTF interviews, one
participant preferred Skype interview and nine were interviewed via email. All FTF
interviews were intensive conducted in Hebrew. The Skype interview was conducted
in English and all e-mail interviews were conducted in English.

The blogger sample included eleven females*® (one of whom was transsexual
and her blog focused on being an autistic Trans), genderqueer/non-binary and five
males ranging in age from 15-75 (n. b., the 75-year-old interviewee was a NT
grandmother of the non-speaking 15-year-old male participant).

All blogger-interviewees were officially diagnosed except for one who had
started the official diagnosis process but stopped when he was told he is autistic.
Three of the bloggers were diagnosed as children or adolescents, eleven were
diagnosed as adults, three talked about their diagnosis but did not disclose the age of
their diagnosis, and two informants were NTs (the mother and grandmother of the

youngest participant).

48 Another dimension to the credibility challenge goes beyond the interviewing method (FTF,
Skype or email) interviewing and was discussed as part of the sampling considerations and methods
discussion.

49 Not all define themselves as male/female. One or more used terms as asexual-spectrum,
genderqueer/non-binary. Gender and identity among individuals on the spectrum are topics that |
heard autistic people discuss. However, it is beyond the scope of the current research and therefore
the sample is described through the traditional distinction between male and female with the
exception of one Trans blogger.

115|Page



Informants: Additional in-depth interviews were conducted with six non-
blogger informants. Three informants were individuals on the spectrum; the other
three were a blogger’s spouse (n.b., herself a mother of two daughters on the
spectrum) and the mother and grandmother of the youngest participant — a non-
speaking highly articulate blogger who was 13 years old when | first met him and
when we started the intensive interview process. Non-blogger informants provided
important contextual information that complimented the information provided by the
bloggers (three of whom were asked questions and provided important contextual
information).

Interview Setting: The interview setting plays such a significant role in
interviewing as to affect both the data quality and richness. Furthermore, the
interview setting can affect trust building between participant and researcher as well
as interviewees’ willingness to open up and share information. For autistic
participants, the characteristics of the virtual or the physical space needs to include
adaptations to their needs in order to enable them to feel more comfortable.
Bertilsdotter Rosqvist, Brownlow and O’Dell (2013) studied the difference between
autistic-only spaces and neuro-shared spaces both in online communities and in
community activities in the physical space. They found that the nature of the space,
as separate or neuro-shared, affects the types of topics discussed, and in the case of
the in-depth interview, it affects the narration of the interviewee’s perspectives
shared. With these understandings in mind, my main goal was to create a ‘safe
space’ for the interviewing process via implementation of the following strategies:
select a sensory-friendly environment adaptable to interviewees’ needs; create a non-
judgmental environment; and adapt to the individual communication patterns of the
interviewees.

A sensory-friendly environment was very relevant in FTF and Skype
interviews, in particular with reference to addressing such potential sensory stimuli
as: visual, noise (both FTF and Skype) and smell (FTF only). Based on the
sensitivities of the participants, individual differences and need to establish rapport

with them, each interview setting was selected by the interviewees. Some preferred
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to be interviewed at home, others in public settings, such as a quiet area in a café or
in a relatively isolated part of a cafeteria at the academic institute attended by the
interviewee.

Interviewing Process and “‘Guide’: In-depth, intensive interviews were used
in order to reveal participants’ perceptions on autism, what is autistic identity for
them, the blogging experience, autistic space and the autistic community. All of the
interviewees were involved in promoting autism awareness and were highly
articulate in explaining autism to NT people.

The intensive FTF interviews were conducted in Israel over three summers
with informants as well as Israeli bloggers, and these discussions continued over
multiple meetings with interviewees. Unlike shorter in-depth interviews, the
intensive interview process requires more time for: in-depth exploration; return to
discuss aspects that appear to be significant at a later stage of the interview;
opportunities for unanticipated data to emerge; or serve as dynamic part of
theoretical sampling and the theory building phases.

Charmaz (2006) encourages GT researchers to use intensive interviewing in
exploratory studies. According to the author, intensive interviews should be
conducted in a non-judgmental environment by a researcher who facilitates being
guided by the participant through their experiences as well as in the interpretation of
those experiences. Thus, the GT researchers position the participants as experts and
intensive interviewing provides the interpretive method that gives the participants
tools for self-reflection and framing life experiences through egalitarian interactions
with the researcher.

Glaser (1998) argues against GT investigations that employ preconceived
interview guides or units for data collection. Charmaz (2006) reinforces Glaser’s
view on use of preconceived interview guide and recommends open ended, very
general questions aimed to help elicit participants share their perspectives. These
guidelines were used in the research reported here.

Thus, the interviewing process began with exploratory interviews conducted

at a very early stage of the research. The process started with discussion of broad
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concepts of autistic identity and autistic space. With the transition into the early stage
of intensive interviewing, we discussed general questions about the blogging
experience and reasons to maintain a blog, what autism means to them and how they
perceive their personal identity. The intensity of the interviews allowed me to slowly
and carefully gain the participants’ trust, to access the meaning of autistic identity
for them and the role of their blogs’ space in self-exploration and autistic identity
construction.

The information collected during the intensive interviews provided the basis
for mapping the main aspects that proved to be relevant in the study of autistic
identity and led eventually to the more focused and less open-ended interview guide
that was sent to the bloggers in the online interviewing process. Online interviews
were conducted during the theoretical sampling phase and included more focused
questions on aspects that were related to the blog as autistic space and their

perception of autistic identity.

5.5. Data Analysis

I have been concerned, among other things, with attempting to determine how the
people ... define themselves as persons, what enters into the idea they have (but, as |
say, only half-realize they have) of what a self... is... | have tried to arrive at this most
intimate of notions [of the self] not by imagining my- self as someone else - a rice
peasant or a tribal sheikh, and then seeing what I thought - but by searching out and
analysing the symbolic forms - words, images, institutions, behaviours - in terms of
which, in each place, people actually represent themselves to themselves and to one
another (Geertz 1974, p. 30).

Geertz (1974) described the challenges to ethnographers in studying other
cultures and specifically in exploring the notions of self. In a lecture presented and
published in 1974, he claimed that the anthropological understanding of the
‘native’s’ point of view does not go through adopting the participant’s point of view
but through the analysis of the culture’s symbolic forms. This type of methodological
approach provides flexibility in studying the meaning creation process and at the

same time demands constant self-reflection from the researcher during data analysis
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in order to be able to identify and analyze meaning creation through use of symbolic
forms of participants’ self-representation.

Charmaz’s (2006) constructivist GT approach defines the data collection
process and the researcher’s role in the data analysis in ways similar to Geertz.
Because her working assumption is that all meanings are products of social
construction embedded in certain contexts, eras, places, cultures and specific
situations, Charmaz’s approach comes from the interpretive perspective that
emphasizes the crucial role of researcher reflexivity during the data analysis.
Further, in contrast to the objectivist approach to GT, which seeks researcher
neutrality and assumes that data reflect objective facts about the world (Charmaz,
2006: p. 131-132; Glaser and Strauss, 1967), the constructivist GT approach
acknowledges the existence of multiple realities and explores the dialectical process
of meaning-making between the self, community and culture. Again, the assumption
is that identity construction is a dynamic, complex process of self-exploration,
dialogue, negotiation and actions between the self and other people within and
outside the community.

The constructivist GT approach offered by Charmaz (2006) provides the
necessary flexibility needed in exploring the autistic identity construction process.
Blogs and in-depth interviews are sources of symbolic forms that can help expose
the way autistic people explore, negotiate and define their identity. Ground up
analysis of the blogs and in-depth interviews bring to the forefront structural features
(the *how’ and the *space’), self-exploration (the ‘what’) and dialogical aspects (the

‘what’ and the ‘how’) that are all involved in the construction of autistic identity.

5.5.1. Use of Abductive Analysis

This study’s focus on autistic identity and early exposure to the blogger’s
narratives challenged my pre-conceptions about autism, autistic people, social order,
social interactions, communication, community and culture. Therefore, | found the
abductive reasoning method offered by Charmaz (2006) useful throughout the
research process. Charmaz (2006) claims that the reasoning used throughout the GT

119|Page



process makes it an abductive method. Abductive reasoning starts with examining
plausible theoretical explanations to the raw data and formulates hypotheses about
possible connections between the emerging concepts. Employing this method led to
my raising questions about the meanings of the alternative social order, the place of
the autistic person in general and the autistic blogger specifically in the autistic social
order and the connections between autistic identity and social order.

Following GT principles, data analysis started early-on in the research
process, including guidance of the data collection process (Charmaz, 2006; Glaser
and Strauss, 1967). Glaser and Strauss (1967) emphasize the need for inductive data
analysis in order to avoid the situation in which possible preconceptions are
influenced by existing concepts and theories. Timmermans and Tavory (2012), on
the other hand, claim that the existing knowledge need not affect the researcher
developing a ‘fresh look” during the data collection process. I, too, found that co-
existence of theories is possible in the abductive analysis method and enables the
emergence of new insights from the data while conversing with the existing
literature. Thus, during my investigations, the simultaneous data collection and the
analysis guided the data analysis through examining hypotheses and
conceptualizations as they emerged throughout the coding process and guided the

theoretical sampling process.

5.5.2. Coding

Charmaz (2006) talks about two stages of analyses: initially, coding
identifies names key words, sentences or paragraphs in the text. The next stage is
more focused and includes organizing the existing codes into higher level or more
inclusive categories.

From the beginning of its evolution, coding has been central to GT. GT’s
procedural ‘rules’ have long held that emergent coding from raw data should be
developed without ‘leaning’” on preliminary conceptualizations based on existing

theories.
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Blog posts and the interviews were the units of analysis in this research
project. The analyses coded smaller units within the posts and interviews. This
process enabled constant comparisons between contents in blog posts and interviews.
The initial coding process used NVivo 11°° to identify the focus in the texts and how
meanings were delivered. This stage included elements relevant to traditional autism
research and theories, perceptions of autism in the NT world and elements that could
be relevant to autistic identity, identity construction, autistic space and autistic
culture.

The coding process involved constant comparisons between interviews,
within interviews, between interviews and blog posts, between bloggers and within
posts. On the basis of the initial coding and constant comparisons between the
sources, the data was organized under higher level themes that are meant to be
inclusive of different aspects of the topic analyzed. Here theoretical coding was
employed in order to identify possible dimensions that emerged from the previous
stage and connections between subcategories within each category.

Next, the analysis tried to conceptualize potential connections between the
themes while developing further the different aspects that were emerging. This
coding method was sufficiently flexible to enable the emergence of theoretical
concepts not identified in early stages of the research and which appeared to have
explanatory power of central elements of autistic identity, the construction process
and the role of the perception of autistic people by the neurotypical world on the
identity construction process.

During the coding process, | paid special attention to the language used by
the participants, assuming the terminology may reflect autistic culture and autistic
community. Coding the language and the terminology helped contextualize new
concepts coined by the autistic bloggers, identify concepts that cross cultures

(American, Australian, Israeli, etc.), explore the meanings they capture and through

%0 NVivo 11 is qualitative research analysis software (Windows).
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that, learn about the potential connections between language and autistic identity.
NVivo 11 was used in order to explore where and how the bloggers use the
terminology: contextualizing the terms’ uses and organizing the data starting with
the basic coding and later on with the evolving conceptual categories.

5.5.3. Theoretical Sampling

GT uses theoretical sampling in order to identify possible conceptual gaps,
develop conceptual categories that emerged in earlier stages of data analysis and
guide a more focused data collection. The goals of theoretical sampling result from
the theoretical explanations that evolve from the data analysis that enables to further
develop the conceptual categories through exploring the possible connections within
and between the categories (Charmaz, 2006).

Strauss and Corbin (1998) claim that theoretical sampling needs to start early
in the research process, following the identification of core variables (McCreadle and
Payne, 2010; Newman, 2008; Simmons, 2010). Charmaz (2006), on the other hand,
claims that theoretical sampling should not start too early in the research process, as
too early a start can lead to imposing theoretical density on the data instead of letting
them emerge (McCreadle and Payne, 2010).

In order to develop data properties, theoretical sampling can involve
recruiting new participants, return to existing participants or use additional data
forms and sources (Hense, Skewes McFerran, and McGorry, 2014; Lal, Suto, and
Ungar, 2012). The theoretical sampling in the current study followed the principles
of the constructivist GT according to Charmaz (2006). The constant comparative
analysis of the data collected through the intensive interviews, early stages of textual
blog analysis and interviews and contextual information collected through
participant observations led to the emergence of categories that needed further
development.

The theoretical sampling that guided development of the interview guide was
used both for online interviews with bloggers not included in the intensive interview

as well as in FTF intensive interviews. The theoretical sampling process involved
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elaborating on specific aspects of autistic identity and the personal space of the blog
as an arena for autistic identity construction. Inaddition to the principles used during
the theoretical sampling process, a member check was used with two of the
participants and one informant in order to ensure and validate the results and the
conclusions. The member check process was conducted both via email and in FTF

meetings.

5.5.4. Theoretical Coding

The results of theoretical coding are descriptions of how the codes, which
may relate to each other, were found to be compatible with the conceptual framework
of the research and explorations of the identity construction process. For example,
exploration of autistic identity constructs and the identity negotiation process
intertwines with evolution of cultural codes and values that define autistic space. The
GT approach includes tools that facilitate study of complex processes and their
interconnections. The method goes through “theoretical coding [that] results in
descriptions of how the substantive codes may relate to each other as hypotheses to
be tested. The testing consists in constant comparison of data with emerging
conceptual framework” (Schou and Hewison,1998, p. 299).

The process of theoretical coding in the current study was affected by the
underlying assumptions of the interpretive constructivist approach that guided both
data collection and data analysis. Charmaz (2006) explains that the emphasis in the
interpretive GT approach is not on the explanation of a phenomenon but on its
meaning. This approach assumes the existence of multiple realities that intertwine
with facts and values. Theoretical coding and theory building in this approach goes
through asking WHAT reality is for the participants and HOW they construct their
reality.

The current research used theoretical type coding identified by Strauss &
Glazer (1967, see Charmaz [2006] on theoretical coding, p. 63). These coding types
included identity-self, cultural as well as theoretical coding that refer to processes
such as situations and the social world (as part of exploring the identity negotiation
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with the NT world). An integration of theoretical codes was used in order to avoid
monolithic and unidimensional explanations of the autistic social world and the NT
social world. The data analysis used this method in order to identify the identity

construction process among individuals on the spectrum.

5.5.5. Structural Analysis

The written texts of the blogs provided non-obtrusive access to the
naturalistic documentation of the autistic voice, but the study needed to go beyond
the written texts of the bloggers in order to contextualize the explanations that evolve
from the texts and provide richer data on the role of the blogs in the identity
construction process. Autistic identity construction occurs within the individual
space and through a dialogical process with the readers and with a collective identity
at the communal level.

Blogs are individual spaces, by definition, that allow the blogger to define
codes of behavior, interact with followers, block intruders, make the blog private in
order to control who can have access to the blog contents, etc. In order to explore the
role of the personal space of the blog, a structural analysis was used in addition to
the GT principles. The structural analysis will be discussed in the data analysis
section.

Analysis of bloggers’ techno-identity followed structural features of blogs
identified by Serfaty (2004) as having the following main features: accumulation,
closure vs. open-endedness, self-reflexivity and co-production.

Accumulation refers to the cumulative use of different media available to the
user, including: pictures, drawings, audio and video files, ads as well as hyperlinks
to other websites or blogs. Since the blogger is the one to choose the form of
representation for their blog in general and blog content specifically, the collective
accumulation of information from all the media involved help create what the author
refers to as the blogger’s “rounded character” or “persona”.

Closure vs. open-endedness refers to the difference between autobiography

and diary writing. Autobiographies are blogs that are limited to a pre-defined set of
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time and is characterized by its circularity and closure. Diaries are open-ended blogs
that are defined through their linearity and the form of self-expression and self-

definition that is different than the autobiographical writing.

Self-reflexivity according to Serfaty, takes two forms: commentary about the

Internet and commentary about the diary-writing itself (2004, p. 463).

