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BACKGROUND & INTRODUCTION 
 

Over the past few decades, with the increasing awareness of autism and the 
consequent rise in the number of people diagnosed with autistic spectrum disorders 
(ASD) worldwide; with the development of novel possibilities for self-expression and 
interaction free from the challenges of face-to-face communication; and with the 
growing discontent with society’s treatment of autistic individuals; an autism self-
advocacy movement has emerged and is slowly gaining notability. The movement has 
modeled itself after the disability rights movement of the 1960’s, and was similarly 
influenced by other civil rights movements – e.g. women’s, black, and gay rights 
movements. “If the disability movement is considered as the latest generation of social 
movements”, writes Chamak, “the action of autistic persons can be viewed as the latest 
generation of the disability movements” (2008:76).  

Several best-selling autobiographies written by such individuals as Donna Williams 
and Temple Grandin have brought the struggle to the public eye, offering a 
fascinating personal glance into the experience of living with autism. They also acted 
as agents of identity formation for other autistic individuals, thus encouraging the 
mobilization and recruitment of additional members1. Subsequently, the rise of the 
internet as a household technology made active membership in the movement widely 
accessible, and essentially revolutionized autistic people’s ability to socialize. 
Currently, autism self-advocacy groups, on-line and otherwise, offer their members a 
forum for sharing experiences with peers, seeking advice, making friends, and 
receiving support from people with a similar disorder. They also wish to promote civil 
and human rights, raise awareness, and encourage the involvement and engagement of 
people with autism in the design of services and planning of legislation (“nothing 
about us without us”). Ultimately, autism advocacy aims to oppose negative 
stereotypes and promote positive identities. (E.g. Chamak 2008, Bagatell 2007, 
Solomon 2010). 

A cause as well as a consequence of this social process is a radical change in the 
discourse about autism. The traditional bio-medical discourse which views autism as a 
tragic illness, considers a cure desirable, medicalizes autism, and often victimizes, 
objectifies and homogenizes individuals with the disorder remains dominant, yet an 
emerging discourse is gaining prominence2. Adopting the so-called ‘neurodiversity 

                                                 
1 Because, in the words of Chamak, “it is easier to identify … with persons like Temple 
Grandin, a professor of zoology who contributed to the improvement of US slaughter-
houses, than with a child with no speaking capacities” (2008:.91) 
2 Grinker (2010) calls attention to yet another discourse– that which is produced by untrained 
self-proclaimed ‘experts’, publishing in blogs, journals without peer review, and TV. While 
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discourse’, people with autism no longer wish to be viewed as patients, but “as 
individuals with a different cognitive mode of functioning” (Chamak 2008:86). The 
very idea of a cure is often considered offensive by people with autism, and they 
demand to be seen as individual and autonomous social subjects. This new discourse 
demedicalizes autism, emphasizes its advantages, and considers the disability which 
results from having autism a consequence of a disabling and intolerant society, not of 
the innate condition3. The neurodiversity discourse is exemplified in the following 
eye-opening reflection by Dawn Prince-Hughes, an anthropologist who herself has 
autism: “knowing that there is much illusion in the world I feel sure that my way of 
being is only a disability of context, that what have been labeled symptoms of autism 
in the context of my culture are inherited gifts of insight and action” (Prince 2010:59) 

The ongoing negotiation and reconstruction of ‘autistic identities’ has resulted 
from this new discourse, and has come to be seen by social scientists as both 
fascinating and important; a perpetual, complex and multi-layered social process. 
Hence the statement that the “pairing of autism and anthropology … is potentially 
highly generative.” (Lawlor, 2010:167). Olga Solomon (2010) does an excellent job at 
positioning and contextualizing the anthropological study of autism, which concerns 
itself with the cultural production of people labeled as autistic, as well as with socio-
cultural analyses of the shifting definitions of autism. Solomon eloquently expresses 
her opinion as to why autism is such a worthy topic of anthropological research – 
namely, its somewhat obscure and therefore socially significant position between being 
a biomedical fact and a socio-cultural construct, between being studied from the 
positivist scientific approach and the interpretive, experience based social sciences, and 
between being regarded as an ‘epidemic’ and the understanding that its very definition 
is extremely culturally and contextually bound. “Ethnographic accounts provide a 
view of how individuals with autism, their families, and others create meaning, engage 
in activities, construct identities and selves, and pursue possible and imagined futures” 
(Solomon, 2010:243).  

Silverman has noted that “The idea of autism … has an almost ready-made appeal 
for social scientists, concerned as they are with questions of human identity, 
difference, perception and subjectivity within a social and cultural context” 
(2008:325). And Grinker urges us to “focus attention on the anthropological study of 
a form of difference that has previously been conceived of as lying outside the realm of 
the social. The concept of ‘diversity’, with all its positive connotations of acceptance 

                                                                                                                 
this discourse does have a substantial social impact (for example, promoting the very 
popular yet extremely unsubstantiated ‘mercury poisoning’ hypothesis, according to which 
poisoning from vaccinations is the cause for the alleged increase in autism prevalence rates), 
its effect lies beyond the scope of this study 
3 The idea that “disability is the product of social organization rather than personal 
limitation” (Oliver, 1996:1) stands at the very heart of the ‘social model of disability’ 
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and celebration of difference, need not refer only to gender, race, ethnicity, and 
religion. We can also begin to celebrate a diversity of minds.” (2010:177-178). My 
research is therefore but another link in the study of autism from a social science 
perspective (and more generally, in the social study and social theory of disability). 
Added knowledge in this field can lead to a deeper understanding of the disability 
experience of people with autism, their political and social agency, their self-identity 
and sense of community. Eventually, this research and others could contribute to an 
understanding of what society should do in order to enable people with autism to 
pursue their social aims and goals, as they themselves define them. My own 
contribution to this interesting and important debate is twofold: 

Firstly, I have focused my research on those individuals to whom one specific 
category of autism applies, namely those who identify as having Asperger's syndrome. 
Despite being consensually regarded as being on the autistic spectrum, individuals 
with Asperger’s are usually considered ‘higher functioning’, meaning that their form of 
autism is often less severe (and yet it has a profound effect on their lives, as countless 
narratives show). Furthermore, Asperger's syndrome does not typically affect one’s 
cognitive abilities. In fact, average intelligence or higher is what distinguishes and 
separates Asperger's syndrome from other diagnostic categories on the autistic 
spectrum. Consequently, individuals with Asperger’s tend to be over-represented in 
the online autism community, and are usually its more outspoken and conspicuous 
members. Most importantly, the particular symptoms and shared experiences of 
people with Asperger's often lead them to specifically seek each other’s company, and 
consider themselves a distinct group within those on the autistic spectrum. Yet despite 
its separate communities, distinct narratives, and significant role in the autism 
movement and the neurodiversity discourse, very few studies have specifically targeted 
this particular group. To fill this gap is, I believe, imperative, if we want to give 
sufficient weight to the variety that exists within the large population of individuals 
with autism spectrum disorders. 

Secondly, I have chosen a somewhat unique method of observing and interacting 
with members of this group; namely, through video blogging on YouTube, an online 
social medium which has so far not been tapped by researchers of the neurodiversity 
movement. The extremely personal and sincere nature of video blogging offers the 
viewer a fantastic and captivating glance into the narratives and perspectives of its 
authors and participants. Utilizing modern digital communications technology has 
enabled me to identify and collect the very latest thoughts and perceptions on 
Asperger’s by those affected by the syndrome. Moreover, I attribute special 
significance to the means by which these ideas and views are conveyed, with the 
understanding that the medium is often no less important than the content. Video-
blogging on YouTube has proven to be an extremely effective method of data 
collection and a very hospitable environment for conducting ethnographic fieldwork 
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among autistic individuals. This method, too, is my contribution to this important 
field of research.  

In this thesis I wish to delineate the process through which members of the ‘Aspie’ 
community on YouTube transform the very meaning of Asperger's syndrome, and by 
doing so, simultaneously reconstruct their identities as Aspies. Along the way, I will 
have also addressed the following questions: what was the method used for this 
research, why I have chosen this method, and in what way was it particularly useful? 
What is ‘the YouTube environment’, what is video blogging, and what are some of the 
characteristics of this social activity? What do video-bloggers with Asperger’s talk 
about in their vlogs? What draws members of the community to make video blogs in 
the first place, and post them online? Is it in fact a community? If so, what specifically 
characterizes this community as such? Only then will I proceed to discuss the core 
issue of this thesis – the matter of the emerging and ever-changing Asperger’s 
identities, and the constant process of their reconstruction by community members. 
By focusing primarily on the laden topic of emotions as addressed by the community 
authors, the question I will ultimately answer is this: what is the mechanism by which 
members of the community of video-bloggers with Asperger’s syndrome on 
YouTube negotiate, re-conceptualize, and eventually transform Asperger’s 
identities? Finally, in the concluding chapter, I will suggest an alternative and 
progressive approach to the social study of autism, on the basis of what I have 
observed and learned. 

It is surely clear by now that the concept of ‘identity’ plays a principle role in this 
study. So as not to ignore its boundless ambiguity and fluidity (elaborately discussed 
in Brubaker and Cooper, 2007), I will use, throughout the paper, several different 
conceptualizations of the term, with the understanding that in different contexts, 
‘identity’ inevitably means different things. For the time being, however, I will use as a 
working definition the following conceptualization of the term offered by Brubaker 
and Cooper themselves: “Understood as a specifically collective phenomenon, 
‘identity’ denotes a fundamental and consequential sameness among members of a 
group or category. This may be understood objectively (as a sameness ‘in itself’) or 
subjectively (as an experienced, felt, or perceived sameness). This sameness is expected 
to manifest itself in solidarity, in shared dispositions or consciousness, or in collective 
action”. (2000:7). 

A few notes. In this paper I use not only the term “person with Asperger's 
syndrome” (probably the most widely agreed upon term), but also ‘Aspie’. This is not 
done haphazardly: while the use of the latter is often considered improper (although 
not derogatory) when used by ‘neurotypicals’, I have found it to be the term most 
often used by people with Asperger's themselves. Not out of indolence, though, as the 
term ‘Aspie’, as opposed to ‘person with Asperger's syndrome’, reflects the very 
understanding of the syndrome by the people who have it; namely, that autism is not 
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something one ‘has’, but rather that autistic is something one ‘is’. It is not a disease to 
be rid of, but rather a very integral part of one’s self. Therefore, many consider the 
phrase ‘person with Asperger's’ inaccurate, if not offensive. This debate parallels the 
one concerning ‘person with autism’ vs. ‘autistic person’, reflected in the following 
excerpt, from a private message sent to me by one of my informants: 

I hope you do not mind but I have one very small critique and I have 
decided to share it with you ....when you spoke about autistic people, you 
used the term "people with autism" and this is something we (autistic 
people) take rather seriously because in actual fact, we prefer to be called 
"autistic people". As you are aware, we are very focused on detail and the 
use of language - especially when it comes to terminology which attempts to 
define us in some way - so that is why it is important to be aware of such 
detail. 

Nevertheless, I have avoided limiting myself to any one of these options, and I use 
both quite often. Yet, one distinction does seem to be in order: when referring to the 
syndrome in a more medical context (as in “people with Asperger's syndrome 
experience such and such symptoms”), I usually felt the formal term would be more 
appropriate. Alternatively, when using the term in relation to its social and cultural 
aspects (for example, when talking of the ‘Aspie community’) the less formal term 
does feel more accurate. Finally, while the term ‘Asperger's syndrome’ is indeed the 
correct and proper name of the syndrome, ‘Asperger's’ is very often used as shorthand. 
In this thesis, I use the terms interchangeably.  

To me this paper is the final step in a fascinating voyage to where psychiatry, 
history, technology, society and culture converge. It has been a journey through the 
human mind and human society, and a lesson on human diversity. I have learned 
much about the human capacity for optimism and positive visioning, but I have also 
learned about bigotry and intolerance. This study is the result of a collaborative effort, 
far from being a one-man achievement. I have encountered an incredibly wide array of 
authors: writers, poets, philosophers and social theorists, who have been thinking and 
rethinking this topic long before I was there to collect their thoughts. I have attempted 
to conserve and introduce as much of their original content in this paper, with the 
understanding that what is sufficiently clear, warrants no further clarification.  
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METHOD 
 

I would like to begin this chapter with the concluding statement from Coleman’s 
fantastic article entitled “Ethnographic Approaches to Digital Media” (2010):  

Despite the massive amount of data and new forms of visibility shored up 
by computational media, many of these worlds remain veiled, cloaked, and 
difficult to decipher. Long-term ethnographic research is well suited to tease 
out some of these veiled dimensions, however tentatively, to unearth the 
remarkable depth, richness, and variability of digital media in everyday 
and institutional life. (Coleman 2010:498). 

 
Practicing “digital”, “virtual”, or “online” ethnography is not an easy task. Despite 

a tremendous increase in the literature surrounding this issue, the online sphere 
remains, to a large extent, uncharted territory. Computerized technology, and with it 
the internet, progresses at an astonishing rate, and academic literature seems to just 
barely keep up. And yet ethnographic explorations into this rich environment do 
arguably offer us a unique and valuable opportunity to – as Coleman suggested - 
unveil, uncloak and ultimately decipher a world in which humanity is increasingly 
becoming immersed. 

The web is perhaps the defining technological revolution of our lifetime, with far-
reaching social, cultural, political, and economic implications. This increasingly 
pervasive advancement often warrants new ways of thinking and understanding 
virtually every aspect of our social lives, as it promotes and spreads new ideas, 
ideologies, philosophies, social systems, and ways of interacting with each other. 
Indeed, “‘everyday life’ for much of the world is becoming increasingly technologically 
mediated” (Murthy 2008:849). There are those, however, for whom this revolution 
has proven to be even more significant; even life changing. There are those among us 
for whom digital communication offers much more than comfort, convenience, or 
efficiency. For them, it offers a chance to communicate in their own terms, to design 
their own social surroundings, and to finally be themselves. The internet has opened a 
whole new world for people with Asperger's syndrome, as already noted by many 
social scientists (e.g. Singer 1999, Brownlow and O’Dell 2006, Bagatell 2007 & 2010, 
Clarke and Amerom 2007, Davidson 2008, to name a few): 

The Internet has, in many ways, become an important tool of identity. 
Freed from the constraints of typical ways of perceiving and interacting, 
individuals with autism meet each other, share stories, and provide support. 
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As Blume (1997a:6) so eloquently noted, ‘‘in cyberspace, many of the 
nation’s autistics are doing the very thing the syndrome supposedly deters 
them from doing - communicating.’ (Bagatell 2010:37) 

I have mentioned that the internet has enabled autistic individuals to finally ‘be 
themselves’4. Yet to be yourself is often not as easy, nor as straightforward as one may 
think, because the self is primarily socially produced: “It is at the level of human 
interaction and interpersonal relationships that the fabrication of the self arises” 
(Elliott, 2008:22-23). As one’s surroundings change, or else, as one manages to 
redesign one’s surroundings, one is inevitably called upon a significant new task; to 
redesign one’s self-understanding in light of these new circumstances. In other words, 
as people with Asperger's syndrome began utilizing the internet as a primary source of 
communication and information, new interactions and new relationships were being 
formed, and in light of these, there has inevitably grown a need for them to redefine 
who they actually are. It is this intriguing process that has led me to the virtual realm 
in pursuit of those in the midst of re-engineering their identities. 