Co-production refers to the dialogical feature of blogs and the potential for
community creation. Bloggers explicitly search for an audience and this alone turns
the blog into a collaborative project. Writing and reading are both processes of
meaning creation and the identification of the dialogical features with readers or
other bloggers help identify the identity negotiation process and blogger’s self-
identity exploration.

In general, the structural features’ analysis provided the basis for the
exploration of the dialogical nature of those personal narratives and the way that the
bloggers “organize’ their private autistic space. This analysis provided the dialogical

and the structural features of the “how’.
In Summary ...

This chapter reviewed the ethical considerations and some methodological
challenges faced during the research. Some of these ethical dilemmas were similar
to those reported in other studies, and involved issues of autonomy, non-maleficence

and linking public and private data.

The definition of autistic bloggers as vulnerable participants led to a
necessary discussion about the definition of ‘vulnerability’ and the potential
methodological implications of adopting a ‘relational ethics’ and shifting the
discourse from rights and responsibilities to relational commitment between the

researcher and the participants.

The main methodological challenges | faced were related to the perception

of autism research among autistic people. In addition, there were neurological
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differences as well as different communication styles that differentiated the

participants from myself, as researcher.

The study adopted GT approach as the most appropriate in studying identity
construction among autistic bloggers. Within GT, | found abductive reasoning to be
very useful in the data analysis process as it provided the tool | found to be most
useful to examine alternative plausible explanations and formulate hypotheses about

possible connections between the emerging concepts.

The next chapter presents the main findings that emerged from analyses of
the blogs and the interviews. The chapter opens with examining the techno-identity
of the bloggers through structural analysis of the blogs. This is followed by the
meaning of autistic identity for the bloggers and key constructs in autistic identity

construction.
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CHAPTER SIX

RESULTS AND DISCUSSION

This chapter is organized in three sections, following the questions that
guided the research. The first section explores the techno-identities of the bloggers
through structural features of the blogs in the study and how they serve as personal
spaces for identity negotiation. These findings are explained through describing how
the blogs reflect conventions and preferences within the autistic community. The
second section explores what autistic identity means to the bloggers through
discussing: perceptions of autistic identity; autistic identity and the NT world; and
multiple identities. The final section deals with the main constructs of autistic
identity construction that emerged from the blogs and interviews: autism diagnosis,

autistic agency and normality.

6.1. Blog, Space and Techno-ldentity

Schmidt (2007) claims that the blog is a sheltered space for the blogger due
to the relative control the blogger has over content, communication and identity
management. For example, blogs in this study were designed as text based, lean cue
environments.® Walther (1996) claims that users have greater control over content
in lean cues environ-ments. Furthermore, in a text based environment with no or lean
non-verbal cues, people have more control over the information and they tend to
engage in ‘hyperpersonal’ communication.®> Computer-mediated-communication

is hyperpersonal when:

51 Lean cues environment in CMC refers to non-verbal cues. See also the discussion of affordances
in chapter 4 of this treatise.

52 The Hyperpersonal Model of computer-mediated-communication defines hyperpersonal
communication as exceeding face-to-face communication by affording the sender communicative
advantages over the traditional face-to-face sender-receiver communication (through strategic
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[...] users experience commonality and are self-aware, physically separated, and
communicating via a limited-cues channel that allows them to selectively self-present
and edit; to construct and reciprocate representations of their partners and relations
without the interference of environmental reality (1bid: p. 33).

Nowak, Watt and Walther (2005) refer to affordances that serve
asynchronous lean cue environments. In the first sub-section below, we learn that
users of asynch-ronous systems have opportunities to edit their content and their
environment is free of temporal constraint. Such environments emphasize the more
controllable verbal and linguistic cues and this leads to self-presentation that is more
manageable, selective and self-censored (Gibbs, Ellison and Heino, 2005, p. 153).

Thus, an initial characterization of the blogs in the current research is that
they are, for the most part, text based, lean in non-verbal cues and free from temporal
constraints. This allows bloggers full control of identity management and, thus, this
selective self-presentation can be viewed as the bloggers’ techno-identities.

Continuing with an overview, the examination that follows bloggers’ techno-
identity construction employs several conceptualizations: Serfaty’s (2004)
conceptual-ization of the blog’s structural features enables us to identify the means
employed by bloggers to construct their blogger ‘persona’. Such an analysis
considers aspects relevant to the connection between the techno-identity and the use
of the blog’s space for identity negotiation and identity exploration. In doing so, the
analysis examines how bloggers perceive the blog’s space, their writing (in terms of
writing styles and perceived target audience and their perceptions of the act of
blogging (e.g., their goals and how they characterize their blog).

Accordingly, we apply Serfaty’s framework to analyse four structural

features of blogs that autistic persons use to create and negotiate their autistic and

identity management and optimizing self presentation). The model is based on the assumption that
“users exploit the technological aspects of CMC in order to enhance the messages they construct to
manage impressions and facilitate desired relationships” (Walther, 2007, p. 2538).
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techno-identity: accumulation, closure vs. open-endedness, self-reflexivity and co-

production.

6.1.1. Accumulation

Accumulation refers to design of the blog space and features chosen by the
blogger as the form of representation within the blog. According to Serfaty,
accumulation helps create the ‘rounded character’ of the blogger through media
selections, such as inclusion of specific ads, drawings, pictures, audio, video and
hyperlinks to other blogs or websites. In analyzing this structural feature, special
attention was directed to the bloggers’ communication styles and sensitivities they
employed in their blog’s digital presentation.

Overall, the blogs were heavily text-based, and in doing so bloggers
employed mostly black fonts on white backgrounds, with relatively limited inclusion
of other media files (e.g. videos or drawings).

The choice to rely heavily on texts resonates with the affordances® of lean
communication and minimal non-verbal cues, and seems to be consistent with the
role of text-based communication in autistic sociality on the Internet (Brownlow,
2010; Brownlow and O’Dell, 2013; Davidson, 2008; Davidson and Henderson,
2010; Dekker, 1999; Kras, 2010; Kreck, 2013; Ortega, 2009).

Asynchronistic communication that characterizes blogs and reliance on low
cue communication are consistent with the hyperpersonal model (Walther, 1996).
Nowak, Watt, and Walther (2005) claim that mediating systems provide affordances
that face-to-face communication cannot provide. These affordances include the
ability to edit the text before publishing it, archiving and releasing the user from
temporal and geographical constraints.Thus, similar to findings in other studies,
bloggers in this study talked in the interview about the benefits of text-based

communication and its role in enabling a more accommodating, less stressful form

53 See chapter 4 for discussion on affordances.
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of communication with others on the Internet and with the world. Indeed, text-based
mediated communication enables more comfortable social interaction and frees the
reader to rely on the meaning of the communicative message instead of “what we do
or how we look when we say it”,> as one of the bloggers said in the interview. It
allows the bloggers to emphasize their strengths and show “the real me”, as another
blogger explains. Learning a new social medium is compared by a third blogger to
learning a new social skill but without the judgement or stigmatization that
accompanies face-to-face interactions.

Ruppel (2015) offers an affordance model of communication and identity
management. Based on her model, there is a reason to assume that bloggers who
utilize self-disclosure will develop stronger relationships with their readers and
commenters, and less association with technology affordance. Hence self-disclosure
affects the identity management of the blogger through the blog.

Self-disclosure, selective presentation and sensory processing

The non-verbal aspects of the blog’s design, such as colors selected as well
as the display of photos and posters, are another aspect of structural construction and
trans-mission of meaning in communication. For example, the selection of colors to
use in the blog’s background or whether to post photos in the blog go beyond identity
management of blogging practices described by Schmidt. Indeed, | found that
decisions about the colors of photos or posters posted are related to standard identity
management as well as to aspects relevant to the blog’s envisioned audience. Indeed,
bloggers personalize their blogs spaces with the choice of background colors and
photos they add even to specific posts. They include posters and ads that promote
the autistic community’s causes and events in the body of specific posts, in the
homepage or even in the margins of the permanent display of the blog.

5 Quotes from interviewee’s blogs and interviews are italicized to distinguish them from quotes
from academic research citations.
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Colors: Some bloggers related that they took into consideration readers’
potential sensory sensitivity in choosing the blog’s color scheme. Similarly, the
choice of photos and posters is related to self-disclosure as autistic, timing to “come
out” as autistic and possible statements by blogger-authors about their identifying
with autistic identity or involvement in autistic activism.

First, in terms of color selection, many bloggers selected colors such as light
blue, light purple or light red for the background and neutral white for the text area.
A few others chose stronger colors, such as purple and black, for the background.
Some bloggers cited that background colors were chosen because of personal
preference or could be related to attention of the blogger to potential sensory
sensitivities of the readers as well. One blogger referred to this difficulty in designing
accessibility on the Internet in one of his blog posts:

It is possible that a certain design of the content that is needed as an accessibility
accommodation for one person will be inaccessible for another person. For example:
Font sizes. For some people a certain font size would be too small and for others
certain fonts will be inaccessible because they are too large. Too many colours, too
much graphical design and/or animations surrounding the content may be
inaccessible to those that cannot focus on the content when the background is too

colourful while others need the background colour and/or sophisticated graphic
design and/or animations to be able to focus on the content.>®

In order to make his blog more accessible, this blogger used his technical skills to

add options of more neutral background colors for the readers to choose from.

Another blogger focused on structural decisions related to general
accessibility on the Internet. This included citing the importance of using text labels
for graphics and making it possible for users to activate all website functions through
the keyboard. Although many bloggers were aware of the varieties of potential reader
sensory sensitivity, not all could provide solutions for the users to be able to

accommaodate the blog’s environment to their specific needs. To do so, the blogger

55 Gil, R. (2007). Accessibility — A Look at Standards and Beyond. Asparagus Soup Without
Recipe, March 20, 2007.
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would need access to specific tools when designing the blog’s space or have relevant
technical skills to create the tools. For example, two bloggers applied tools, available
as technical software mechanisms, that enable readers to manage the visual
presentation in order to make it more accessible. One blogger provides the readers
with the ability to control the contrast style of the page through choosing between
‘normal contrast’, ‘high contrast’ and ‘high visibility’. Another blogger provides
more elaborate tools to adjust the blog’s visual presentation so that the reader can
control font size, contrast (high or low) and background color.

Schmidt (2007) argues that the use of codes is a structural feature through
which bloggers engage in identity management, selective self-management and self-
exposure. He describes two types of coding software that allow bloggers to facilitate
audience member interactivity with their blogs. Most of the bloggers in this study
employed Wordpress, as it enables them greater control over the design of their own
web server and contents. Such platforms provide the technical means for bloggers to
design the visual environment of their blog as well as upload photos, change the blog
layout or engage in information management.

Publishing pictures is another way bloggers personalize their blog (Serfaty,
2004). Beyond their decorative function, pictures enable the blogger to share
moments, experiences, mood or recommendations. Bloggers in this study vary in
their use of pictures in the blog posts across a spectrum from use of relatively few
pictures to featuring them in a more dominant role. Generally, many personal
pictures of the bloggers or of events discussed in specific entries were published on
the blogs examined.

The choice to post personal pictures in the blogs may indicate the approach
taken by the bloggers to disclose their autism to the world and, therefore, their
willingness to expose their real identity. One of the bloggers talks about the hardship
of hiding autism in a post in which she share her reasons for blogging:

I have been writing a lot here about disclosure and visibility and the importance of
these in negotiating societal change... I find that | must now go a step further in making
myself heard, even when you have shown me that you are not ready to listen. It isn't
any secret that I hate personal conflict and will go to great lengths to avoid it.

132 |Page



I can't do that anymore. Not without becoming a liar. And then | would hate myself
again. Coming out to family, to those who have the most invested in their images of
who their loved one is, is always hardest. It's never just a one-shot deal, free from
obligation to repeat. This is who | am. This is always who | am. Please accept this
invitation to what goes on in my head. Welcome to my blog.*

The use of the personal photos or videos together with disclosing their real
names may indicate blogger willingness to openly discuss their autistic identity and
other autism related issues. Davidson and Henderson (2010), who study strategies
used by Asperger Syndrome [AS] people to disclose their identity online, claim that
coming out as autistic involves resisting common stereotypical portrayals of autistic
people. In their analysis of autobiographies published by AS authors, they identify
four categories of ‘coming out’ strategies: ‘keeping safe’, ‘qualified deception’,
‘like/as resistance’, and ‘education’. For example, the ‘keeping safe’ repertoire
draws on past experiences of disclosure and, potentially, can have profound
consequences. People who use this strategy will decide how and to whom to disclose.
Similar to the choice between using a nickname or the real name of the blogger, the
choice to publish the blogger’s pictures, pictures that don’t include the bloggers or
other people or not to use pictures at all are all indicative of the blogger’s stance in
regard use of the ‘keeping safe’ repertoire. This observation is observable in the
bloggers’ written accounts and interviews with them about ‘coming out’ or

challenges of the NT world.

6.1.2. Closure or Open-Endedness

Similar to other marginalized groups or groups of people with different health
or physical conditions, blogs provide opportunities for autistic people to share their
thoughts and process their experiences. Several studies explored use of blogs and
benefits bloggers gain by writing blogs and sharing their thoughts and experiences

with others (e.g., Clarke and Van Ameron, 2008; Guardiola-Wanden-Berghe, Sanz-Valero

% Bev (2007). To Whom it may Concern: A Confession. Square 8, May 3rd, 2007.
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and Wanden-Berghe, 2010). For example, Serfaty (2004) argues that an important
distinction can be made in analyzing a blog between its closure versus open-
endedness, as in the distinction between writing an autobiography and a diary:
Whereas a diary is open-ended and linear, autobiography is limited to a predefined
set of time, and characterized by circularity and closure. Interestingly, the blogs
studied in this research project cannot be characterized, in this respect, as purely
autobiographical or diary writing.

Furthermore, bloggers’ writing styles vary within and across the blogs to
reflect the blog’s goals, in general, or intentions of specific postings. For example,
bloggers in this study differ in terms of their writing styles: Some emphasize personal
writing while others focus more on activist writing. Many of the bloggers entwine
autobiographical writing of their personal experiences and essay writing in order to
talk about wider issues that are relevant to different aspects of their lives as well as
to other individuals on the spectrum or the autistic community in general.
Furthermore, these bloggers do not necessarily commit to a single writing style and,
at times, they seem to move consciously from one writing style to another depending
on their specific goal in a certain post. Thus, one blogger who uses her blog to talk
about her experiences as an individual on the spectrum and a mother of children, also
on the spectrum, describes her blogging as follows:

Sometimes, it's nice to blog in a more structured form where there is a clear
beginning, middle and end to the whole piece. Those kinds are like essays, and they
have their place in the blogging world, but then there's something to be said for the
freestyle of writing that flows naturally from the writer as if you were having a
conversation with them. It's a really authentic way to write, because readers can really
feel they know you, and are a part of your everyday life, whereas essay type writing,
while passionate, can be a bit colder.®’

Sonja (2015) claims that any type of first-person storytelling involves

enactment of identity and, therefore, autobiographical stories play a role in shaping

5 Shawna (2013). New Places & Trying New Things. Thoughts of an Introverted Matriarch (Inner
Aspie). April 1, 2013.
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cultural meanings. Thus, blogs can challenge mainstream values whether postings
are diary-like, personal reflections or manifestos. In all such cases, the bloggers can
challenge NT world values, and vocalize alternative values through their use of the
public sphere of an open blog.

Furthermore, writing style can vary according to the goals of the specific post
or the writing style of the bloggers. The use of the blog space for their personal
writings is reflected in their choices to share their personal experience, their choice
of topics, and the dialogue with the readers and the followers, as one of the bloggers
describes in the interview:

Sometimes | just share a story, but a lot of times | start with a story/experience and
then use it to lead into a bigger topic, something | believe in or want to speak against.
I like to make new connections that | haven’t seen anyone suggest before. | also like
to break down stereotypes.

Bloggers vary, too, in the amount of personal experiences they are willing to
share with the readers, in focusing more on their personal lives or using more formal
writing in an essay.

This fine line between the private and the public in their writings reveals a
very interesting interplay: On one hand, the use of personal experiences can serve as
a trigger to talk about wider issues with which many in the autistic community can
relate; such as, discussion of the existence of multiple autisms. Avoidance of
generalizations, too, is discussed. This is particularly important, as many persons in
the autistic community oppose use of the tragedy model®® and/or the biomedical
approach both of which lead use of generalizations, and would rather emphasize the
need to focus on the individual.

On the other hand, when they do write about their personal experiences,

bloggers in this study tend to avoid exposing too many details; rather they share

58 See discussion later in this chapter.
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personal experiences as launching points to discuss an important topic. We see this

finding reflected in one of the blogger’s response to my question about writing style:
In the sense that | am sometimes writing about my life and things that happen in
my life. | am sometimes writing about myself, in the sense that | am sometimes writing
about the barriers I face. | am writing about society using myself as a lens, which is
sort of like writing about myself. 1 use my own experiences as a launching point for
broader theoretical issues more than | write only about myself. That is, | write about
myself, but | generally do so in order to illustrate issues and points that are broader

than myself. I'm mixing memoir and theory, in a sense, because ignoring genre rules
I don't like is fun!

The tendency not to share too much personal experience may well be rooted
in what Sinclair (2005) coined the “self-narrating zoo exhibit”. Here, his specific
reference is to the role autistic participants are expected to play in NT-centered
autism forums and conferences. For example, individuals on the spectrum who
participated in an early forum of parents perceived that they were expected to provide
information for use by other participants, but at the same time they were under-
appreciated (Sinclair, 2005). Shelli (2007)°° describes an incident in which a father
offered to collect and publish autobiographies written by autistic people in order to
help parents understand their children. In response, Sinclair felt that autistic people
are underappreciated and expected to participate in conversations only when they are
invited by the parents and only in regard to matters that reflect their personal
experiences. More directly, Sinclair argued that autistic people are not expected to
initiate discussions or communicate with each other in the listserv. Rather, for the
parents, their role is to respond and provide information upon request like a ‘self-
narrating zoo exhibit’.

Similarly, another blogger referred to her own experience with a parent group

in her blog as follows:

59 Shelli, S. (2007). Snore, Pizza, and One Moment of Insanity. Somewhere Over the Rainbow,
October 3, 2007.
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We are Universal Translators - they assume that what we think might be going on
is now exactly what is going on, even if it really isn't. This falls under "walking zoo
exhibit", which is the one where people think our sole purpose is explaining our
strangeness to the world, often to help translate their children's strangeness. We do
have lives, and we are not the same people as your children. We have similar
problems.®°

In summary, although some of the bloggers talk about their blogs and the act
of writing as important for them, in order to process experiences or identity related
issues, they do not see the blog as their personal diary. The choice of topics for the
blog posts can be derived from personal experiences, issues for which they are
passionate and desire to inform the public, special events or even news stories that
triggered their writing. The bloggers write about their families, about growing up
undiagnosed (for those who were diagnosed late), about their neurology, how they
experience the world and more social change driven topics as autism acceptance and

autism rights.

6.1.3. Self-Reflexivity

The personal space of the blog, which puts the blogger and the act of blogging
in the center itself, reveals the bloggers’ perception of the structural features of
virtual space, and are especially relevant to understanding the important
phenomenon of self-reflexivity. Blogs present relatively new forms of self-reflexive
digital storytelling and share some common features to other forms of digital
autobiographies (Sonja, 2015). The main distinction between blogs and other forms
of self-reflexive narratives is “their episodic, organically unfolding nature, affording
representation of fluid and complex identities” (Sonja, 2015, p. 35). Thus, these
structural features foster self-reflexivity and facilitate the identity construction
process. This is evident in blogger comments about the Internet or on writing itself

(Serfaty, 2004). Thus, the opportunity and capability to choose to communicate

80 Hillary, A. (2013). Politics of Parent-Run Autism Groups. Yes, That Too. Retrieved from
http://yesthattoo.blogspot.sg/search/label/Autistic%20Space)
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through the blog, as perhaps their most convenient communication channel, is
important for and manifest by individuals on the spectrum in numerous important
ways (Brownlow, 2010; Brownlow and O’Dell, 2013; Davidson, 2008; Davidson and
Henderson, 2010; Dekker, 1999; Kras, 2010; Kreck, 2013; Ortega, 2009).

Blogging and Autistic Space

As stated above, blogs provide a space for self-presentation and self-
exploration. Bloggers can focus on their personal memories and use digital
storytelling to explore their own personal autistic identity or promote autism
acceptance. The blog can be open to the public or accessed only through invitations.
Furthermore, the blogger can invite dialogue with followers or block intruders.

Schmidt (2007) claims that although bloggers encourage interpersonal
commun-ication with the readers, they “do not necessarily entail instantaneous
replies” (p. 1412). Indeed, bloggers can control content and communicative settings.
As such, bloggers can act as if the blog is a “protected space” (Ibid).

The perception of ‘space’ and of the blog as a “safe (personal) space’ is multi-
faceted, as revealed in the interviews, and so too the steps bloggers take to make the
blog a safer space. Autistic space prioritizes and adapts the blog environment
according to the variety of autistic needs. A blogger can propose and define codes of
behavior that are presented to the blog readers/followers and/or use technical features
embedded in blog software to control the space. The decision of whether or not to
use these features or to announce about the right bloggers have to do so is left to the
blogger.

For example, in addition to the previously discussed formal features, such as
blog design and content, some platforms provide tools that can affect the potential
dialogue with the readers. These features give the blogger various options, as s/he
can choose whether or not to allow comments to be published automatically, to block
them until they receive blogger approval or to be deleted if s/he deems content or the
tone of the comment to be offensive or irrelevant. Indeed, through the interviews |

learned that bloggers do utilize these tools to secure a safe space. Thus, the number
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of comments visible to the reader does not necessarily reflect the full set of comments
/ questions / requests sent to the blogger.

In addition to technical features, the blogger can explicitly define codes of
behavior that are expected from the commenter in order to provide the appropriate
space for discussions. Schmidt (2007) refers to these codes as informal rules that
constitute ‘blog etiquette’ that are often not stated explicitly but may be used in cases
of conflicts. The bloggers in this research study are frequently more explicit in
expressing such rules. As noted above, such actions are related to the perception of
the blog as a safe space or as autistic space. For example, though bloggers invite
people to comment and often welcome the dialogue, many maintain their right to
delete a comment or not publish it because it is offensive or disrespectful.

Some bloggers emphasized their expectations for civilized discussion,
inviting people to comment on the posts and even encouraging arguing as long as
the discussion is respectful to the blogger, the topic, to autistic people as well to any
other readers. In comments to readers, other participants emphasized that the blog is
their personal space and they [the bloggers] are the ones to choose what and when to
discuss specific topics. They also assert that they retain their right to decide if a
comment is disrespectful, includes ableism®! or a threat of violence, and act upon it
either by responding to the commenter or deleting the comment. Indeed, the
importance of being in an inclusive space is a recurring theme cited by the bloggers;
and, for some it seemed to be used as interchangeable with “autistic space”.

Returning to the theme of safety, as one of the interviewees commented, a
space is considered safe if it is “where you can be who you are without the
expectations of society holding you back”. In her blog, the blogger shares her
personal journey as an Aspie and the struggle of people in her surroundings to deal

with her official diagnosis. The blogger describes how autism is not a term used

61 Ableism is very central for some of the autistic activists and will be discussed later in the results
section. According to the Merriam-Webster dictionary, ableism is defined as “discrimination or
prejudice against individuals with disabilities”.
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publicly in her immediate surrounding. It seems that what makes her blog safe, for
her, is the fact that her family is unaware of her blog and it is the only place in which
she can talk about autism and about her personal experiences as a young autistic
woman. The autistic bloggers she met through the Internet add the sense of support
for the blogger that, apparently, she needs and she describes the autistic bloggers she
met virtually as her friends. The other bloggers come from around the world and she
considers her blog as part of a community “that is trying to help others understand
us and also try and bring acceptance into the society™.

The ability to be who you are without being judged by others in the social
environment as well as the sense of belonging to a community of autistic bloggers is
reflected in another blogger’s account of what makes her blog a safe space.
According to the blogger, community support gave her the confidence to be open

with what she writes. She says:

I have come to feel that my blog is a safe space because of the mutually supportive
community of autistic bloggers that I have become a member of. There is a tangible
sense of acceptance that instils confidence.

The ability to be who you are and receive support from other members of the
community is very central to people in the autistic community; is closely related to
‘autistic space’, as defined by Sinclair (2010); and, more broadly, is fundamental to
the evolution of the autistic culture. In essence, autistic space is run by and for

autistic people.
Based on their personal experiences and those of other community members,

autistic space is designed to accommodate as many needs as possible. A major part
of these accommaodations are the behavioral norms that help create supportive, non-
threatening environments in self-maintained spaces, both in the virtual and physical
environments. Thus, in blogs, the blog owner can express core values and set
behavioral norms. These can be set out in clear, well-defined rules. As one blogger
claimed in the interview, the intention in doing so is make a blog a safer space than

other environments, especially since it articulates the blogger-creator-facilitator’s
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expectations from the readers. According to this blogger, clear rules can refer to any
aspect; from conversational norms to language used in discussions between the
blogger and commenters.

Noteably, making the blog a safe space goes both ways — for the blogger and
the readers. One of the bloggers implemented a method of “trigger warning’ in order
to make the blog a safer space. Posted right under the post’s title, trigger warnings
are applied to any content that might trigger retraumatization for some readers . But
although a trigger warning can help foster the blog a safer space, it cannot cover all

potential experiences, as one blogger wrote:

No matter how much work so-called radical folks might put into creating "safe"
space, such as through avoiding scents/fragrances, banning flash photography,
giving content notes and trigger warnings for a variety of commonly triggering
content, intentionally not engaging in body or diet talk, avoiding microaggressions
of any kind, and so forth, there is always a very real possibility (and it frequently
happens) that someone will still experience a trigger or retraumatization because
others simply didn't know and couldn't possibly have guessed (without knowing that
person very well personally, which they might happen to not) that something specific
would be triggering and retraumatizing.%?

Some bloggers interviewed do not consider the blog to be a safe space
because it is open to the public. Regardless of their perception of the blog as unsafe
space, they “take risks in order to connect with others,” as one of the bloggers
articulated. A good example comes from a blogger who devoted his life to advocate
for autistic and other disability rights. This blogger described, in the interview, how
he decided that most aspects of his personal life will be open to the public, as part of
his activism. He self-identifies in the blog through use of his real name; published
the official document stating his diagnosis on the Internet; and, many of his blog

posts include personal stories about him or his daughters (who, too, are on the

2. Brown, L. (2016). Disability Justice & Conference Space: Notes on Radical Access & Radical
Inclusion. Autistic Hoya, October 25, 2016.
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spectrum) in order to seek to advance a wider discussion regarding autism or human
rights.

Notably, while this blogger discusses many sensitive topics in his blog posts
and clearly defines his expectations regarding the codes of behavior in his personal
space of the blog, he does not see his blog as a safe space. A safe space for him is
detached from any other system and is one in which he can totally control the
environment. Although (and maybe because) he knows programming and he
manages an autistic community portal, the nature of social media and the Internet
makes them unsafe for him. The question of closing the blog to the public is
irrelevant to him since a closed blog will not make the blog a safer space for him,
but it does not prevent him from sharing his personal experiences for the greater
cause.

Dekker (1999) referred to the Internet’s technological features and the non-
hierarchically networked connections between nodes as a model for a society
compatible with the autistic way of being. Although this same blogger agrees with
the essence of what Dekker is saying about the autistic way of life and the
contribution of the Internet to the autistic community, he defines the Internet as
unsafe exactly because of the interconnectedness nature of the Internet. The more
important factor for him is not that the space is objectively safe, but rather the
perception of the space as safe. In his view, as the blog owner, his role is to provide
a safe space in his blog. This requires that people know who is participating in the
discussion, and that participants are people who self-identify themselves as autistic,
ask themselves if they have connections to autism or come with compatible set of
values.

Being a person-centered platform comes with the ability to control the
environment.This is what makes blogs a safer space; as one where autistic bloggers
can write, communicate, form cultural practices or create mutual links with other
bloggers on the spectrum. Thus, what makes a place autistic is not the number of

autistic people compared to NT people around or the elimination of NT people, it is
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the fact that it is run by and for autistic people: they are running the space, they are
identifying the needs and deciding how to meet the needs of the participating people.

Thus, notably, public blogs, such as those in the current study, are by nature
‘neuro-shared’ spaces (Bertilsdotter Rosqvist, Brownlow and O’Dell, 2013). The
difference between neuro-shared spaces and neuro-separated spaces affects the
discourse and the nature of the interaction with readers.

Bloggers in this study are very aware of the variance among their readers,
citing that some are autistic, others could be NTs, yet others could be readers who
wonder if they are on the spectrum. Furthermore, they realize that their blogs may
help the latter in their quest for the autistic self, just as it may have helped them. Such
an intermediate space, between the private and the public, is defined as ‘civic’ by
Sonja (2015) who claims that the blog genre represents one type of “private in
public” space. Use of autobiographical digital storytelling elements together with
essays that discuss topics that are important to the bloggers embodies this type of
tension between the private and the public. This tension is reflected in the bloggers’
emphasis on their blog as their personal space and the invitation to readers to visit

and discuss while respecting the blog’s rules of behavior.

On Blogging — “Blogs are Merely Windows on those Minds and Souls’®3

I may make it ‘identity and voice’ rather than just ‘voice’. I'm not sure. But
voice is important.... if my voice is not used, it is all too easy to erase me from
my own stories, and if no one admits we have voices, we might not use them. |
have a voice. | will use it to tell my story, and | will use it to make sure the
stories of those like me are heard.*

Here Hillary emphasizes the need to enable her and other autistic bloggers’

voices to be heard loud and clear. For her, the act of blogging is one important way

8 Donna Williams blog, in response to a comment to one of her posts. March 31, 2008.
& Hillary, E. (2016) Queer Autistic Voice. Yes, that Too, August 26, 2013.

143 |Page



to do so. In the realm of the technological features and the possibilities provided in
social media, blogs provide an arena in which the blogger is at the center of the stage,

and so facilitates the self over social interaction.

Talking about the blogging process or the importance of blogging to the
blogger is part of what Serfaty (2004) defines as self-reflexivity. Blogging is, for
some bloggers, important as a means through which they can send a message to the
world about autism. For others, blogging is a means to fulfil a need, as it helps them
in their personal quest for the autistic self. Thus, blogging serves different functions
for bloggers and this is reflected in their definitions of their blog’s goals and through
their writing about blogging in the posts. Thus, as a type of digital storytelling,
blogging can serve to empower the blogger, process experiences or explore the self
through the need to verbalize thoughts or phrase arguments about different topics

related to autism.

The nature of autism and consequent focus on satisfaction of individual needs
through blogging should not lead us to omit sociality. Rather, it is interesting and
significant to see the consistency with which social interaction is adapted by autistic
bloggers. For example, some bloggers related that finding other bloggers who share
and describe similar experiences empowered them and provided them with a sense
of belonging. Others shared that their initial motivation to open the blog was to help
others learn about themselves and about autism through reading about the bloggers
own experiences. Similarly, one blogger described her motivation to start blogging,
in response to a question about her blogging goals:

My blog began as an online personal journey of sorts and quickly transformed
to a place where | could help others understand what is FEELS like to be autistic.

I still revert back to journaling type entries and just share my life with others, but
there are over a 100 articles dedicated to answering questions about autism.

Most bloggers describe their blog as a space for them to explore and share
their personal journey with their readers. The focus on personal journey was the
initial motivation for most bloggers but their writing shifted and evolved to involve

their addressing additional topics relevant to others as well.
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The role writing plays is evident in some of the bloggers’ responses. One
blogger emphasizes writing as her need and blog writing as therapy. She says:
I need to write, completely outside of anything medical. | thought about

starting another blog, leaving this one, but the aspect of my identity that is tied up
in autism, well, 1 don’t believe that part is unhealthy, and | intend to use this

platform to explore my life.%

The act of writing in and of itself can serve multiple functions and this
blogger describes how writing helped her produce new ideas and process
information. Other bloggers referred to writing as helping them understand
themselves better through verbalizing emotions, describing difficult situations or
reflecting on what would be the best thing to do in moments of meltdown or

shutdown.