The data used as the basis of this study is essentially ethnographic, qualitative data. 
I collected the bulk of which through the medium of ‘digital media’, or simply put, 
the internet. Some of the data derive from private e-mail correspondence; some - from 
discourse analysis of specific websites, forum posts, and chat rooms shared by autistic 
persons. Along the way of research I did also personally meet with several interesting 
people from whom I have learned much, and who could be referred to as informants. 
And yet, the absolute majority of the data used in this research was collected via 
YouTube. Posts and comments on the site indeed played a large role, but videos 
proved to be by far the utterly most important source of data. To a large extent this is 
due to the fact that aside from what is actually being said, video entries also offer the 
viewer valuable, more abstract data, such as facial expressions, hand gestures, tears and 
laughter.  

In order to learn about the feelings, perceptions, and experiences of people with 
Asperger's syndrome; in order to appreciate their narratives and point of views; and in 
order to listen and watch them speak of Asperger's syndrome in their own words, in 
their chosen surroundings, in their chosen time and at their own pace; I could think 
of no better source than to watch videos posted by such people on YouTube. Not any 
video would do, however, but only video-blog entries. Three months of online field 
work have allowed me to watch approximately 1,000 such video posts, of varying 
lengths (usually between 6 and 12 minutes), posted by just under a hundred unique 
vloggers. I only stopped watching when I had achieved saturation of data.  

                                                 
4 This is indeed a comment quite often made by my informants 
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Importantly, my own position as researcher in this social gathering place was not 
one of a passive observer. After a month of watching videos, I had begun to feel 
somewhat familiar with the society under investigation – its jargon, its codes, and its 
main players. Jarett had indicated that “producing successful content on YouTube 
requires a literacy based not only in technical skill but also within the cultural norms 
and values that animate the site.” (2010:328). Hence, it was only at a certain point of 
my research that had I felt comfortable enough to introduce myself into this 
community, and I did so in the only way one can approach it as a community – 
through video blog. On March 2012 I have launched my own channel on YouTube, 
entitled ‘The Anthropology of Asperger's Syndrome’. In it, I published my own video 
blog, addressing the community of video bloggers with Asperger's on YouTube, which 
up until then I had only observed.  

My first video entry consisted of me introducing myself to the group, expressing 
my interest in their activity, and explaining what I was doing and what I was hoping 
to achieve. Subsequently, I uploaded more videos, with the main purpose of leading 
discussions and raising questions for debate. Moreover, as I didn’t want my potential 
participants getting bored with me and my research, I deemed it crucial for my blog to 
not only raise questions, but to offer something in return. Therefore, in my videos, I 
shared with my viewers some of what I have learned during the preliminary stages of 
my research about the anthropological outlook on autism and Asperger's syndrome. 
Roughly divided in two, every one of my videos was part informatory, part inquisitive.  

The following is an excerpt from my fieldwork notes, depicting the challenges of 
making a video-blog: 

Making the first video was incredibly hard. If I want to break down the 
reasons, I should first mention that to film a video blog is quite difficult 
both technically and performance-wise. Technically, things need to be in 
place. The lighting, the sound, all have to be adequate, and you also need 
proper software, because poor software leads to poor video quality. The 
reason I am mentioning this is because more than a few takes of my first 
video were ruined due to technical issues, so that made things harder. 
Performance wise, talking to the webcam is definitely an acquired skill. It 
might come more naturally to some than to others, but for me, I felt really 
uncomfortable through most of the ‘filming session’ – approximately thirty 
takes! This discomfort led me to say things I did not plan, and omit things 
that were important. One becomes very self-conscious in front of a camera, 
and with no external direction, it is something that needs to be worked out 
alone. It took a long while until I felt even a little bit like myself again 
talking to the camera. In addition to the comfort issue, there is the content. 
You want to make sure your message gets across clearly, you want to be 
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understood. Also, and no less important, you want to not make a fool out of 
yourself, you want to establish some sort of authority (indeed, even if you are 
just talking about yourself), and you want – and this is probably the most 
important thing – you want people to find this interesting. Consequently, 
there are just a wide range of factors to consider when making a video. It 
took well over 20 takes (I regret not counting) until finally I had a video I 
was content with. I uploaded it, but then I deleted it the next day, because I 
was no longer content. Filming the 2nd version of the first video was 
already much easier. This time, 6 or 7 takes were enough to make a video I 
was quite pleased with. Technically, it was poor, and that is a shame (I can 
only guess how many viewers lost patience half way because of the poor 
quality), but I was very happy with its content and performance– I felt like 
I finally said what I intended to say, and appeared to be acting myself. It is 
an interesting challenge, to ‘act’ yourself. I couldn’t just ‘be’ myself, because 
myself does not, or at least never has, performed in a situation like this, so I 
was pretty much required to make myself up in some manner. My choice 
was to act myself. I am not sure everyone makes the same choice.  

After loading this 2nd version, which I was quite pleased with, I went on 
writing private messages to pretty much all the video bloggers I’ve been 
watching for the month beforehand. I complimented each one for their 
videos (the ones whom I was truly impressed with and interested in received 
the most flatter), and requested that they watch my video and if they are 
interested – comment and subscribe. This already led to some very 
interesting discussions, both through private messages and trough the 
comment part of my video page. Several people complimented me for my 
ideas, and were eager to take part. Several of them wondered what the next 
stage is. Some launched fascinating discussions right into the issue at hand – 
the identity construction of people with Asperger's syndrome, and that 
almost caught me off guard, I thought it would be a while longer before 
such profound discussions were to take place. Naturally I responded to all of 
them, and this exchange of messages is still going on (about 5 days later), 
albeit at a slower pace. 

Quite quickly I started receiving comments, video responses, and private messages. 
People were subscribing to my channel, and referring to my videos in theirs. Some 
were thanking me for asking these questions, for being interested in their experiences, 
for arousing thought.  The result of all this correspondence, from a technical point of 
view, was that my video was being offered by the YouTube software as a link in many 
of the video blogs discussing Asperger's syndrome. This brought on more viewers, and 
consequently more correspondence. It seemed I was indeed becoming a part of the 
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community. As of 24 April, 2012, merely two months after uploading my first video, 
my blog entries have been viewed nearly 600 times, have received over 60 comments 
(not counting private messages – well over 50), and my channel currently has 39 
registered subscribers – the vast majority of whom are relevant informants for my 
study.  