Although bloggers vary in their writing styles, all shared personal stories in
their blogs. One blogger uses personal writing to write about different topics
important to her. She discusses her emotions and analyses difficult situations. |
found her writing to be very insightful. In describing her blogging process, she says:

I really find writing to be the way | best express myself, so | really like to just
sit down with a certain subject on my mind, and let it flow out, and see where it
takes me. | am quite passionate about disability rights, for example. The way my
personal style might approach this subject is by telling my readers a personal story
about my experiences with this topic, instead of listing facts, or writing open letters.

The most important topics are the ones that | walk away from writing feeling like

I know myself a little bit better, and perhaps gave my readers some points to think
about.

The importance of writing is very evident for the youngest participant in the
study, a 15-years old non-speaking individual on the spectrum, who maintains a blog,
writes poetry and is very active in social media. Written language is very important

to him as evident when he says: “words establish worlds. Words help me in

8 Wayman, L. (2013). Is This Thing On? Autistic Speaks, May 12, 2013.
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explaining my own world to myself”. He learned the power and impact that words
have on the environ-ment when he was in pre-school, when he started to use
Augmentative and Alternative Communication [AAC] to communicate
independently with the environment. He started blogging when he was 9 years old.
His blog was hosted in a portal dedicated to people with disabilities. The portal’s
administrator who saw his writings invited him to write in the portal about himself.
The blogging experience was not easy for him, he says, because of the responsibility
he felt towards the readers. But the act of writing the posts served an important role
in his personal quest for the autistic self.

Siles (2011) talks about the importance of articulation as connecting between
values, feelings, beliefs, practices and structures. Processes of articulation contribute
to the ‘sense of power’ and as validation of the legitimacy of certain ways of
thinking, being and acting in the world.

In describing her own quest for the autistic self after she was diagnosed in
adulthood, Limburg (2016) distinguishes between the act of ‘talking about’ and the
act of “talking’. While “talking about’ is the separation from the selfhood, ‘talking’
“actually calls our narrative identities into being (Limburg, 2016, p. 149). The
blogging process and experience combines ‘talking about’ and ‘talking’. The act of
talking is important in and of itself, but talking about ourselves separates the selfhood
from the act of expressing it (Limburg, 2016). Here Limburg talks about the interplay
between who we are and who we say we are in the identity construction process.

‘“Talking about’ refers more to the public aspect of the open blogs. Similar to
what Bertilsdotter-Rosqvist, Brownlow, and O’Dell (2013) say about neuro-shared
spaces, the bloggers are very aware that the blog posts are open to non-autistic
followers and their writing reflects their efforts to communicate their experiences to
people off the spectrum comprehensibly. Thus, | found that ‘talking about’ is very
evident in the tendency of bloggers in this study to use personal stories in order to
discuss wider issues related to autism. Thus, they describe how they experience the
world and the types of accom-modations they need to feel less excluded. In doing

so, these bloggers want people to know more about autism from autistic people.
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They want people to learn about their needs and what needs to be addressed directly

from them.

6.1.4. Co-Production: Negotiating Identity in the Blog’s Space

Co-production is reflected in the dialogical nature and the potential for
community creation (Serfaty, 2004). Community and interaction are not the first
characteristics that come to mind with blogs. However, studies have shown that
communities are formed around blogs or topics as well as between bloggers and
followers (See Chin and Chignell, 2006; 2006a; 2007; Schmidt, 2007; Sun, 2010). On
their own, blogs are not defined as virtual communities, like other platforms, though
they can exhibit indicators of community through followers, mutual reference,
linking patterns, etc. (Chin and Chignell, 2006a). Rather, the structural features of
the blog, selected by the blogger, provide him/her with tools that can enable dialogue
with followers or with fellow bloggers. Indications of co-production can be reflected
in: use of hyperlinks in body of the posts, hosting guest bloggers and recommending

other bloggers through the blogrolls.

One interviewee explicitly reflected on the aims of her own blog as part of a
community that focuses on promoting awareness to the nature of autism, rather than
the blog serving as a private space where she focuses on her experience and personal
growth. She said:

A: l'would say that it is part of a community. A community that is trying to help others
understand us and also try and bring acceptance into the society.
Q: Can you please describe the community? Do you feel part of the international
autistic community?
A: The online community has been very nice and receptive of my blog, and even make
me feel that | have in some way contributed to advocating for us autistics. Since it

is online, | do very much feel part of the international autistic community and some
of my best friends in this community are from halfway around the globe.

All of the bloggers who participated in this research project maintain
dialogue with the social world and seek to realize the potential to create a community
around the blog or between bloggers. The technical means they use vary according
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to bloggers’ personal styles and tools provided by the hosting portal. Most of the
bloggers use hyperlinks in posts in order to refer to specific texts, other bloggers as
well as websites in their blogrolls.

The dialogical process with fellow bloggers takes place either directly
through hosting other bloggers or indirectly through hyperlinks to the bloggers’ sites
or discussing a topic raised by another blogger. The dialogue with the readers mostly
takes place through the comments. The bloggers vary in their involvement and some
are more active than others in responding to comments.

Co-production can be reflected in the body of the text through the writing
process or by hosting guests in posts through the use of interviews. The use of
interview is an interesting feature of the dialogue; and though only three of the
bloggers used interviews in their blogs, it is important to discuss, briefly, their
contribution to the dialogical process. First, the interview is in itself a direct dialogue
between the interviewer and the interviewee. Publishing the interview in the body of
a single post, as dedicated to the interviewee’s position, highlights the dialogue
between interviewer and interviewee in dialogue with followers. Second, the blogger
chooses whom to interview and topics discussed. The blogger’s choices, too, reflect
on the blogger’s dialogue with the social world and with the readers.

One of the bloggers described the interviews as the most important of what
she publishes in her blog, and an opportunity to inform non-autistic people about
autism. She says:

My interviews are extremely important. People who know little about autism need
to know that we’re not all the same and can be very different from each other. There
are also parents and professionals who are often around autistic people who do not
realize how different we can be (they get stuck and very narrow-minded in the
textbook definitions and DSM definitions they’ve bonded with).

Conceptually, Schmidt (2007) claims that the existence of the readers affects
blogger identity management. The dialogical features of the blogs, noted above, are

reflected in the bloggers’ writing as well.
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Boyd (2011) discusses the role of the audience in the evolution of networked
publics. Audience is critical to context and an invisible audience can affect the
adjustment, based on audience reaction/response. Turning to an imagined audience
is a solution that helps assess potential reactions. Sonja (2015) talks about an
“internalized imaginary public that storytellers consider themselves to be a part of or
apart from” (Sonja, 2015, p.135). With an imaginary audience, the author refers to
a mixture of “unknown, intimate and familiar [...] virtual publics” (ibid). This
imaginary public can be an alternative ‘counter public’ or an ‘intimate public’ in
which the first is a public composed of marginalized group that opposes the
mainstream social world, and the second is characterized through shared experiences
and worldviews (ibid).

Autistic identity negotiation with the social world is reflected in the
dialogical elements of the bloggers’ writing varies according to the bloggers’ goals
and the specific blog content. Bloggers that focus more on social change and activism
may address a combination of the ‘counter public’ and the ‘intimate public’ while
others may aim their content to the non-autistic mainstream world as well.

By way of summary, this structural analysis of the blogs examined the ways
bloggers design the personal space of the blog as an inclusive space that enables
them to explore their autistic self. These blogs are characterized by heavy reliance
on text and lean non-verbal cues. Gibbs, Ellison and Heino (2006) claim that reduced
communication clues and asynchronous communication enable users to engage in
“selective self-presentation”. This conclusion is also suppored by Walther (2007).

Overall, then, the blogging practices analyzed enable bloggers to negotiate
their autistic identity through sharing their experiences and using relational practices
(Schmidt, 2007), such as the use of hyperlinks, hosting guest bloggers and through
the interplay between the private and the public as reflected in their writing styles.

The next section examines the main constructs of the autistic identity that
emerged from the blogs and interviews.
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6.2.  Autistic Identity

Autistic identity, as evolved from the blogs and the interviews with the
bloggers, involves exploring the autistic self through asking questions about autism;
about the role of autism in how bloggers experience the world; and about autistic
identity as meaning creation.

An important part of self-reflection is related to the way the bloggers perceive
the meaning of autism and of autistic identity to them. All the bloggers who
participated in this study perceive autism as very central to their identity, as it affects
who they are, how they experience the world and interact with others within it.

Unlike other health related conditions, the bloggers see autism as integral to
their personhood and inseparable from the self. Indeed, their perception of autism
as inherent to their identity was evident in the bloggers’ responses in the interviews
to questions regarding their self-perception. One blogger said: “autism colors every
exchange an autistic person has. There is no other person. There is just an autistic
person viewing life through autistic eyes.”

Another blogger said: “l am autistic, it is a part of my body chemistry, what
makes me ME and as such cannot be separated from self.”

Similar to these responses, a third blogger emphasized autism as core part of
her identity:

Autism is such a core part of who | am; it influences how | perceive the world
through my senses and affects how | interact with people. There is no way | could
separate the autistic part of my identity from everything else because then | would
no longer be me.

Thus, we see that their autism always existed; regardless of their being
officially or self-diagnosed. Autism colors their experiences, their information
processing, their sensory processing, their communication and the way they interact
with others.

The contribution of the blogs in exploring the autistic self is evident in the
bloggers’ writings and in their references to other blogger’s writings. Such a

discursive process allows them to process what autism means for them, their
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experiences and their difficulties and the way they perceive the autistic self in a non-

autistic world.

Not all of the bloggers talk directly about the discursive process in the quest
for better understanding of their autistic selves and their experiences. Those who do
refer to it, explicitly, point to the significant role it played in their personal quest. For
example, one blogger described the important role the label of autism played in her
personal journey:

Early on, I needed the word ““autism” to give me access to readings that taught
me about myself. | had such a lack of knowing who | was that | had to read external
accounts to realize that, why, yes, 1 do have major sensory issues. | didn’t know
until 1 read about common behavior that clued me in to the fact that | do those

things and thus have a root cause of sensory dysregulation. Autism was a word
that opened up the knowledge of who I had been and who 1 will be.%®

We can conceptualize the role of the discursive practice in identity
construction through social theory. Giddens (1991) and Hall (1996) explained that
the identity construction process can involve rearticulating the self and maintaining
a coherent sense of self. Giddens (1991) claims that self-identity, as a coherent
phenomenon and integrated sense of the self, can be maintained through
autobiography and journal writing. Hall (1996) describes identification as a
discursive practice through rearticulating the relationship between the subject and
the discursive practices. Indeed, empirical studies to date confirm such theorizing,
ground our understanding and illustrate that identity construction is a complex,
dynamic process that involves ongoing self-reflection and negotiation with the social
world (Bagatell, 2003, 2007, 2010; Brownlow, 2010; Charmaz, 1995).

Bagatell (2003; 2007; 2010) conducted one of the earliest sets of studies that
explored the social construction of autistic identity. She defined identity as “the way

a person understands and view himself, and is often viewed by others” (Holland et

8 Wayman, L. (2014). Whoopsy-Daisy; | Forgot a Title. Autistic Speaks, September 7, 2014.
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al., 1998, p. 68, cited by Bagatell, 2003, p. 6). Charmaz (1995) defines personal identity
as “the way an individual defines, locates, and differentiates self from others”
(Charmaz, 1995, p. 659). Both Charmaz and Bagatell use definitions that emphasize
the ongoing nature of the process and identity construction as meaning-making.
While Bagatell’s definition emphasizes identity as involving self-reflexivity and
negotiation with the social world, Charmaz focuses on identity construction as
separated from the environment.

Autistic identity, as revealed in analyses of the blogs and explained in the
interviews with the bloggers, involves exploring the autistic self through asking
questions about autism; about the role of autism in how they experience the world;
and about autistic identity as creation of meaning. An important part of self-
reflection is related to the way the bloggers perceive the meanings of autism, in
general, and autistic identity to them. The following discussion of this process takes
place via three key constructs: autism as difference, autistic identity & the NT World

and-multiple identities.

6.2.1. Autism as Difference

The centrality of autism as difference to the autistic self is apparent in the
bloggers’ responses to the question of what autistic identity means to them. For
example, one interviewee defined autistic identity, saying: ““[It] is first and foremost
an identity of difference. It is an identity of peculiarity. An identity of a different sense
of existence.”

Another interviewee defined autism as: “[...] difference [...] sensory
difference, perceptual difference, motoric difference and these result with different
ways of expression. Now, the social skills issue that most professionals consider as
fundamental are actually a result of all four components | mentioned earlier...”

While these bloggers emphasize difference as central to their perception of
autism, a third blogger defines autism as infrastructure in analysing the difference

between what being autistic means and what autistic identity means to her:
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[...] there are two things: The first is the way | perceive what it is to be autistic; and
the second is what is autistic identity. These are not the same things. Autistic identity is
how | approach it, how I think about it, [how I] want to belong to... etc. and this is
equivalent to feminine identity or Israeli identity or any cultural identity. Views and beliefs
are also parts of the identity. It’s like...you know... when you have a profile and [you need
to write what is] your opinion about religion. So you can be atheistic, you can be part of
a specific religion, you can be agnostic and so on. So all these are types of things that are
‘think of” or ‘think about’. Similarly, I can “think of” or ‘think about’ the meaning of being
autistic. But the infrastructure is the mechanisms through which we do these things! And
this is autistic! That’s why | said it is infrastructure: the way | perceive things, the way |
think about them...”

Identity-First Language: Case of Autism-Less: The integral part of autism in
their personhood is reflected in the discursive practices the bloggers use and their
choice of language to describe their autistic identity. One blogger uses a cake

metaphor to describe her autistic self:

I always say it’s like the flour in a cake. Once you’ve baked it, you can’t go
back and take the flour out. Even if you could magically do that, you wouldn’t be
left with a flourless cake. It wouldn’t be a cake at all, and me with the autism
removed would not be me. It would be someone else. You can bake a flourless
cake, and there are autism-less people, but you’ve got to plan it that way from the
very start.

This blogger’s decision to use the term ‘autism-less people’ is no
coincidence. In her blog, the blogger goes against the tendency to separate autism
and personhood and emphasizes the cultural meaning of autism-first language. Like
her, most of the bloggers in this study emphasize the significance of identity-first
language (autistic person) in contrast with the use of person-first language (person
with autism). One of the bloggers explains:

Saying a person has autism may imply that the person is defective or that there
is an inherent problem or sickness within the person. It also implies that autism can
somehow be separated from the person”. ¢

67 Aspitude, (2009). Autism-First Language, March 9, 2009.
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The cultural meanings attributed to the connection between language and

identity as well as the ways they affect personal autistic identity are reflected in

another blogger’s discussions about the topic, in which she says:

In the same breath, | scoff at what | call “semantic battles™.

Words are my connection to this world. They are so much more than just
descriptors of what is... they actually shape what will be.

Yet, | care little whether you refer to me using person-first language (person
with autism) or identity-first language (autistic person), because the choice of
lexicon has no bearing on who | am.

Which is it, kid? How do | reconcile this?

I don’t, yet, in theory. In practice, it is through words, through writing this,
that I begin the process of reconciliation.

Perhaps therein lies my answer.”®®

The cultural meaning of identity-first language has been discussed and

debated within the autistic community (Sinclair, 2007)% and the ldentity-First

Autistic campaign website.”® However, in the following citation, a blogger explains

in insightful ways that this debate includes but extends far beyond the autistic

community:

Using the term “differently abled" to refer to disabled people actually
reinforces the idea that there is one normal way to be human -- that there is one
normal way to move, one normal way to communicate, one normal way to sense,
one normal way to feel, one normal way to learn, and one normal way to think. It
does not perform its intended purpose of suggesting that all people are different
and that this is okay. It suggests that only disabled people, who must now be called
"differently abled" instead, are deviant or defective from this normal human
model, and it suggests that there is in fact a correct or right way to be "able.” It
supports the false idea of the normal body/mind, which is what "differently abled"
is supposed to undermine, and thus it fails in its supposed purpose.”