No longer an observer, by this time I was practicing real participant observation. I 
have become a video blogger myself, facing the excitement, concerns, and perhaps 
anxiety that is associated with filming oneself from up close and posting it online. 
Perhaps - hopefully –these were the same fears, concerns and anxieties felt by my 
informants. I had realized how unique an experience video blogging was; to speak to 
no one in specific, but potentially to everyone; to produce monologue that is 
unsolicited, unaddressed, without knowing who will watch it, nor when, nor in what 
context. In the terms of Michael Wesch (2009), ‘context collapse’ felt very real, and 
perhaps the most profound fear of humiliation was from none other than my future 
self, viewing my videos months from now, perhaps years, and deeming them 
ridiculous.  

Getting as many views as possible for my videos was a unique challenge, and a 
desire I believe is shared by many in the YouTube community. Below is yet another 
excerpt from my fieldwork diary, in which I reflect on this issue: 

I find it interesting how eager I am to get many views on my videos. Of 
course, I have a rational reason for wanting this – to collect as much data 
for my research as possible – but I think there’s something more to it than 
that. You put yourself out there, launching a video of yourself in extreme 
close up into cyberspace (I was totally embarrassed by this, still am) and 
then you wish a lot of people watch it. Why? Well, in many of the blogs I've 
watched, a theme that came up often is the participation in YouTube as a 
way of looking for a connection, interaction, a community. You might not 
want to have your video there at all, but once you have it there, you want 
the same kind of approval you would if you were there personally – that’s 
my interpretation of it. I was particularly excited by the fact that one 
subscriber sent a video response to my video, directed at me personally. I 
honestly considered that not only a professional achievement, but also a 
personal one … It does have the effect of feeling like you belong, like you 
matter. 

I had filmed over thirty takes for my first video entry; the fourth, however, was 
already a one-take. I truly was learning the language of my informants. I was forging 
relationships, asking questions, raising topics of discussion, seeking clarifications and 
elaborations. Aside from that, I was also sharing my own thoughts, my intermediate 
conclusions, my future plans. I was making conversation with the same people whose 
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filmed I had earlier observed. And I was collecting highly significant and meaningful 
data. 

All the while, I was constantly transcribing the videos as I watched them. This 
posed an interesting dilemma: to fully transcribe the video entries would necessarily 
mean limiting myself to watching a smaller number of posts, due to obvious time 
constraints. Therefore, keeping in mind that my sources of data (i.e., the YouTube 
videos) are likely to remain accessible for future viewing, I had decided that to fully 
transcribe every video entry was inefficient. Instead, I only transcribed several parts of 
each video, the parts which I considered most relevant, interesting, and representative. 
Next, I coded the collected data using Microsoft Word as data management software. 
Each video blogger had been assigned a file, which contained a separate table for each 
blog entry. Transcribed paragraphs were coded, each code representing a category or 
theme:  ‘socializing’, ‘advocacy’, ‘YouTube’, and so on. I used Hyperlinks to link 
together related texts, which resulted in me having an extremely broad network of 
data, which I subsequently analyzed.  

Within each theme or category of content, I primarily searched out indications of 
processes – e.g., references to present events, ideas, or perceptions in relation to those 
of the past; references to future hopes, worries or expectations in relation to current 
situations; and explicit references by authors to processes they have undergone or are 
currently undergoing: during the period of video-blogging or as a consequence of it. I 
have then sought out the similarities between the processes indicated within the 
different themes and categories, in order to get an appreciation of those most 
commonly shared by members of the community in the different spheres of their lives. 
It is those prominent processes which I gave most attention to, and which can be 
broadly described as pertaining to matters of community, self-understandings, and 
identity. Consequently, I put forward these themes as the basis of the data analysis, 
and the main focus of this thesis.  
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ETHICAL CONSIDERATIONS 

 
The agreed upon ethics of anthropological research maintain that a researcher 

must obtain informed consent from his/her subjects in order to conduct research in 
which they are involved. This norm is meant to protect the privacy of research 
subjects and to secure confidentiality of acts performed in private. Therefore, perhaps 
the most important question to consider, ethics wise, when conducting an online 
ethnography, is whether online content is public or else private. This question is 
apparently debated in legal discussions as well, and it has no clear cut answers. On the 
one hand, one could argue that the internet is a public sphere, and therefore whatever 
one chooses to post on the internet immediately becomes public domain. Under this 
stance, there is no ethical problem in utilizing this content for academic research. 
However, others maintain that simply because the internet does have the property of 
‘recording’ anything that has been posted in the past, making it accessible to anyone at 
any point of time, does not mean that the author of the content has relinquished the 
right to have a say in how it is being utilized. This is especially true when extremely 
personal content is involved, by relatively vulnerable individuals. With this position in 
mind, the use of personal video blogs for an anthropological study is only ethical in 
case the person on tape gives his/her explicit permission to do so.  

For this reason I had notified every single one of my participants that I was 
conducting a study which specifically involves them, and which concerns content they 
had published, and asked for their cooperation. Many of them replied and consented, 
while others have not. And yet, no one has forbid me from using their content for my 
academic purposes, although they were given the opportunity. Moreover, in order to 
be quite sure I do not violate anyone’s privacy, in this thesis I withhold identifiable 
personal details of bloggers with whom I did not interact, and who therefore did not 
explicitly express their desire to take part in the study. 

Additionally, I feel confident that my method of data collection, i.e. interacting 
with my participants through video blogging, is relatively ethical in comparison to 
other forms of online ethnographies. The fact that I was as exposed as my subjects 
were to recognition, doubt, ridicule and expressions of hostility; as well as the fact that 
I was not hiding behind a username, only used written text, or even worse – lurked5 , 
put my subjects, I believe, at a very fair position. They got the choice whether to 
interact with me, they got to respond to my actions and words publicly (this is in fact 

                                                 
5 ‘Lurking’ is the term often used for researchers who do not identify themselves at all, but 
rather enter chat rooms and discussion forums only to read and document other peoples’ 
posts. 
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what I aimed for), and most importantly, they knew precisely what I was doing and 
for what ends.  

Neither name nor username of any of my research informants is mentioned in this 
work, as I believe this information is secondary to my participants’ right for privacy. I 
strongly feel that I have done all that is in my power to make sure that none of my 
participants is negatively affected by my research project. Finally, to the best of my 
knowledge, I did not require any formal ethical clearance for the purpose of my 
research other than that which I had obtained from the UvA.  
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DESCRIPTION OF THE FIELD 
 

YouTube is primarily a video distribution website, a relatively novel and quite 
unique online platform where users can share their videos and watch videos uploaded 
by others. Most videos on YouTube are categorized as ‘user generated content’, 
requiring no studios, no production costs, and virtually no limitations on content. It is 
a society where every person can be the performer, the teacher, the leader, and the 
innovator of new ideas, technologies, and practices. Arguably, it is a mirror, as well as 
a facilitator, of present-day humanity (or at least that part of humanity which enjoys 
regular access to the internet). No longer one-to-many, top-to-bottom spreading of 
ideas; this is a horizontal, many-to-many culture. Arguably, it is indeed a platform for 
one to – as the site slogan suggests – “Broadcast Yourself”. 

The website was founded in February 2005, and since being purchased by Google 
in November 2006, operates as its subsidiary. As of May 2012, YouTube is estimated 
by Alexa.com to be the third most popular website on the internet, preceded only by 
Google and Facebook. To appreciate the sheer volume of YouTube and its huge role 
in our society, here are some statistics provided by the site operators: from its 
inception and until 2011, YouTube had more than 1 trillion views (almost 140 views 
per every person on the planet).  
72 hours of video are uploaded to YouTube with every passing minute, resulting in 
over 11 years of content uploaded every day; over 800 million unique viewers visit the 
site each month (over 11% of the world’s population), watching over 4 billion videos 
per day, which amount to over 3 billion hours of video per month6.  