68
9

D
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Wayman, L. (2013). The Paradox of Words. Autistic Speaks, October 13, 2013.
Sincliar, J. (2007). Why | Dislike “Person First” Language. Downloaded from
http://www.cafemom.com/journals/read/436505/

http://www.identityfirstautistic.org/

Brown, L. (2013). How "Differently Abled" Marginalizes Disabled People. Autistic Hoya,

August 29, 2013.
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Similar to claims raised by the bloggers regarding the place of neurological
difference in their identity and the central place of the person-first versus identity-
first debate within the autistic community, Charmaz (1995) argues that identity is
inseparable from the body. However, Charmaz argument is different-in-kind,
because she focuses on chronic illnesses and the different ways people handle the
change from one type of self-perception prior to the illness and their post diagnosis

self-perception.

The autistic identity construction process differs on two inherent levels: First,
autism is a neurological condition. A person is born autistic and autism is perceived
as inherent part of the blogger’s identity. Ortega (2009; 2013) points out the
centrality of the cerebration metaphor and uses the term ‘neurological self-
awareness’ to identity issues and to describe the emergence of autistic culture.
Second, and related to the first dimension, the connection between body and self is
at the core of the ideological (and practical) difference between the tragic model of
autism and the neurodiversity movement. Regardless of the difference, the definition
of identity offered by Charmaz (1995) is open enough to help theorizing the autistic
identity construction given the need to emphasize the autistic self with reference to
the NT world and the emphasis on the great versatility among and within autistic
people.

6.2.2. Autistic Identity and the NT World

The bloggers in this study refer to the NT world and to neurotypicality in
various ways. Some bloggers describe their coping through learning NT behaviors
or cues in order to adjust better. Bloggers who talk about adapting to the
‘neurotypical ways’ describe it as coming with great costs. In a dialogue with a
commenter, a blogger describes how although she will never navigate the NT world
the same way as a NT, she learned through experiences and memorization what is
acceptable after she stopped trying to figure out the ‘why’s’.
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Another way bloggers refer to the NT world was through discussing the
autistic experience in comparison to NT privilege. An interesting example comes
from a document entitled “Checklist of Neurotypical Privilege”? initiated by one of
the bloggers. This document was created in collaboration with followers of her blog.
Inspired by a book published in 1988 that analyzed white privilege,”® the blogger
invited her followers to contribute their inputs to the document through commenting
or adding to the checklist in the comments section. Each draft was posted in the blog
and was based on earlier comments.” The blogger explains in the introduction that
the reason the document was created comes from autistic persons’ experiences of
exclusion, silencing and violence. She emphasizes that their document celebrates
human diversity, where neurodiversity is not limited to autistic people and their use
of neurotypicality acknowledges and celebrates “that every individual is complex
and unique”.”™

However, another blogger challenges the NT perception of autistic
personhood in our interview when discussing her autistic identity:

Autism is not detachable from me. Because so much of the dehumanization
Autistic people face is grounded in the idea. It's a rejection of the idea that autism
is negative — folks only seem to ever insist that we not let negative things define
us, and insist that we use person-first language on negative things to distance
ourselves from them. If autism isn't negative, no need to do that!

An interesting approach is taken by another blogger who refers to her autistic

self through analysing the NT self, as defined through social roles. In opposing this

2. Bev (2009). Checklist of Neurotypical Privilege: New Draft. Square 8, August 8, 2009.

3 In her post from August 8, 2009, Bev explains the genesis of the document: “Since its
publication in 1988, Peggy Mclntosh’s essay, White Privilege: Unpacking the Invisible Knapsack,
has come to be seen as a standard tool for examining the often unacknowledged advantages
conferred on the white majority. The article has since been adapted to reflect the advantages of
many other majority groups, spawning lists of straight, thin, cisgender, class, (temporarily) able-
bodied and other forms of privilege. As far as | know, the advantages of being neurotypical (having
a neurology that roughly corresponds to societal expectations) have not previously been listed in a
systematic way, with the goal of encouraging a similar analysis.”.

" An earlier draft included a list of 275 privileges. The cited list is a later draft and included 50
items and more elaborated introduction to the document.

5 Bev (2009). Checklist of Neurotypical Privilege: New Draft. Square 8, August 8, 2009.
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idea, she claims that her self is not defined through her social roles - as a mother,
married woman or professional - since her self was always there, long before she was
married, became a mother and had a career. Rather, the self is defined through her
actions. It is, therefore, dynamic, not static. Her self is the sum of her values, her

goals and how she chooses to fit them into her life.

Another blogger approaches her autistic self as part of a wider journey
towards self-acceptance, presented in one of her blog posts:

Another part of liking ourselves is accepting parts of our autism that we might
not like, but accepting that they're there, and not going away. Things like sensory
issues, misunder-standings, and emotional regulation issues... When | stopped
fighting some of my demons, and started learning to accommodate them, my life
became so much smoother. | quit trying to change myself to fit into what | thought
was 'normal’ and what | thought had to. I learned that there was option B, which
was accommodating my sensory issues, and realizing that | am okay, even with my
differences. | am always going to hate loud parties, and hate my routine messed
up. Those things are always going to drive to the edge, and possibly over of a
meltdown. My emotions are not the enemy. ’®

The identity construction process in reference to the NT world is part of
autistic persons negotiation with the social world, and involves two simultaneous
processes: one, a ‘looking inward’ self-exploration which involves relating to
questions, such as: what do I do, what do | experience, how do | experience, how do
| process. The other, ‘looking outward’ to explore the autistic self through the NT
world, via the question: How does the mainstream NT world perceive me?

In regard to these negotiation processes, Morioka, Ellison, and Brown,
(2016) distinguish “identity play’, which refers to the exploration of the self, from
‘identity work” which refers to identity reaffirmation process. Based on these authors

claim, we can say that the reaffirmation process includes negotiations with the NT

6 Shawna (2013). #Autism & Self-Acceptance. Thoughts of an Introverted Matriarch, May 1%,
2013.
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social world, as well as with, autistic community values, perceptions and shared
terminology.

Charmaz (1995) defines the concept of “identity goals” to describe the
preferred identity. This concept “assumes that human beings create meanings and
act purposefully as they interpret their experience and interact within the world”
(Charmaz, 1995: p. 659).

Bertilsdotter Rosqvist, Brownlow and O’Dell (2013) argue that there is no
such thing as one autistic identity. Instead, they claim that “identity is multiple and
that identities are related to the spaces that we inhabit at any particular time” (p. 369).

Bagatelle (2003; 2007; 2010), as well, rejects the idea of one unified autistic
identity that interconnects identities and ‘figured worlds’ in which meanings are
developed as well as co-produced, and practices reproduced.

Bloggers interviewed referred to their multiple identities both explicitly and
implicitly, both in their writings and the interviews. In discussing the importance of
identity-first language to autistic identity, many explain how autism is integral to
their identity through referring to other identities as - - gender identity, ethnic
identity, or religion related identity. In response to a question about the identity-first
vs. person-first debate, one blogger explains her view:

Autistic people have an invisible disability—it is not physical and readily seen.

Yet autism colors every exchange an autistic person has. There is no other person.

There is just an autistic person viewing life through autistic eyes. The way of

thinking and interpreting is so different, yet person-first language largely ignores

that. Person-first language almost suggests that an autistic person should be like
everyone else as much as possible before being autistic: impossible.

Now, let’s say an autistic person who identifies with neurodiversity is a
painter or a singer. Maybe they want to be known as a painter or a singer and not
an autistic painter or an autistic singer. Painting and singing might be their entire
life and focus, even if they’re autistic. And they want to hold their own against
other painters and singers. So perhaps they might just want to be noted as a painter
or a singer in those instances. But when it comes to identity, they’ll identify as an

autistic person and not a person with autism. Overall, there can be times when
language orientation switches around a bit, even for an autistic person.
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Sinclair (2007) explains his dislike of person-first language through
analyzing the use of language and equating autism with other defining characteristics
of personal identities:

We talk about "male” and "female” people, and even about "men" and
"women" and "boys" and "girls," not about "people with maleness" and "people
with femaleness." We describe people's cultural and religious identifications in
terms such as "Russian” or "Catholic,” not as "person with Russianity" or
"person with Catholicism.""

Culture as a web of meanings (Geertz, 1974) and the cultural context, too,
play significant roles in the identification process. For example, one of the
interviewees explained the role played by autistic culture in the individual autistic

identity construction process:

Culture is a tool that enables the individual to adapt to changes in the
environment or to adapt to different environments.... Culture is meaning. It is
meaning that differs from other types of meaning in the sense that it distinguishes
between those who are part of the culture and those who aren’t... | was born to the
Israeli culture as someone who was born to an Israeli family. | was born to the
autistic culture as a person that was born with autistic neurology.

Gil, Shoham, and Shelly, (2016) discuss the connection between cultural
affiliation and individual identity as well as possible affiliation with multiple
cultures. The authors emphasize the significant role of cultural affiliation to the
autistic identity construction and claim that their cultural affiliation is context-
dependent: in the context of the international autistic community they will be
affiliated as a sub-culture of Israeli autistic individuals; and in Israel the autistic

community is a subculture of the Israeli culture.

Although autism is dominant in bloggers’ identities, some bloggers mention

other aspects of their identities related to gender, religious affiliation, ethnicity,

77 http://web.archive.org/web/20090210190652/http://web.syr.edu/~jisincla/person_first.htm
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marital status, parenthood, self-advocacy or occupation that are no less dominant.
Bagatell (2003, 2007) claims that people find themselves in multiple worlds in which
multiple identities are constructed. However, identities are sometimes compatible
and other times incompatible (Bagatell, 2003). An example of compatible identities
comes from a blogger, who reflects on her quest for the autistic selfhood throughout
the blog and explains her decision to expand the blog beyond the sole focus on
autism:

I have been moving away from the term 'Aspie’ for awhile, and am wanting to
incorporate a broader theme to my writing. You might have noticed that I am
blogging about recipes, and other topics in addition to autism lately.

I still want to be an autism blogger, but I am feeling a little stale only writing
about autism related topics. | want to branch out, and pursue my other interests,
and thoughts about life in general. | toyed with the idea of opening up another
blog directed to my other interests, but | simply don't feel like I can keep up with
more than one at this time. | am having trouble keeping up with just one, to be
honest! As with most of us, my life is about more than just autism. My blog exists
to be a sort of electronic journal that | share with thousands of people. :) I am
sharing with all of you what it is like to be me, and what | think about life, and
most of all what | create. When | post a recipe that might capture a different
demographic those people get a little glimpse of the life of an autistic woman when
they visit my blog. I see it as a win-win.”.”®

Another blogger, who identifies herself as an autistic activist, and whose blog
is dedicated to promoting social change, uses her blog to explain autism to others
through her experiences; to present important aspects of the autistic experience; and
share different autistic persons experiences through posting interviews with other
individuals on the spectrum. She explains in my interview her decision to move away

from autism activism:

8 Shawna (2014). Inner Aspie is No More! Thoughts of an Introverted Matriarch, January 16,
2014.
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Autism played a HUGE part in my identity for about 6 years. | had to do this
so | could know myself inside and out. But here I am now in 2015 and though
autism will always be the lens through which | see, I am fully capable of
understanding how non-autistic people think and approach the world. Matter of
fact, | can emulate it. I can run an inner program of “Non-Autistic’” and navigate
the world while overwriting my own ““Autistic” approaches. Neither approach is
right or wrong, but on this earth, I think I will have much more success running a
“Non-Autistic” program to navigate and communicate with others in daily life.

Both bloggers cited here consider autism to be a major part of their identities,
and describe how they embrace their autistic identity. The incompatibility described
by the second blogger is situational. She moves on beyond autism because of the
circumstances that make it difficult to fulfill other identity needs if she ‘comes out’
as autistic in certain situations. Davidson and Henderson (2010) define a strategy
like hers as the ‘keeping safe’ repertoire. In this blogger’s case, she refrains from
disclosing her autistic identity in the professional setting through a rationale that
emphasizes the possible profound consequences it could have on her professional
life.

Three main constructs of the identity construction process and autistic
identity emerged from the analysis conducted in this study: autism diagnosis,
normality and autistic agency. Both autistic diagnosis and normality are central to
the process, and function as formative to the autistic identity. Autistic agency
emerged in the study to be at the core of autistic identity. The discussion that follows

examines each of these constructs.

6.3.  Autism Diagnosis
Most of the bloggers in this study were diagnosed as adults, and many cited

that receiving their diagnosis was a formative event as it provided an official title to
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different aspects of their life experiences and had a positive influence on their self-
perception.”
Having a name for this, seeing that it might all fit together, rather than being

a large collection of independently weird traits, helped me make sense of my life
and stop blaming myself and get on with the business of living.®

Many of the bloggers describe how they always knew they were different but
did not know how and why. The diagnosis played a dual role in their quest for the
autistic self: giving them a title that explains their experiences and at the same time
it provided them with a sense of belonging, as one of the bloggers described saying
diagnosis helped “finding my tribe”.

One of the interviewees describes at length his quest for the autistic self. He
describes how he started with self-diagnosis and later went on through an official
diagnosis procedure which, eventually, he did not feel the need to complete. The
blogger describes how he always knew he is different from others but didn’t know
why and looked for years for answers. The turning point for him was the
autobiographical book written by Donna Williams,®! where she describes what she
went through until she was officially diagnosed as autistic. In her book, Williams
provided a list of autistic characteristics and the interviewee found her description to
fit what he experienced. The book led him to look more for any material written by
autistic people on the Internet and to start his own blog.

The role of autism diagnosis is significant in the quest for self-acceptance.
Most of the bloggers in the study were diagnosed as adults, and some use part of the

blog to process the meaning of their diagnosis and its’ impact on their lives. These

% It is important to emphasize again that the this study focuses on the identity construction process
as

reflected in the blogs and in-depth interviews. Not all the interviewees experienced diagnosis as
a

positive experience.
80 Bev (2007). Giving Up. Square 8, September 1%, 2007.
81 Williams, D. (1992). Nobody Nowhere: The Extraordinary Autobiography of an Autistic Girl.
Doubleday, London.
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bloggers do not consider autism a disease and many of them declared that receiving
the diagnosis was a ‘defining moment’ in their quest for identity and self-acceptance.
The bloggers are aware of the fact that their perception of the autistic-self and the
discovery as a “big step towards understanding myself” is very different from the
common perceptions of autism and it plays a significant role in their identity

construction.

In writing about the diagnosis day celebration in her blog, one of the bloggers

says:
I’ve been lucky: No one’s used the information about how my brain works to enforce
tragedy on me. This does happen to autistic people (and other disabled people, let’s be

real) but remember: autism isn’t actually to blame for that. The people enforcing
tragedy are.””®

Autism diagnosis, official or not, provides labelling and explanations of
different behaviors and helps bloggers construct a more positive self-perception. The
diagnosis is described, both, in some of the blogs as well as in some of the interviews
as labelling something they always knew and leading eventually to some kind of
sense of self-acceptance. Here a blogger describes diagnosis day as her second
birthday:

I have seen some autistic adults who were diagnosed as adults celebrating their
diagnosis day as a sort of a second birthday. Well, this is my diagnosis day. One year

ago, | got confirmation, officially, from a licensed professional, that what I've
known/suspected for a long time really is the case. | actually am autistic.5

Hillary is not the only blogger that talks about diagnosis as a milestone in the
quest for the autistic self. Other bloggers described diagnosis as some type of closure,
an end of a quest to explain symptoms and behaviors that made them feel different

from others or, in more extreme cases, a sequence of misdiagnoses. For these

8 Hillary, A. (2014). Diagnosis Day. Yes, that Too, April 26, 2014.
8 Hillary A. (2013). Diagnosis Day. Yes, that Too. April 26, 2013.
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bloggers, this closure led to the ‘birth of a new identity’ or a step towards self-
acceptance.

Diagnosis as part of the social negotiation in autistic identity construction
reflects core values of the autistic community through the debate about the validity
of self-diagnosis and the potential consequences to the autistic community (Giles
and Newbold, 2011). The autistic community evolved around people that were
officially diagnosed as autistic together with people that were either self-diagnosed
and others that are defined as cousins in the autistic community.84

Brownlow (2010) studied negotiation of the label of autism among online
discussion groups of parents and professionals, and other discussion groups of AS
people. Her findings reveal that whereas AS people reject cure or normalizing, the
label leads to an emphasis on ‘normalizing’ through therapy for parents and
professionals. This study found diagnosis to play a formative role in identity

construction in addition to the rejection of normalcy.