Importantly, YouTube also effectively acts as a social network site, offering users 
the chance to comment on videos, devise lists of favorites, write and receive private 
messages and subscribe to ‘channels’ (namely, members’ personal homepages within 
YouTube), for no charge. Yet unlike other social network sites, YouTube is unique in 
that it is the only site where the bulk of social activity takes place through video: “in 
YouTube the video content itself is the main vehicle of communication and of social 
connection” (Burgess and Green, 2008:3). Videos uploaded to YouTube can be 
categorized into countless genres and types, from the silliest of home movies to the 
most polished high-quality music videos; from university lectures to live stand-up 
comedy; from blooper compilations to political campaign ads.  

I focused my own study on a very specific sub-genre of YouTube videos - the video 
blog. The ‘vlog’, as it is often called, is the videotaped version of the web log – or 
‘blog’ – an exceptionally common online literary genre. Video blogs are essentially 

                                                 
6 http://www.youtube.com/t/press_statistics accessed on 14/06/2012 



21 

‘talking head’ videos; unaddressed series of monologues (“like a soliloquy shouted into 
the ether or a message in a bottle set adrift at sea”, Wesch 2009:21) of a personal 
nature, reflecting the speaker’s opinions, feelings, views, or experiences. Griffith and 
Papacharissi (2010) have defined the video blog as “a deliberately constructed 
presentation of self, a mirror of the author or creator of the vlog”. With its own codes, 
norms, and jargon, one can hardly resist accepting, in Coleman’s (2010) words, the 
deeming of the video blogging community on YouTube as a ‘vernacular culture’, one 
of many such cultures to which the world of internet is divided.  

 Video blogging is a digital, video-based, asynchronous form of 
communication. It is at the same time personal and distant, pseudonymous yet 
exposed, private and public (Lange 2007), loose but profound (Wesch 2009), often 
highly reflexive, and creative by its very nature. It is a platform of mass media 
distribution with effectively no gatekeepers (aside from a few restrictions, hardly 
relevant for the average video blogger, e.g. no explicit sex or violence, no copyright 
infringement). It therefore offers a very unique, very unusual form of connection – 
but a form of connection nonetheless; no less valid, no less ‘real’ than any other. Yet 
“the interesting question to explore is not whether deep and loose connections are 
“real”, but the specific characteristics of such connections and the implications for 
how we understand our relations with others and ourselves.” (Wesch 2009:28). 

Among the hundreds of thousands – or perhaps millions – of video bloggers 
partaking in the so-called ‘blogosphere’, there are those who share a very specific yet 
significant quality. Asperger’s syndrome is a common thread that links together video 
bloggers, men and women of all ages, and from many different cultures. Only English 
speaking blogs were considered for this study, so the research population includes 
individuals from the US, Canada, UK, Ireland, Australia and New Zealand – but also 
from Sweden, Denmark, and France7. Members of the studied community also differ 
in their belief systems, social backgrounds, medical conditions and sexual orientations. 
Asperger's syndrome is possibly the only common thread linking all these people 
together, but it is by no means marginal or insignificant – neither in people’s lives nor 
in their videos. Being as pervasive as it is, Asperger's syndrome tends to be a profound, 
meaningful and prevalent factor in the life experiences of those who have it; 
consequently, it also plays a central role in their video blogs. A detailed discussion on 
this is the topic of the following chapters. 
 

                                                 
7 I wish to point out that out of sheer curiosity I also searched for non-English-speaking video 
blogs about Asperger’s. Interestingly, I found no such video blogs, neither in Hebrew nor in 
Spanish. Video blogging about Asperger's, therefore, seems to be an activity which is 
primarily carried out in the English speaking world (which is arguably why the bloggers from 
Denmark, Sweden and France also chose to post their blogs in English). 
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WHAT DO THEY TALK ABOUT? 
 

Being normal is really difficult. Trying to speak is just, everything is fucking 
difficult … I mean I can't help that. I try, I really try, I try as hard as I 
possibly can and even harder to be normal and to fit in with society, and 
stuff like that. It doesn’t work. Everybody says ‘oh yeah, being yourself, 
that’s great, be yourself! Do what you want! Blah blah blah’ … When I get 
out of bed I try to be normal. I don’t like standing out. But at the same 
time I can't compromise my Aspie weirdness. 

 
Asperger's syndrome does indeed seem to be the utterly most influential factor in 

the lives of those who have it, and this is very clearly reflected in the content of the 
videos they post. In the absolute majority of instances, Asperger's syndrome as a topic 
for discussion comes up in almost every single vlog entry posted by the members of 
the studied community8, either in the background, or in the very foreground. While 
watching the videos, and in order to have a valid and reliable basis for later analysis, I 
have divided the discussed topics into several categories or themes. This categorization 
has enabled me to characterize the discourse about Asperger's on YouTube, as 
produced and maintained by the video bloggers who claim the disorder. One must 
not get the impression, however, that these categories are as neat and tidy in reality as 
they are in this account. Naturally, the lines between them are often quite blurry. I 
should also point out that while this is a quite exhaustive list, not every topic on this 
list is addressed by every individual, nor is any item on the list restricted to only one 
speaker, or to just a small few. As I will later explain, I interpret this very fact as 
evidence to the claim that the community of people with Asperger's syndrome on 
YouTube can be referred to as a ‘discourse community’.  

At this point of the thesis I will keep any analyses or interpretations of the content 
to a minimum, and will provide the reader with a mostly descriptive account of the 
range of topics that are discussed. Albeit long, I find this report far from superfluous; 
in fact I deem it crucial for understanding the analysis that is to be developed later on. 
In a social activity that consists almost exclusively of talking, what is being said tends 
to have special importance. Moreover, the length and detail of this account holds yet 

                                                 
8 This may appear to be a trivial statement (along the lines of ‘well of course they all talk 
about Asperger's syndrome… they were chosen for this study because they talk about 
Asperger's syndrome’). However, just because one mentions he/she has Asperger's – a 
statement which would lead me to include them in my study population – does not 
necessarily imply that one must talk about his/her syndrome in every subsequent video. 
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another crucial role in this dissertation: to provide the reader with a general 
understanding of the symptoms of Asperger’s syndrome based on the narratives of 
those who experience them. Now to answer the question, what do they talk about? I 
have divided the content into six themes or categories: ‘Explaining Asperger's 
Syndrome’, ‘Living with Asperger's Syndrome’, ‘Advocacy’, ‘Offering Support and Advice’, 
‘Childhood Experiences’, and ‘YouTube ‘.  

The first theme, ‘Explaining Asperger's Syndrome’,  includes the presentation of 
the (primarily) bio-medical definition and understanding of autism and Asperger's 
syndrome (often reading from the DSM, or quoting the first lines from a Wikipedia 
article or other such informative websites) as well as the listing of the symptoms that 
accompany the disorder. Often, the etiology, pathology, history and epidemiology of 
the disorder are also discussed. This explanation of Asperger's syndrome is almost 
always the topic of the bloggers’ very first video entry, which establishes the idea of 
this pattern-based explanation of Asperger's syndrome as an ‘introduction’ to the 
disorder, complementing the introduction of oneself, also understandably common in 
first blog entry. To illustrate this point, the following is the opening remark of the 
very first video entry by a 28 year old Canadian video-game enthusiast: 

I thought that to start off my first blog I will talk of something that reflects 
upon me and a lot of other people in society, and that would be Asperger's 
syndrome. 