6.4.  Autistic Agency

A big part of what was going on was that nobody knew me. I’ve always defined
myself mostly as my thoughts, which I’ve never found a way to express very well
or accurately, except through writing. I’m still not sure how other people define
the thing called “self”” or if most people think about it much. Maybe it’s one of
those things like eye contact and small talk, assumed not to need thinking about, |
don’t know.%

Agency emerged from the blogs as the core construct of autistic identity as
meaning and practice; central both in exploration of the autistic self and identity
negotiation with the social world. Throughout the blogs, blogger-authors discuss

conflicting perceptions of agency, many of which are embodied in social definitions

84 A cousin could be a person with ADHD, a person that was diagnosed with Tourette syndrome or
simply have ‘autistic traits’.
8 Bev (2008). The Meaning of the Word. Square 8. February 21, 2008.
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of normalcy and behavioral expectations that derive from the normal/abnormal

dichotomy.

Although the bloggers discuss different aspects of agency in their blogs, very
few refer to it as agency. Thus Brown is one of the extraordinary bloggers who
defines agency on a page she dedicates in her blog to definitions of terms she uses
frequently in her writing.8® Agency, she explains, is for her “the ability to make
independent decisions and act in one’s own best interests.” Brown’s definition of
agency reflects the motto of autistic activists around the world and emphasizes

autonomy and capability of individuals on the spectrum to make informed decision.

The motto “nothing about us without us” encapsulates the claim that
individuals on the spectrum are capable of independent thought and should be an
active, integral participant on any level of decisions relevant to their lives. The main
argument behind this demand is that many autistic people can express their needs
and their experiences and if they are less capable, one needs to try to listen to the
people involved or learn from other autistic people about their experiences and their
needs. Furthermore, many activists argue that inclusion of autistic people in
decision-making will lead to better accommodation and better inclusion of autistic
people in all aspects of social life.®’

Autistic activists claim that any decision made about individuals on the
spectrum needs to evolve from partnership with the autistic people themselves and
should be practiced at any level - be it in designing policy, intervention plans or at

the individual level. These deeper meanings of this motto is rooted in the

8 Autistic Hoya
87 Activist movements, such as ASAN (Autistic Self-Advocacy Network), claim that participation
of
individuals from the community should be empowered to control their lives. Activists from the
organization emphasize the importance of self-representation. They claim that professionals and
policy
makers should learn from their experiences about rights, accommodations and inclusion.
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conceptualization of agency and related to autistic identity both on the individual
level and on the communal level.

Ahearn (2001) claims that any definition of the term ‘agency’ affects the
perception of concepts like personhood, causality, actions and intentions. According
to the author, agency needs to be examined within social, cultural and political
contexts. One of the approaches to agency refers to this position as an expression of
“free will” (Ahearn, 2001).

Scholars and philosophers that define agency as free will assume that it
involves mental states of intentions, presence of the self, intentional control,
motivations and responsibility (Ahearn, 2011). Gomm (2009) defines agency as the
perception that “someone is the origin of his or her own actions because he or she is
able to make genuine choices” (Gomm, 2009, p. 8).

Similar to other neurological conditions, the medical model of autism
separates the self from the neurological condition (Weiner, 2011). In contrast, the
bloggers who participated in this study emphasize the connection between them.

Nolan and McBride (2015) refer to the normative ideal of the ‘lived body’ as
a semiotic site of struggle between the deficit-driven of the tragedy model and the
counter-narratives of neurodiversity (Nolan and McBride, 2015, p. 1069). The
tragedy model tends to separate the neurological condition from personhood, to
perceive patients as blameless for their condition and therefore not in a position to
take an active role in interventions and treatments. This stands in contrast to the
bloggers in this study who argue against such a perspective, and embrace their
neurology. In fact, they claim that the separation between the neurology and the self
in the tragedy model leads to abandonment of any ascription of self-conscious or
intentional behavior to individuals on the spectrum.

One blogger articulates this position clearly in her blog in response to a
journalist who wrote the following about autism in her column:

[...] any person, autistic or not, is a world of its” own. But because of difficulties in
communication and because of fundamental differences in the innate experiences, it is
very difficult to penetrate to the [personal] world of an autistic person. It is hard for
people that assume the existence of this inner world and try very hard to learn and to
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listen; it is impossible to do if to begin with one does not assume the existence of this
inner world or ignore it based on pseudo-scientific arguments.88

If this is the case, then the question is not about the existence of agency among
autistic people but, rather, what is the meaning of agency for the bloggers and what
is its” role in their self-perception and their autistic identity?

Another mental state the ‘free will” approach assumes regarding agency is
‘presence of self’. This mental state is very dominant in the blogs and manifest
implicitly or explicitly in discussions about self-awareness, mindfulness and
communication styles. Similar to Ahearn (2001), who criticizes the ‘free will’
approach for neglecting the sociocultural aspects of agency, the bloggers
intereviewed refer to various aspects that connect individual and social aspects of
agency.

One blogger, for example, analyzes the connection between self-awareness
and social-awareness within his autistic self. Self-awareness is an ongoing evolving
process that is related to the recognition of one’s own limitations. Social awareness
is related to the position of an individual in the social structure, the social roles that
result from it and interactions with surrounding people. This blogger opposes the
assumption held by many autism researchers, who act through the biomedical
approach, that the lack of social awareness among individuals on the spectrum
indicates their self-awareness is also deficient. In his case, he claims, social
awareness is low and disconnected from his self-awareness. On the other hand,
because he lacks the intuitive mechanism of social awareness, his self-awareness is
highly developed and his actions are characterized with ‘intentional control’.

‘Intentional control’ is another state mentioned by Ahearn (2001) as part of
the “free will” approach to agency. Giddens (1991) claims that reflexivity to the self

includes “observation of bodily experience” (Giddens, 1991, p. 77). Such reflexivity

8 Shelly (2007). Associations on a Parrot: A comment to Neri Livne’s Column in Ha’aretz
Newspaper.
Somewhere Over the Rainbow, July 26 2007.
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includes, according to Giddens, awareness to bodily actions like breathing, as in
“how am | breathing?” (p. 77). The blogger’s description of his self-awareness refers
to what Giddens described, as his self-awareness includes reflexivity of any bodily
actions like taking a cup off the table or walking.

Awareness of the body also includes conscious monitoring of sensory input
from the environment. Many of the bloggers talk about their sensory processing and
the difficulties they face. One interviewee describes his tremendous sensory
sensitivity®® and how it affects the way he experiences the world:

A: Autism is a particle in my cosmic definition.

Q: Tell me about the autistic particle.

A: The autistic particle is my sensitivity particle.

Q: Does the autistic particle affect the way you perceive the world?

A: Off course! | feel sensory and emotional pain!

Q: Do you mean that the emphasis is on the physiological aspect?

A: It is the origin. I totally live on a knife-edge®.

Q: What do you mean by that?

A: As | live my life, I am the lamb, the sacrificial offering, | am Isaac, | am
Abraham.

Another misconception about the ‘presence of self” among individuals on the
spectrum is manifest in the gap between the perception of the self as present (or
absent) and communication styles.  Autistic people are characterized by
communication difficulties or different communication styles, as many in the autistic

community refer to it. This view can be attributed, too, to the dominant biomedical

approach which characterizes communication deficiencies as one of the two defiant

8 In the long hours we spent talking, | witnessed his sensory sensitivities. One incident was
especially insightful into his great sensitivity: We were at a café, with his mother and grandmother,
conducting the interview. Suddenly the interviewee started rocking and covering his ears, and only
few seconds later the rest of us were able to hear an alarm siren from a nearby motorbike. The
ability to hear the alarm before the rest of us and the degree of his sensitivity to the noise were
evident from his responses. Every sensory stimulation, such as the bike alarm, is very intense for the
interviewee and accompanied by physical pain.

% The interviewee used a connotation taken from the bible. When | asked him to explain the term
‘knife-edge’ and for his help in translating it from Hebrew into English, he responded: on the edge
of Ma’akhélet, knife for sacrificial slaughtering, mentioned in the story of The Sacrifice of Isaac in
the Bible’s book of Genesis Chapter 22.
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problems autistic people face across the spectrum. Common stereotypes of autistic
people refer to them as “trapped in their own world’ or describe them as living in a
‘bubble’.

In contrast, the bloggers in this study oppose such misconceptions, claiming
that a variety of types of communication exist that extend beyond the spoken/written
language as communication tools (also Seidmann and Pang, 2013). One blogger

explains the misconceptions about autistic communication as follows:

Every. Single. Person... can communicate. There are absolutely no prerequisites
a person must meet to be ready to communicate with those around him.

This comes down to presuming competence. | have met too many autistic adults to
keep count who were assumed to lack intelligence and have no ability to communicate
for years, and sometimes decades. Their minds are fully intact, and they yearn for a
way to show what they know.

For some, autism is not so much a difference in cognitive experience as it is a
motor impairment. For these individuals, their brilliant minds take everything in...
but their bodies do not obey their minds, so they do not have a means of showing us
what they know.

This blogger’s explanation emphasizes the versatility among autistic people and the
need to observe and be open, not to the question of WHY a person communicates
differently (or assume non-communication), but rather to focus on the possible ways
an individual DOES communicate. For example, Baggs (2007), in her highly viewed
YouTube video In My Language,® exposes the viewer to different ways to
communicate with the environment. Her natural way to communicate, she claims, is
considered as non-language by the NT mainstream world, and non-language leads to

the definition of non-personhood for individuals like her.

Sonja (2015), in discussing digital storytelling, focuses on the connection

between subjectivity and agency, and use of these notions. She asks: “Who, for

% Wayman, 2014. Buts and Rebuts. Autistic Speaks, June, 19, 2014
92 https://www.youtube.com/watch?v=JnylIM1hiI2jc
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example, gets to become subjects, and what becomes of those excluded from such
constructions?” (Nicholson, 1995: p. 5, cited by Sonja, 2015: p. 48).

Returning to Baggs’s arguments, the perception of ‘non-language’ as ‘non-
communication” excludes people like her from the mainstream NT world and denies
the existence of autistic agency. Mead (1938) differentiates between the “Me” and
the “I” in his analysis of the self and claims that the “I” is the internal experience of
the self “and exists prior to language” (Hitlin and Elder, 2007, p. 178). Mead’s

definition of the makes the ‘non-language’ described by Baggs and different

types of communication as valid parts of the self.

These bloggers’ arguments reflect different constructs of autistic agency and
the challenges that NT perceptions pose to their understanding of personhood,
autistic self-awareness and the autistic self. These arguments lead to the socio-
cultural dimension of agency that reflects the negotiation of the autistic self with the
social world. Giddens (1991) connects between the socio-cultural processes of

agency and between the bodily presentations of the individual.

Stimming: An Insightful Case Study: The concept of ‘stimming’ emerged
from the data as central to the blogger’s perception of autistic agency, as it challenges
NT behavioral norms. Forshaw (2013) captured the essence of this claim in the title
of her essay “I Stim, Therefore |1 am”,% as does Hillary (2014) in the following

statement:

When | stim openly, in public (as | will also do, this Autistic Pride Day), that is an
expression of my pride, that 1 am proud of who I am.%
The term ‘stimming’ refers to repetitive self-stimulation behaviors that are
perceived to be uncontrolled and abnormal by professionals and NT viewers. Indeed,

the diagnostic criteria for autism as published in the latest version of DSM-5 include

% Forshaw, A. (2013). | Stim, Therefore | Am”. Married, with Asperger’s. October 14, 2013.
%_Hillary, A. (2014). Failure. Yes, that Too, June 18, 2014.
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repetitive patterns of behavior as part of what characterizes individuals on the
spectrum. According to the DSM-5, frequent appearance of the repetitive behavior
interferes with functioning in variety of contexts and should be taken into account in
classification of a person as high or low functioning.

The connection between the body and the sense of self is discussed
pervasively by the bloggers. They explain their sensory processing and talk about
physical difficulties in different situations. Social theorists argue that
conceptualizations of agency reflect assumptions about “personhood, causality,
action and intention” (Ahearn, 2001, p. 112).

Giddens (1991) positions agency at the intersection of the self and others
claiming that agency is at one and the same time dependent on personal control over
the body and others’ perceptions of the individual as a competent agent.
Furthermore, control over the body is central to agentive self-perception as one is

expected to have bodily control, as Giddens (1991: p. 56) observed:

Routine control of the body is integral to the very nature both of agency and of being
accepted (trusted) by others as competent.” (Giddens, 1991, 57). “Lapses in bodily
control’ should be avoided or ““... signal to others by gestures or exclamations that
there is nothing ‘wrong’ if such events should occur” (ibid, p. 56).

The deficit driven language of the medical model affects the perception of
agency among individuals on the spectrum, and many of the bloggers describe how
attempts to normalize them include interventions aimed to eliminate behaviors
considered lapses of bodily control. ‘Stimming’ is an example of behaviors that may
be interpreted as “lapses” that affect the perception of autistic people as agents.
Treatments originated from the biomedical approach that aim to normalize autistic
behaviors strongly discourage stimming-related behaviors.

Many of the bloggers claim that these social expectations of normative
behavior are embedded in cultural assumptions about normality and they challenge
these expectations:

Society judges your actions. It needn’t even be a majority verdict to cause shame.
But if it is so negative — harmful in some cases — to the individual what purpose
does it serve? Presumably there is some benefit to society, to the population as a
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whole. A way to coerce, a punishment to force members of that society to conform.
I know: I’ve felt ashamed of my differences at times, of the way | failed to fit in. Of
flapping and other obvious stims. Hmm. That’s a pretty big downside: making
someone ashamed of harmless, natural behaviors just because it makes other
people feel uncomfortable or embarrassed. Because shame doesn’t care whether
the act is deliberate or accidental, helpful or harmful, right or wrong.®®

Although it may seem dysfunctional and uncontrolled to outsiders, and while
many in the autistic community learned ways to hide them so as to ‘appear normal’,
they advocate against treatments that aim to eliminate stimming. Stimming, one
blogger claims, is not unique to individuals on the spectrum and can be observed
among NT people. In a post about stimming she describes:

Chirping, rocking, tapping, facial contortions, growling, pacing, odd finger
movements. These are so much worse than the things "normal™ people do like

throat clearing, jangling keys and that lovely sound some people like to make
with chewing gum.®

Researchers have concluded that self-stimulating behaviors serve important
functions of self-regulation for autistic people, and any attempt to eliminate these
behaviors will cause more harm than good (Amundson, 2000; Seidmann and Pang,
2013; Sinclair, 1993; Sinclair, 2010). The bloggers talk about stimming. They talk
about the type of behaviors they practice when they stim, about the different
functions of stimming, and about the reactions of NT’s to stimming behaviors.
While, on the one hand, what the NT deficit-driven language refers to as rigid
repetitive behaviors, which they try to eliminate, bloggers describe as functional. In
the bloggers’ view, self-stimulation behaviors help regulate emotions, sensory
stimulations, social situations and even aid concentration, at school for example.
Attempts like these reflects the NT tendency to see stimming as rigid and random,

claims one of the bloggers, as she says:

% Forshaw, A. (2013). Why I Feel Ashamed? Married, with Asperger’s. September, 17, 2013.
% Bev (2007). Eight Things | Do that are Getting on Some Peoples Nerves. Square 8, May 17,
2007.
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Oh yah, comments so far including folks saying "huh, never realized that" kinds of stuff
about the sitting still and not stimming taking the energy we could use for learning.
And needing to learn to understand our body language rather than assuming we have
none or assuming it'll be like neurotypical body language.®’

Nolan and McBride (2015) claim that the dominance of the medical and
institutional in the discursive process that construct the deficit-driven language is a
semiotic process. Semiosis is defined as “the process of signification in language and
literature”®® or as “a process in which something functions as a sign to an
organism”.®® Within this framework, the bodily and sensory utterances of stimming
can be treated as texts and each stim can function as cultural practice or a language.
Thus, according to one of the bloggers, stimming is a type of language that differs
from the familiar word-based communication. In a post dedicated to languages, the

blogger explains:

Anyhow, the language with which 1 interact with my environment, mostly when
alone, is yet another means of interpreting the world. You might know this language as
“stimming.” 1 flap, I tap, I spin, I flick, I hum, I repeat, and | watch. This language is
a means of communication (aha! Once again, communication = two way street, in
which I perform an action to elicit a response from my environment and adjust my
reaction accordingly) with my environment.*®

In focusing on sensory processing among autistic people, Nolan and McBride
claim that social and institutional mechanisms affect the interpretation of sensory
information and detach the person from the direct sensory experience as a source of
knowledge. The tendency to pathologize direct sensory experience is according to
the authors the “theft of embodied sensory experience represents a denial of their
very being” (Nolan and McBride, 2015, p. 1073). The authors conceptualize

stimming as “nonverbal complex semiosis that constitute sensory utterances of

% Hillary, A. (2014). "Live" Blog of My Presentation to the Five Project. Yes, that Too, November
23, 2014.

% Oxford Dictionary (https://en.oxforddictionaries.com/definition/semiosis )

% Merriam-Webster (https://www.merriam-webster.com/dictionary/semiosis )

100 wWayman (2011). Midnight Musings: Language. Autistic Speaks, September 15, 2011.
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autism” and claim that the body and the bodily sensory apparatus function

simultaneously as the index and the sign system (Nolan and McBride, 2015, p. 1075).

Nolan and McBride do indeed take it a step further and talk about stimming
as the ”language of autism”. NT discourse separates sensory knowledge from
common practices used to express feelings, emotions and communicative utterances.
In doing so, NT discourse does not acknowledge that utterances such as stimming
are natural and normative to autistic people.

In comparison, Davidson (2008) uses the term ‘language games’ to describe
the uses and activities around language that connect “communication with actual
social and spatial project and circumstances.” (Davidson, 2008, p. 794). Such
”language games” play a significant role in the construction of the autistic cultural
identity as well as the individual autistic identity. Whether one agrees with the
meaning of the terms or debates them, language games do seem to play a role in the
autistic self-identification. Furthermore, the concept shifts the focus from normative
and deficit-driven discourse about communication to a more open view of
communication that can include less traditional utterances.

Parallel to claiming that the NT approach to stimming is rooted in socio-
cultural assumptions about normality, some bloggers talk about stimming as a
cultural expression of the autistic culture. The cultural meaning of stimming emerges
in bloggers discussions of NT assumptions about normal function and the
expectation to eliminate behaviors that are considered to be abnormal or
uncontrolled. One blogger dedicated a post to the value and functionality of
stimming. In her post, she describes stimming as an expression of culture. She says:

It is always an occasion of joy to see another autistic person behaving autistically.

It’s like finding a long-lost family member in a foreign country, the instant sense of

recognition and fellowship. More than that, it’s a powerful affirmation of survival in a
world determined to extinguish any hint of difference. I’'ve had meaningful and
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wordless conversations in unexpected places which are among my happiest
memories. %

In summary, stimming challenges NT behavioral norms (Nolan and McBride,
2015). As accepted behavior, stimming is part of autistic culture and some bloggers
encourage their followers to tell others about their stimming behaviors or to engage
in collaborative projects to creatge separate blogs or websites dedicated to stimming.
For example, a blogger wrote about a collaborative project initiated by another
blogger and encouraged the followers from the spectrum to contribute examples
from their experiences. This call produced 1721 comments, all dedicated to the list.
In another project, one of the bloggers in this research project created a collaborative
blog dedicated to stimming and invited people on the spectrum to submit their
definitions of stimming. In addition to defining stimming, followers are invited to
ask questions about stimming, ask advice about exchanging different types of

stimming behaviors; to post music or lyrics they enjoy as they stim.

Discussion about the cultural meaning of stimming for the bloggers, which
is also central to their perception of autistic agency, leads us to present third main
construct that emerged from the blogs and interview: the concept of normality.

6.5. Normality

...it was really a time for reflection on all that had happened and giving myself
permission to drop my fierce determination to mimic the so called ‘normality’ of
others. | realised it was ok for me to be open about the challenges | had, to talk
about them, that it wasn’t something shameful or dirty.%

Bloggers’ stances in regard to stimming are deeply rooted in claims raised by
the neurodiversity movement regarding NT assumptions about normality and cure.

Fundamentally, autistic identity is constructed partly through challenging the NT

101 Bev (2007). The Stimming Life. Square 8, July 14, 2007.
102 williams, D. (2007). The Dietary Wheelchair; Autism and Dietary Interventions. Donna
Williams Blog, July 26 2007.
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perception of normalcy, and adopting a proud, non-apologetic identity. In principle,
the neurodiversity movement rejects the concept of normalcy as it reflects
mainstream assumptions of right and wrong, normal versus pathological (Fenton and
Krahn, 2007; Gannon 2007; Jaarsma and Welin 2012; Kapp, Gillespie-Lynch, Sherman and
Hutman 2013; Orsini and Smith 2013; Ortega, 2009; Seidmann and Pang, 2013).

The biomedical approach defines autism as a disorder and the different
interventions that originate from this approach put “normalizing” the autistic person
as their main goal. As one of the bloggers said in one of his posts about these

intervention methods:

The bottom line is that [all treatment approaches] share the same goal: to maximize
the autistic person’s potential, meaning bringing him to be as close as possible to the
‘normative person’,1%3

Although normality is discussed by some bloggers as part of their individual
quest, while others focus more on activist writing and aim for a wider social change,
normality emerges as one of the center pieces in identity negotiation, on both the
individual and social levels. The bloggers talk about the social assumptions and
expectations to follow the rules about ‘right’ and ‘wrong’ ‘appearances’ that are
embedded in information as well as sensory processing, communication styles and

codes of behaviors.

I don’t think we realise how we replaced moralism with freedom then with the
glass prison of voyerism as normality. One is no longer allowed to be solitary or
dislike attention without being pathologised for it, needing a kind of ‘doctor’s note’
to justify one’s DIFFERENTNESS in a world with an ever narrower bunch of
accepted guidelines on what’s ‘normal’ which are the greatest social myth of our
time. 104

103 Gil, R. (2008). The Social Approach to Treating Autism or the Social Approach to autism — A
Dissonance? Asparagus Soup Without Recipe, July 4, 2008.

104 williams, D. (2007). Answering to a commenter to blog post: A New Refrigerator Mother?
Mom, What’s in the Fridge? Donna Williams blog, January 19, 2007.
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These bloggers perceive the expectations to adopt NT sets of skills as contra-
dicting autistic nature and, accordingly, any attempt to ‘train’ them to adapt so-called
normalized behavior damages them. Indeed, in discussing the ‘normalization’
process through skills training for autistic people, one blogger explained that doing
so is like forcing cats to become dogs through the right training.

Another blogger posted a story told by his wife who defines herself as a
‘cousin’. In the posting, she presents similar experiences to the ones described by
the blogger and makes a clear connection to the identity construction process. This
narrative describes the life story of difference and normalization, “of a ‘square’

trying for years to become a “circle’”. The discovery of other “squares’ in the world
helped the storyteller understand that the same characteristics that make her a
‘square’, in which she tried to hide, were exactly the ones that make her unique. By
the time she arrived at this realization, many pieces from the square were “cut off’
and she could no longer be the square she used to be. The revelation of other
‘squares’ led the storyteller to go back to some of those characteristics she put aside
in the past with the hope to one day re-discover her identity and belong to a world
that accept everybody, regardless of their shape.

The normalization process discussed by the bloggers comes from the outside
world through social pressure and intervention techniques, but also comes from
within due to socialization. Many of the bloggers discuss the damage caused by the
‘normalization’ process and by the emphasis on “non-autistic appearance”. Wayman

describes what eye contact and socializing ‘the normal way’ is experienced by her:

Why are those traits so sought-after that we destroy our kids to attain them? We
tell them to force themselves to make eye contact, even if it means they can’t listen at
the same time, and even if it’s painful. We tell them to ““love what you love... just love
it less,” quashing their passions and possibly their futures, since passions often lead
to work for autistic people. We force them to socialize the “normal” way... no matter
how grossly twisted normal socialization is in our society. We tell them that it’s better
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to fit in than with everyone else and wonder about your identity than it is to be who
you are and love yourself for it.'®

Normalcy is very central to the bloggers’ perception of the self and as part of
the social aspects of the autistic identity construction. From these perspectives,
‘normal’ is about rejection and acceptance, conflicting expectations and appearance
versus ‘the real me’. Expressions such as ”acting normal”, “appear normal’ recurring
bloggers’ discussions about the social meaning of normality and the heavy price they
need to pay for appearing “non-autistic”. “Passing normal” means adopting some of
NT mannerisms and hiding the autistic self.

Some bloggers learned how to hide their autistic traits but they all claim it’s

exhausting and comes with a great price, as one blogger wrote:

Some people do, however, claim that it is possible to "recover” from Autism;
these people are usually professionals who work with Autistic children and adults.
Other people prefer to discuss "passing,” in which an Autistic person has learned
how to appear more non-Autistic, thus "passing” for normal. The concept of
"recovery" generates more controversy than the concept of "passing™.1%

“Looking normal” means finding a way to look at someone’s face so are to
appear that they maintain eye contact. So, it’s about avoiding movement that may
appear unusual or uncontrolled to NT mainstream eyes. The expectation to “look
normal” reflects the fear of ‘otherness’, as explained one of the interviewees:

[They] try to train me because they are afraid of the stereotype. That’s the
reason. [They] are simply afraid of the stereotype. [They are] afraid that the
difference will show. Because once you see the difference, it leads to a stereotype
and to a negative reaction.... Stereotype is the only thing I keep an eye contact with.
Whenever | see a stereotype | look at it in the eyes and say: "go away!’

105 Wayman, L. (2014). Buts and Rebuts. Autistic Speaks, June 19, 2014.
1% Brown L., Autism FAQ, Autistic Hoya .
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Normativity v. normalcy: In discussing, further, the meaning of normality
in autistic identity construction we need to distinguish between two related concepts:
normalcy and normativity. Normativity refers to social codes of behavior; while
normalcy refers to assumptions of what is considered to be normal behavior (i.e.
what is normal communication; what is normal social interaction). The process of
identity construction among the bloggers goes through observing and reflecting on
what is right (‘normal’) for them as autistic individuals. Negotiation with the social
world goes through negotiating with the NT world in parallel with negotiating with
the social world of the autistic community. Some bloggers do it explicitly, others do
it more implicitly.

One blogger who self-identifies as an autistic activist, in which she views
blog openly as an arena for her activism and self-advocacy, clearly expresses her
view about NT expectations regarding what is “the right behavior” and about
“normality” as follows:

You see, I'm one of those Bad Autistics who doesn't sit down and shut up when
the non-autistic parents and "experts" and researchers are talking. | don't go along
with what you're saying because you're asking me to be good and play nice. | won't
be your token so you get to say you included "self-advocate perspectives” when
what you really mean is having me there for photo-ops or a good, long self-
narrating zoo exhibit session. I'll say what needs to be said and I'll do what needs
to be done, and I'll do it on my own terms, thank you very much. Because when

what you want is compliance and normalcy and passing all the time just so you
won't have to stare my autism in the face, to hell with that.'%

Another blogger who cares dearly about autistic activism and autistic
people’s rights, uses more personal writing styles and shares with the bloggers the
process she went through in her quest for the autistic self. She writes about different
aspects of autism through her experiences as an autistic adult and through the

experiences of her children, two of whom are on the spectrum as well. She writes:

107 Brown, L. (2013). Annoying. Autistic Hoya, January 25, 2013.
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| talk about these things like they're really not all that special, because in my
life, they're not. In my eyes, my boys, and | are who we are. We are normal for
us. We're not awesome. We're just us. | view autism, and other 'disabilities’ ... as
just another part of the human existence. We are just another person. Different is
just another way of being... There is a certain quiet comfort with my family that
others notice when they're around us. | think it's a cool confidence in owning who
we are. 10

Towards Conceptualizing Autistic Identity Processes

The main constructs of autistic identity that emerged from the blogs and
which are central to the construction process are their diagnosis as autistic, the
concept of agency and their complex relationships with the perception of normalcy.
Swann and Bosson (2008) claim that identity guides actions and behaviors, and
identity negotiation aims to achieve and maintain a stable sense of self. The authors
identified three identity-related needs that may play in the identity negotiation
process: agency (feelings of autonomy and competence); communication (feelings
of belonging and interpersonal connectedness) and psychological coherence (feeling
of regularity, predictability and control) (Swann and Bosson, 2008, p. 452). The
constructs that emerged from the blogs and interviews embed these needs and play
a significant role in the identity construction process.

Agency is central to autistic identity through embedding assumptions about
normality, self-perceptions of agentic capacity (or self-efficacy) and the negotiation
of identity with the social world. Self-efficacy includes the ability to estimate
operative capabilities and affects behaviors, thought patterns and emotional reactions
(Bandura, 1982). Psychological theories emphasize agency as competency and see
the individual as the source of one’s actions. Sociology sees agency as affected by
social structures, social forces or culture (Gomm, 2009).

108 Shawna, (2013). Inner #Aspie Celebrates '1000 Ausome Things' #Autismpositivity2013.
Thoughts of an Introverted Matriarch (Inner Aspie), April 30, 2013.
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Hitlin and Elder (2007) reject the use of “agency” when there is a vague sense
of human freedom and under-emphasis of the connection between agency and the
“self”. Instead, the authors differentiate between four types of agency: existential,
pragmatic, identity and life course. Existential agency emphasizes elements of free
will as self-efficacy (belief in one’s capacity), which involves defying social dictates;
pragmatic agency focuses on the ability to innovate in routines breakdown; identity
agency refers to the personal autonomy and the ability to act according to social
expectations; and life course agency is the ability to perform retrospective analysis
of decisions made in the past (Hitlin and Elder, 2007, p. 171-176).

This typology of agencies offered by Hitlin and Elder (2007) can help explain
important aspects of autistic agency and construction of the autistic self. For
example, existential agency can explain the process of rejecting NT discourse based
on assumptions of normality, as well as the alternative they adopt of “agency of
difference”. “Identity agency” can explain bloggers’ discussions about the need to
focus more on strengths and their perception of autonomy and autistic voice.

Communication as a category of needs that play a role in identity construction
is reflected through two dimensions. Swan and Bosson (2008) refer to
communication as a sense of belonging and interpersonal connectedness. The
diagnosis emerged as playing the role that leads beyond labelling to the sense of
belonging. Bloggers refer to this in terms of “finding their tribe”. The second
dimension of communication is reflected in the relational practice of blogging
(Schmidt, 2007) as reflected in the blog space and the use of codes to actively create
that sense of belonging.

Complex relationships with normalcy embed in psychological coherence the
need that plays a role in the identity construction process (Swan and Bosson, 2008).
The bloggers talk about the need for regularity and control and challenge the NT
perceptions of regularity and control through debating NT normalcy and reaffirming
autistic difference.
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CHAPTER 7

CONCLUSION

The need to adapt to the NT world involves emotional difficulties that result from
perceiving the autistic self as wrong. | felt | needed to delete my autistic part and to
supress myself. This brings you to very difficult places of self-hatred. And then when
I found out about ACI and the autistic community that created self-maintained
environment that accommodates autistic needs, [only] then | understood that it is good
and it’s legitimate to be autistic... one can nurture and enrich this special place and |
can develop myself ... understand myself and read what other autistic people wrote. |
understand myself much better and it makes it easier for me (Markowitz, 2016).1%°

The goal of this research project was to explore autistic identity among
bloggers on the spectrum. The guiding research questions dealt with the following
topics: the blog as personal space and use of the blog for identity construction;
meaning of autistic identity for bloggers; and, the main constructs of autistic identity
among individuals on the spectrum. The first part of this concluding chapter will
discuss the key research findings, followed by citing limitations of this research
project and potential future studies.

Prior to this discussion, we begin here by reminding ourselves of two key
operative assumptions. First, our working assumption is that the identity construction
process occurs simultaneously through an exploration of the self and negotiation with
the social world. Anneke (2003) distinguishes between identity, identification and
negotiation. While ’identity’, she claims, refers to the natural development of identity
(e.g., gender identity), ‘identification’ is the outcome of the identity construction
process. The process part of this assumption is critical in the research reported here.
For example, most of the bloggers were diagnosed as adults, following their living
with undiagnosed autism conditions for a substantial period of time. Furthermore,

among those diagnosed earlier, only one knew he was autistic since he was diagnosed

109 Assaf Markowitz, radio show interview, December 2, 2016.
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at age five. If we look at Anneke’s definitions, those who were diagnosed late did not
have the opportunity to go through the ‘identity construction’ process at an early stage.