Explaining Asperger's syndrome is directly linked to perhaps the most common 
theme, which I entitled ‘Living with Asperger's Syndrome’. Although they may appear 
similar, this latter category does in fact include a very different range of sub-topics 
than the former. It can be roughly explained as accounts of the way the symptoms of 
Asperger's syndrome affect one’s life. Topics in this category thus include coping at 
work / school / social gatherings etc., as in the following example, by Hannah, a 24 
year old girl from a small town in England9: 

I have to have a purpose for socializing. I don’t mean that I'm anti-social 
and I hate other people … because of the way my brain works there has to be 
order to what I'm doing. Social occasions can seem very disordered to me, 
even though they're not … when I'm going to social situations, there has to be 
a purpose, and that, I believe, is because of Asperger's syndrome … The 
reason why I'm saying all of this is because, ummm [sigh], well, social 
situations, parties, just general get-togethers with people can be very 
confusing and pointless, really, for somebody with Asperger's syndrome. 

                                                 
9 I have given the most cited participants in my study an alias, in order for the reader to 
appreciate some of the personal narratives of individual speakers. None of the names 
mentioned in this thesis are real.  
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Note also the following excerpt from a video by an English autism self-
advocate in his forties: 

It’s like other people seem to have the secret to life. They know how social 
situations work, they know how life is supposed to work. And it’s some big 
secret that I don’t think I understand … I don’t have the secret. 

Other topics include the difficulty in maintaining relationships with friends, 
colleagues, family members, or partners; dealing with people’s disbelief and doubt; 
dealing with people’s misconceptions, with being regarded as retarded / insane / 
inhuman; being misunderstood, excluded, secluded, abused, discriminated, bullied, 
manipulated, ignored - and the loneliness that ensues: 

I have no roommate, no female companion… I just get in these moods where 
I feel like the whole world has let me down. 

Note also the following account by yet another small-town English girl, a 
23 year old writer of fantasy fiction: 

…lonely, very lonely…. I haven’t talked to someone my own age for so many 
years now  

So what am I going to do? I don’t know who I want to be. I don’t know 
who I am, even. I just feel so lonely and like I'm drifting far far away from 
normal people and normal life. I'm getting older and I really thought I 
would’ve figured this out by now. 

Symptoms of Asperger’s syndrome include difficulties in reading facial expressions, 
interpreting body language and hand gestures, and making eye contact; speaking in a 
monotonous voice and having a relatively inexpressive face; lack of interest and skill in 
many types of conversation that are usually considered to be intuitive, such as small-
talk, gossip, sarcasm, or humor. These symptoms all substantially hinder the ability to 
socialize. The following excerpt is about how failing to read facial expressions and 
body language can affect one’s social life: 

My whole life I found it hard to be around others, seeing how they interact 
with each other, it just bothers me, these people all seem to have this 
connection with each other, and I feel so disconnected … they just seem to 
understand each other, and I don’t understand anything people do. I don’t 
understand their motives, I just can't understand it.  

The following piece from a video by a 22 year old art student from the UK is about 
how she is affected by her difficulty in making eye contact: 
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People underestimate how challenging it is and how uncomfortable it makes 
me feel … because I am now aware it is important – for some bizarre reason 
… if you don’t make eye contact you are not listening, and if you don’t make 
eye contact you are being dishonest. This can make it really difficult for 
people with Asperger's because as soon as you meet somebody who doesn’t 
know you have Asperger's and doesn’t understand the difficulty of it, they 
think  you are being dishonest and you are not listening. Therefore you are 
being rude and a liar. Not the best first impression you want to make. 

Hyper-sensitivity is another very common symptom of Asperger’s syndrome, and 
its tremendous negative effect on the lives of those who have it is regularly discussed in 
the vlogs. Individuals with Asperger’s talk of feeling grave discomfort – and quite 
often pain – when one or more of their senses is irritated in a certain way. This quite 
often leads to high levels of stress, anxiety, and even melt-downs. Flickering florescent 
lights, ringing fire alarms, uncomfortable clothes with itchy fabrics, the taste or smell 
of certain foods; these are all potential triggers for extremely unpleasant experiences. In 
many of the narratives shared by members of the community, hyper-sensitivity is 
mentioned along with social anxiety as reasons for hardly ever wanting to leave the 
house. The following excerpt by Dorothy, an American in her twenties, a would-be art 
therapist, is a good example of this: 

I mean, how do you explain to someone that certain types of clothes cause 
you pain? I mean actual, physical pain? People just go, ‘oh, come on, just get 
over it…’ No! You don’t understand! It actually hurts! 

 There are more than a few stories about being manipulated and abused, such as 
this horrid account of being raped, told by Amber, an American single mother in her 
thirties, a writer of short stories. Note her very frequent use of the phrase “I don’t 
understand”, as well as her common use of the pronoun ‘we’ when referring to people 
with Asperger’s: 

I don’t understand! I don’t understand why people do horrible things. I 
don’t understand why they like to do horrible things to me … I thought they 
were safe, I thought they could be trusted, and I didn’t see anything 
coming… a week ago it all came to really bad things … I was so happy… to 
have been accepted … I wasn’t reckless, I wasn’t out going to raving parties 
every night… I didn’t think I was being high risk or anything… and they just 
seemed so normal and now I'm so hurt. … Right now my brain is like mash 
potatoes in my head. I just… I don’t understand, I just don’t understand, I'm 
very confused and I just don’t understand what I did to be hurt like that… I 
just don’t understand. … I get that we don’t see the same red flags that other 
people see, we don’t get those vibes that are subconscious processing this 
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subtle information… I get we don’t pick up on it like other people do. But 
why do they do it to us?? What did we ever do to anybody?? What do we do 
to anybody to deserve abuse of any form? I don’t understand it! 

Vloggers talk about the experience of being medicated, as well as about choosing 
medication and reflecting on its effect, good or bad; they talk about dealing with 
anxiety, stress, depression, paranoia, exhaustion, and melt-downs that are often the 
result of living with the syndrome. They speak about dealing with co-morbidity, 
common among individuals with Asperger's, either physical (e.g., epilepsy, diabetes, 
cerebral palsy), or mental (OCD, bi-polar disorder, eating disorders, learning 
disabilities). Unemployment and financial difficulties are also all too common, as is 
the case with this next vlogger, a 54 year old bearded toy collector from the US, who 
aside from Asperger’s also has Cerebral Palsy: 

Many of us Asperger's or autism adults will end up either totally 
unemployed or we are underemployed ... The last time I ever had paid 
employment was back in 2001 … Since then I had to go on the SSTI, and 
I'm now in the poverty track, which is pretty typical of most of us adults 
from the Asperger's / autism / developmental disability spectrum.  

Note also this reflection by a 35 year old American: 

I was talking with my friend about why I'm such a fucking failure. You 
know I'm a college dropout? … 35 years old, don’t have a job, I'm 
unemployed, I'm overweight, I live with my mother, and I'm a college 
dropout. Why is it that I'm such a fucking and complete failure? 
[Laughing] 

Many vloggers talk about having to pretend to be ‘normal’, to put on a façade, to 
hide the symptoms, and to keep the diagnosis a secret; effectively leading a double life. 
This is the case with this next vlogger, a middle-aged American man. Note how he 
refers to his activity on YouTube as a journey (or at least as part of his journey): 

It kind of led me to an identity crisis, because I spent so much of my life 
faking neurotypical behavior, I don’t really know who the real me is. I 
blended the real with the illusion. Now part of my journey consists of trying 
to find out the real me, and who I really am. 

The next speaker also addresses the issue of having to pretend to be ‘normal’, but 
she goes on to discuss a related and crucial point, that comes up very often in the 
videos: since society expects Aspies to behave ‘normally’, individuals with Asperger’s 
must, for the most part, keep their Asperger’s traits hidden. When they do eventually 
disclose their diagnosis of Asperger’s syndrome, however, they are frequently met with 
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disbelief and doubt. This corresponds to the wide literature on ‘invisible’ or ‘hidden’ 
disabilities, and the difficulties that people with these types of disabilities must face. 
The following quote is from a video post by Anna, a Danish girl in her twenties, a 
seemingly successful musician, lyricist, and ex-model whose vlog has hundreds of 
thousands of views: 

People often tell me that I am too normal to be an Aspie. But that’s not 
actually the issue. The issue is that I act too neurotypical to be recognized as 
an Aspie. I've spent nearly 20 years learning how to imitate neurotypicals … 
I play a character every day, I play neurotypical, I act neurotypical, and I'm 
really good at it. But that doesn’t make me neurotypical, it just makes me a 
really good imitator, a really good actress … We can uphold this thing for 
sometimes months at a time… but sometimes, we can't. There are weeks 
where I can't go to work because I don’t function well enough … I've gotten 
so used to being accepted as normal, so I can't face the world when I am an 
Aspie … You can say that I'm not an Aspie all you want, but you don’t have 
a fucking clue what I've been through … So thank you for thinking I am 
normal… But fuck you for thinking that you know that I am! Because I’m 
not!! 

The effort that is put in trying to act ‘normal’ is also evident from the following 
reflection, by a middle-aged Canadian woman: 

The more I seem ‘normal’, the more functional I might be in given 
circumstances, really what's behind that is a tremendous legacy of work … if 
you only knew what I have had to map about, read about, learn, study, 
analyze, process, slice and dice, put back together my own way… virtually 
everything. 

As difficult as having Asperger’s syndrome is, it is certainly not all bad, and this is a 
fundamental point that many speakers often point out in their blogs, as in the 
following examples, the first by Anna, and the second by Amber: 

The things that are good about being an Aspie are so good and so awesome… 
[She goes on to list all the benefits of having Asperger’s: amazing capacity to 
focus and to solve problems; excellent memory; extremely knowledgeable 
about their special interests; wonderfully creative; honest; loyal friends; very 
loving]  

In Asperger's, there's a lot of great things that come with it, but for me 
there’s a lot of crap that comes with it too … just crap upon crap upon crap 
upon crap… it’s just a big pile of crap … but I don’t think I would trade 
Asperger's. The upsides are better than the downsides. 
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Accounts of the up-sides of having Asperger's are part of the third category of content, 
which I call ‘Advocacy’. Within this category one can find discussions over Asperger's 
as a gift, as an advantage (or at least as having its advantages), or as a social necessity. 
Note, for example, this following declaration by an American woman in her 50’s: 

…We are and always will be a counterpart, other half, partner. We are in 
the DNA. We are not wrong pieces that need to be eliminated. We are 
ESSENTIAL! And without us the universe would be incomplete and 
function poorly and eventually even malfunction altogether. 

According to Chamak, “turning stigmatization into a difference is a classic strategy 
in a society where normality is characterized by the pluralism of values and styles of 
living.” (2008:92). Indeed, many bloggers talk of autism and Asperger's syndrome as a 
different way of being rather than a disease or disability. Others, although certainly 
not as many, actually regard Asperger’s as a superior way of being (an approach often 
referred to as ‘Aspie supremacy’). Therefore many, such as this 22 year old convert to 
Islam from England, who in addition to Asperger's syndrome also suffers from bi-
polar disorder, object fiercely to the search of a cure for autism: 

People with disabilities, people with mental health issues, and autistic 
people are here for a reason. We all have a place here, and we all have 
exactly the same right to be here as human beings with all our differences 
and ways of being. It is tempting to view something which is considered 
different, or less at the norm, as a threat or a burden. Therefore, we as 
humans look for ways to dealing with it, which can lead to very dangerous 
agendas… it is not always clear why we are here, and that applies to any of 
us. Some things are beyond our understanding. But that doesn’t give us the 
right to say it is wrong, that being autistic is wrong, and it is something 
that the world could do without. 

Some list famous and successful people who are said to have Asperger’s syndrome 
(Einstein, Newton, Jefferson, Mozart…); others, like Reuben, a proclaimed a-sexual 
Irishman in his 20’s, are not so enthusiastic to do so: 

Sure Asperger's people are typically a little bit different from the regular 
population but it doesn’t make my life easier. It may or may not make my 
life more satisfying – I argue it doesn’t. And honestly I really don’t give a 
shit that Albert Einstein had Asperger's. I really don’t care. 

Others speak of feeling pride in having Asperger’s, a sense of pride whose complexity 
is reflected in the following short message by Dorothy: 
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I don’t want to say I'm gonna conquer what I have, but I'm gonna make 
the best of it. It’s what I've been doing for 20 years. And I'm proud to be an 
Aspie… I guess.  

The ‘advocacy’ category also includes such matters as suggesting and promoting 
alternative means of therapy and education for children and adolescents with 
Asperger's, such as the one suggested here by Natalie, a 29 year old crystal collector 
and novice poet from England. Note how she also emphasizes Asperger’s as a 
difference rather than a disorder:  

Being in their own world may be good for them, and what they want. It 
may actually protect them from being manipulated and abused, so forcing a 
socially withdrawn child or individual to interact is the worst thing to do. 
Even though from the outside this social isolation may appear bard or cold 
and lacking in growth, remember that this is only a neurotypical person’s 
point of view on the situation, whereas in reality, such a hermit like 
existence can help such a person to thrive creatively and imaginatively. 
What is wrong for some isn’t necessarily so for others … if you truly care, you 
will not try to control, or force your ideas and expectation of who you think 
they should be upon them. It’s crucial that you give them space and freedom 
to develop in their own time and this may take longer than average. 

 Asperger’s advocacy also includes adopting or rejecting such terms as “Aspie”, 
such puns as “Ass-Burger”10, and debating such claims as “Aspies lack emotions”, or 
“Aspies lack empathy”. It also involves emphasizing how certain aspects of Asperger's 
– such as stimming, spinning, rocking, keeping to oneself, etc. are not morally wrong, 
and should be tolerated and accepted, if not welcome, as in this example: 

Stimming can be a good way to help you process information better … the 
fact that people are just against stimming when it seems it’s probably good 
for autistic people and that’s why they do it, it just strikes me as basically 
ablist, and basically assuming that not doing things that look autistic is 
always the best way to be. 