Second, the label ‘autistic’ is for the bloggers part of the identification
construction process. Here, too, Anneke’s research (2003) is illuminating as her
claims serve to explain a deeper process in identification that occurs as bloggers
reject ‘autism-as-disorder’ (person-first language - person with autism) and embrace
‘autism-as-difference’. Blogs, we learned in this study, play an important part in this
process, as we see the bloggers explore their autistic self and negotiate meanings
with the social worlds - both inwardly within the autistic community and outwardly
with the NT world.

7.1.  Key Findings
Identification Process

This study found that blogging practices facilitate identity management and
self-presentation.!® The self-presentation of the bloggers (e.g., | am autistic), their
beliefs and values (autism as difference, autism as inseparable from their identity
and the way they view the world) and their personal history (writing about
experiences or memories) are all part of the meaning-making process of
identification.

The act of blogging as a communicative act allows the bloggers to process
experiences and different aspects of their reality on the personal level as well as the
social and cultural levels. Bloggers are very aware that their blogs are public, as
reflected in their blog’s goal and writings.

The bloggers talk about autism through their own experiences and use them
as a platform to share their understanding of “the bigger picture’. Their selective self-
presentation is reflected in their choice of the amount of exposure. They do not try

to generalize about all autistic people, and the way they write about their personal

110 See also Schmidt (2007).
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experiences is affected by a wider shared value of individuals in the autistic
community to avoid being a ‘self-narrating zoo exhibit’. Indeed, the blog is a
personal autistic space that allows the bloggers to construct their personal identity
and the sense of belonging.

Blog Technologies Facilitate Identification

Key findings that emerged from the structural analysis of the blogs provided
us with a view into the autistic space as well as the ways bloggers manage their
identity and practice self-presentation.

Generally, we know that the Internet provides both tools and platforms that
enable users to express themselves and create cultural texts (Jenkins, 2006; Jenkins,
Ford and Green, 2013). The bloggers who participated in this study decided to rely,
for the most part, on text-based communication. This can be explained by their
specific communication styles and sociality, as the technological environment of the
blog provides the bloggers with affordances of reduced cues and asynchronous
communication that enable them to have more control over the communication
process as well as the identification process.

Like Morioka, Ellison and Brown (2016), this study found that social media
affordances play an important role in ‘identity work’ among individuals with
disabilities. In particular, the research found that social affordances and a reduced
cues environment facilitate communication of messages. The asynchronous
communicative environment of the blog, the ability to edit their texts - without
distractions of conversational flow and reduced non-verbal cues accommodate these
autistic bloggers’ communicative needs.

The bloggers use of shared terminologies and forms of self-identification is
identifiable through acceptance or rejection of key terms related, for example, to
identity-first language. Their use of idiosyncratic expressions is conveyed through
the use of blogging practices that utilize social media affordances to create symbols

and to use them for the creation of distinctive language (like Aspie, Autie or
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stimming), shared values and ideas (such as, identity first language and ideas behind
neurodiversity).

The role of the Internet in the evolution of autistic identity can be explained
through the connection between technology and the user, which has potential
implications for social change and emergence of social groups that have proven, in
this study, to be capable of expressing their voice through the Internet.

While this research project focuses on individual autistic identity, this cannot
be examined without referring to the broader socio-cultural processes in which
autistic identity is embedded. Due to our specific focus on the use of blogs, we turn
to the work of two communication theorists to gain a glimpse into the inter-relations
between personal communication and social - cultural change.

Castells (2010) work is insightful for understanding how identities and the
identification process evolve in networked society as sources of meaning and
experiences for people. Castells claims that networked society is characterized by
greater accessibility to information and other people. This accessibility leads to
changes at individual, communal and societal levels. Autistic culture emphasizes the
individual, yet cherishes the value of collective individualism, inclusion, celebration
of neurodiversity and acceptance of all human beings. Autistic identity is a result of
constructing positive perception of the self. Autistic identity is a result of an ongoing,
dynamic and complex construction which involves, indeed is a product of,
communicating with others, or what Jenkins refers to as participatory culture.

Participatory culture is the result of the connection between the technology
of the Internet and the end-users. In participatory culture, users such as bloggers can
produce content and take part in publicly negotiating their identity through creating
and reaffirming shared values of the autistic ‘speech community’ (Carey, 1997).
Carey provides the theoretical foundation to understand the connections between

media technology and between social and cultural processes:

Such communities can be identified with the following characteristics: a body of
acceptable utterances; a common terminology of motives, explanations, and accounts;
a distinct if not idiosyncratic expressive style in speech, writing, and other modes of
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communication; a special vocabulary including an argot; and a specific social focus. In
each community there are norms of conduct, values, prestige ladders, and a common
outlook toward life. Shared perspectives, in other words, arise through common
communication channels [...]” (ibid, p. 135).

Carey’s view can explain the connection between technology and the rise of
the distinctive identity of autistic people. The blogs provide autistic bloggers with
spaces to express themselves and to take an active role in the communication process
through which they explore their autistic selves and negotiate their identity with the
social world. Carey claims that media technologies are used in the creation of
distinctive cultures for marginalized groups in society with shared ideology.
Specialized media promote the distinctive identity through use of collective symbols
that transcend space, time and culture. His definition of speech communities and the
role of technology in their evolution provides the theoretical framework to explain
the personal space of the blogs (“common communication channels™) as cultural
texts that contribute to the evolution of the autistic community as a speech
community of a marginalized group. Such technological developments provided the

infrastructure for the emergence of distinctive autistic identity.

Autistic Identity Construction

Three key findings emerged from textual analysis of the blogs and interviews
that provide us with insight into the identity construction process. The bloggers
construct their autistic self through exploring the autistic experience and identifying
the main constructs of their identity. The constructs which emerged from the data

analysis were diagnosis as a formative event, normalcy and agency.

Diagnosis

Diagnosis was identified as a formative event for most of the bloggers.
Receiving the diagnosis played dual roles: it provided a title and explanations to
their life experiences; and at the same time a sense of belonging. Many of the
bloggers described diagnosis as a defining moment that for some bloggers initiated
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quest for the autistic self and for others it labeled what they always knew and allowed
them to gain self-acceptance.

Diagnosis plays big part in social negotiation and reflects core values of the
autistic community. This is reflected in acceptance of self-diagnosed people to be
community members together with others who share some of the symptoms

(Cousins) who, too, are to be welcomed to the community.

Normalcy

Normalcy is central to negotiation of autistic identity in the social world,
particularly as an expression of resistance as bloggers claim that the assumptions of
normalcy reflect the deficiency-driven approach towards autism (n. b., see end of
discussion of agency below). We recall that the attempt of the NT world to try to
‘normalize’ individuals on the spectrum, through teaching them how to imitate
presumed normative behaviors, socialize their self-perception and send a message
that normalcy is a goal in and of itself.

Sinclair (1993) talks about giving up shared meanings about normalcy and
opening the door to new meanings that evolve. Morioka, Ellison and Brown (2016)
distinguish between ‘identity play’ (identity exploration) and ‘identity work’
(identity reaffirmation). In the process of identity work, people use affordances of
social networks that enable selective self-presentation and asynchronistic
communication. The dialectic process in their negotiation with normalcy reflects
both concepts: their discussions about autism as integral part of their identity is part
of the process of ‘identity play’. Their rejection of the NT perception of normalcy,
as reflected in their celebration of stimming as an important mechanism, is part of
reaffirming the autistic identity (‘identity work’). Thus, blogging provides users the
opportunity to refer to aspects of their identity through describing their experiences.

In this way blogging enables individuals to negotiate and construct identities.
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Agency

Agency was found to be fundamental to both autistic identity and its
development. The concept of agency is a key factor in negotiating with the social
world that leads to self-acceptance. Although very few of the bloggers refer directly
to the concept of agency, they describe situations and needs that are relevant to the
creation of the appropriate conditions that enable them to exercise their agency.

The results of the analysis conducted demonstrate that in order to enable
autistic people to practice agency, some necessary conditions need to be fulfilled:

1. Acknowledging the possible existence of multiple agencies leads to change
in perception of agency;

2. Creating appropriate accommodations that will enable them to exercise their
agency;

3. Using technology to facilitate communication and enable self-expression.

Fulfillment of necessary conditions and creation of sufficient conditions may
lead to a more flexible perception of normalcy, and change from perceiving autistic
agency as non-existent or deficient to a valid type of ‘agency of difference’. An
autistic culture that celebrates difference and neurodiversity will foster cultural
norms and rituals that accommodate the specific needs of the individuals in the
culture. In this process, the social worlds, both NT and non-NT, are central to the
construction of a positive autistic identity, development of a sense of belonging as
well as the confirmation bloggers receive from other individuals on the spectrum.
This confirmation is achieved through reading other individuals’ accounts about
their own experiences, difficulties and emotions, as well as through direct dialogue
with their readers.

Agency Leading to Resistance: Branscombe, Shmitt and Harvey (1999)
proposed the ‘rejection-identification model’ that can be used to explain the identity
construction process of autistic identity as an identity of resistance. In their model,
sense of rejection affects self-perception and can lead individuals to identify with

specific groups that are stigmatized and marginalized.
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The results of the study reported here indicate that individual autistic
identities are constructed through a dialectical process that goes through rejection of
fundamental assumptions about normalcy and agency, adoption of the perception of
‘autism as difference’ and acceptance of the autistic self. Self-acceptance involves
adopting autism as an integral part of their autistic selves and involvement in cultural
discourse among members in the autistic community.

Castells (2010) talks about identities as organizing meanings and presents a
typology of three different communal identities that characterize the networked
society. The data analysis reveals clear indications that autistic identity on the
communal level is a type of Identity of Resistance, defined and explained by Castells
as follows: Identity of resistance leads to the evolution of collective individualism
that introduces a new ‘holistic philosophy of life’ (Castells, 2010). The very demand
to shift NT discourse from ‘autism-as-disease’ to ‘autism-as-difference’, together
with the characteristics of the networked society and the autistic communication

styles, collectively, touch the core of the origins of the autistic identity.

7.2.  Study Contributions

The study offers several contributions. First, as one of the initial research
projects focusing on autistic bloggers, the study demonstrates that the blogosphere
is underutilized as an arena for investigating autistic identity. Second, the use of
communication theories is important in the study of autism as they offer explanations
not provided by other disciplines. The main contribution of communication theories
is in conceptualizing the role of the Internet in providing different forms of
communication and specifically the role of blogs in shaping the autistic identity.
Third, the concept of autistic space is central to members of the autistic communities
around the world and the study of blogs as an example of a personal autistic space is
understudied as well.
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7.3.  Limitations

The current study focused on blogs written by English and Hebrew speaking
bloggers. The sample available was determined, and limited, by the extant number
of blogs existing on the Internet, accessibilities and ethical considerations that derive
from studying the specific population. The selection of 16 blogs as the research
sample out of a list of 90 potential blogs found on the Internet was due to the
following considerations.

The blogs included in the sample were public, and written by bloggers who
identify as autistic, whose blog focuses on autism, and those who provided informed
consent to participate in the study. The decision to include only formally approved
blogs by owners was based on the participants’ characteristics and need to address
the sensitivities of the participants.

Since the blogs included in the study were public, it is possible to claim that
I was not exposed to other voices of individuals on the spectrum who neither identify
as autistic nor identify with the autistic community and culture. In addition, a second
limitation is that the content available to me was limited in that it is accessible to NT
readers. In contrast, | learned in the intensive interviews with the bloggers that
community websites include forums and chatrooms that are only open to individuals
on the spectrum. Furthermore, the topics and types of discourse in those spaces will
not necessarily be discussed in a neuro-shared space such as an open public blog.

Third, though I recognize that dialogue with blog commenters is significant
in identity negotiation with the social world, comments were not included in the
sample and analysis. The decision to do so was based on the following ethical
considerations, contributed by Brownlow and O’Dell (2002). These authors argue
that there is an ethical need to achieve informed consent in studying messages
published in forums of individuals on the spectrum. Such a process seemed to be
methodologically difficult in my investigations as it would require tracking down
commenters, some of whom are anonymous, while others participated in dialogue

with the blogger in posts that are few years old.
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7.4.  Future Studies

Following up on the previous points, there are a number of other potential
sources involved autistic bloggers identity negotiation with the social world worthy
of future investigations. These include: direct dialogue between bloggers and
commenters; use of hyperlinks to other bloggers, hosting guest bloggers and posting
interviews with individuals on the spectrum in the blogs. For example, Seidmann,
Pang and Jingyuan (2016) conducted a small-scale network analysis study that aimed
to explore the creation of a community of autistic bloggers through blogrolls. In
addition, future research studies will need to develop methodological tools capable
of quantitative analyses of all the parameters discussed above in order to study
further the negotiation process, for example.

The importance of autism diagnosis (formal or informal) to the construction
of autistic identity, too, deserves more attention. Though some were diagnosed as
children, most of the bloggers in the current study were diagnosed as adults. Late
diagnosis may well have provided answers to bloggers that affected their self-
perception. The impact of growing up knowing you are autistic versus discovering it
in adulthood is a topic that occupies members of the autistic community and was
discussed in one of the workshops | observed in one of the autistic conferences.
Although the negotiation of autism label was studied by Brownlow (2010), the
meaning of diagnosis in adulthood in comparison to early diagnosis, too, deserves

further exploration.
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APPENDICES

Appendix A: Online in-depth Interview Guide

On Voice and Identity: Autism, Space and Identity Construction

Online in-depth interview

DATE:
NAME:
BLOG’S TITLE:

1. Person with autism or autistic person? Can you please explain what it means
to you?

2. How do you write in your blog?
a. Do you write to yourself? Can you please explain?
b. Do you write about yourself? Can you please explain?
c. To you, what are the most important topics you wrote about?

3. Some bloggers write a blog to raise awareness; others want people to
understand what autistic people face and what needs to be done; other
bloggers will focus more on their personal journey and will treat the blogs
more as a journal or an online diary. What is the purpose of your writing? Is
your blog more on your personal journey/thoughts/events or to communicate
autism to others?

4. People can say that they have more than one identity or that their identity is
multi-layered. I, for example, am a woman, | am Jewish and I consider myself
to be atheistic (and the list is longer). Each of what | described plays a role
in my identity and | have more than one. What part does autism play in your
identity?

5. How would you define your blog? Your private space? Part of a community?

6. Do you find your blog a ‘safe space’? What makes it a safe space? How
would you characterize the features?
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7. 1 see blogs that are public and become private (by invitation only) and then
become public again. Can you explain it to me?

8. Communicating with followers:
a. When will you respond to a comment?
b. When will you delete a comment?
c. When will you stop accepting comments to a single post?
d. Can you please provide examples of unwanted readers?
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Appendix B: Citation Inquiry Letter to Participants Following IRB Approval

Dear ...,

As you may recall, you have agreed to participate in my research that is conducted
for my PhD degree. The research focuses on autistic identity and autistic space
through and you allowed me to analyse your blog and participated in an in-depth
interview.

Following some requests from participants, | made a special request from the IRB
committee (the ethics in research committee) in my university (Nanyang
Technological University) to cite the source if | use quotes from blogs that were part
of the research with the proper citation of the blog. My request was based on the
claim that the blogs are public and | wanted to be able to offer the participants the
ability to be properly cited if it is important to them.

The IRB committee has approved my request. However, it is important for me to
emphasize that the in-depth interviews will remain anonymous and confidential
and any quotes from the interviews will not include anything that may lead to a
specific participant.

Based on the approval, | am writing to you and ask if you want to be cited in any
publication that will use quotes from your blog. If you don’t want me to cite you,
please let me know and | will not use quotes and | will rephrase examples from your
blog.

If you do want to be cited, please write to me and let me know:
a. That you want to be cited
b. How do you want to be cited (with your real name? just the blog name?)

Thank you so much,

Vered Seidmann

PhD Candidate

Wee Kim Wee School of Communication and Information

Nanyang Technological University
Singapore
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