Or this one, from a 20 year old girl from England, a graphic designer, photographer, 
and poet: 

                                                 
10  Seemingly a very popular pun in the US (it does not work with the British pronunciation of 
Asperger's) which was even the basis of a South Park episode in which Cartman pretends he 
has Asperger's by shoving hamburgers in his rear of his pants. Interestingly, in several 
debates over this episode, the vast majority of Aspies were not offended by this, and 
actually found it quite funny. 
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…but it’s not like full melt downs … I dunno, I start to flap and things. It’s 
really annoying because people look at you as if you're mentally ill or 
something, or that you're really thick, and it’s like, ‘no, I'm just freaking 
out, leave me alone’! 

A fourth category of content is that which I entitled ‘Offering Support and 
Advice’. This consists of blog entries primarily addressed to fellow Aspies, in which 
bloggers share, from their own knowledge and experience, such advice as how to 
prevent, diminish, or manage certain symptoms. Or how to maintain relationships 
despite all the difficulties this entails, such as this solid piece of advice, by an American 
in his twenties: 

For those who are trying to get into dating, or maybe you're not into dating 
but you're thinking about love or whatever – this could be a good video for 
you to watch, even though this is about me, this could be about you as well. 
So the question is: why do I want to be in a romantic relationship? ... Part 
of the reason was so that someone would believe in me. I wanted a cheer 
leader. And what I realized was that I had to become that cheer leader. I 
had to believe in myself … sometimes we want someone to fix us, or to 
compensate for that we feel is lacking. Ultimately the goal is to be the best 
selves before we enter a relationship … the one thing I really want out of a 
relationship is not only to love someone else, but to gain a deeper love for 
other people too, and for myself as well. 

Some explain Asperger's syndrome from a neuro-scientific point of view, affirming 
the idea of Asperger’s as a difference rather than a disorder (“neurology thus functions 
as an instrument to erect identity frontiers”, Ortega 2009:439).  Some recommend 
certain types of therapies and medication, bio-medical or otherwise. Some offer advice 
as to whether or not to disclose one’s diagnosis, or on how to improve one’s social 
skills. Generally, this category includes messages promoting self-awareness, self-
acceptance, and self-help. Sometimes, as in the following passage by a 36 year old 
unemployed American, a self-described "Electric Aspergian Alchemist Dragon", the 
message is quite simple: 

That’s my point: don’t worry about what assholes think. Because assholes 
are just assholes and nobody really cares about what assholes think because 
assholes have horrible breath, and nothing comes out of their mouth but 
shit. There are people out there that will want to fuck with you and poke at 
you but as long as you're a good person you don’t really have to worry about 
what the bad people are trying to fuck with you. 
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Or this similarly inspirational, but perhaps slightly more compelling message, by an 
Australian high-school student: 

If you want to make a difference to this world, don’t you dare let another 
person stop you from achieving your goals!  Don’t you dare let another 
person dim your shine, just because they're too blind to see your light! Just 
give everything your best shot. And most importantly, never give up! 

The fifth category is that which I refer to as ‘Childhood Experiences’, and it 
includes all those posts in which bloggers share memories of how it was to grow up 
with Asperger's syndrome. There are stories of bullying, exclusion, loneliness, and of a 
general sense of confusion and of being out of place, such as the following account by 
Anna: 

I just had this profound feeling of not belonging there… if I had the concept 
of an alien I would have probably thought of that. I settled on me being 
weird. Not as a positive and not as a negative...  I was just weird … that was 
the day when I settled on the term weird for myself, which wouldn’t change 
until I was sixteen, probably. 

Some share memories of loving parents, sometimes autistic themselves, while 
others experienced parental neglect or abandonment; being misunderstood by one’s 
parents is also not an uncommon narrative. Note the following reflection by Stephan, 
a Frenchman in his late twenties with a PhD in physics:  

I didn’t want to make them afraid, about having a kid… not really normal. 
So I stayed very quiet about this subject, about my feelings, about the way I 
felt different from the other kids … about this very painful anxiety. I stayed 
quiet about this in order to not make them afraid. But now, I think I made 
a mistake. 

There are also memories of imaginary worlds, and of a blissful childhood. A 
common theme is that life with Asperger's syndrome gets somewhat easier as you grow 
up. Note the following account by Dorothy about being dumped by her boyfriend as 
a teenager: 

…so not only am I dealing with this like a normal teenage girl, I was dealing 
with this like a girl with Asperger's! This was wonderful! Because everything 
was an emotional spiral of hatred and despair… because I hated my life, and 
at the same time, I don’t know how to deal with this, I don’t know how to 
deal with human emotions, “what is going on? Why am I feeling this way? 
Why is my pulse racing? WHAT??” 
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Many, if not all bloggers, also give an account of when and how they received their 
diagnosis, an event which understandably had a very significant impact on their life 
and their understanding of themselves, as in this account by a 27 year old guy from 
the US, making this video in his bed, partially tucked under his blanket: 

I was diagnosed yesterday, and I have mixed reactions about it. On the one 
hand it is kind of insightful, knowing that there is a name for something 
that was plainly different about me, which was evident all throughout my 
childhood and my teenage years … so it does help in that sense, that I am not 
just losing my mind … or insane … I never understood why I can't just get 
along with people, or maintain a relationship with anyone … 

Also note this following example, by an American in his early twenties, a talented 
guitar player: 

When I found out, it didn’t give me the clarity, the relief I thought it 
would. It actually made things worse. I had so many more questions; it was 
so hard for me to have to deal with that. I don’t want to have to deal with 
this, I don’t want for there to have to be something wrong with me. It’s not 
that I'm too proud to admit it. I have no problem admitting it, obviously. 
And I'm not too proud to take help for it, I just don’t want to have to have 
it, I shouldn’t have to deal with it. I know it seems like I'm complaining, 
I'm really not, I try not to let it get in the way of things ... it’s just 
incredibly hard to deal with. 

Or this recollection, indeed short, but right on the mark: “when I got my 
diagnosis … it was like a light bulb. A dim light bulb, but a light bulb nonetheless” 

‘YouTube’ is another very common theme. This is quite understandable, as it is 
the stage on which this entire activity is being played out. Asperger's or not, video 
bloggers are video bloggers, and virtually every single one of them is preoccupied, on 
some level or another, with the nature of this activity.  Thus, they talk about 
difficulties in making videos, such as in these two excerpts, both by women in their 
30’s, the first from the UK, the second (Amber) from the US: 

I’ve been thinking of so many interesting things and let me see if I'm going 
to be able to say them because it’s such an unnatural thing speaking into a 
camera when there's no one speaking back, it’s so odd.  

It’s something that I really struggle with … even making these videos, I had 
to remake a lot of videos. Before this one, I will have four posted and I have 
made probably thirty, and had to erase them because I get too anxious and 
so nervous about making videos and posting them online. 
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Many talk of why they chose to launch a blog in the first place; why they decided 
to make a specific video post, on a specific issue; they repeat comments they received 
and they comment on other videos; they discuss the relative success (or lack thereof) of 
their channel; they request from you, the viewer, to comment, respond, subscribe, or 
give feedback. They reflect on past videos, sometimes from as far back as a few years 
ago, spotting differences and drawing conclusions. They express support to other 
bloggers; they give their videos outrageous or surprising titles. Quite often, like in the 
following statement by Hannah, they address the matter of hostile or offensive 
comments they have received, clearly a very common phenomenon, collectively 
referred to as “cyber-bullying”: 

This form of bullying, although it seems quite harmless perhaps a lot of the 
time, is very serious … it can be very damaging to people’s sense of self, sense 
of what they believe in, and of what they know is true, and for that reason I 
don’t want it to continue … if such things are happening below my videos, I 
just have to say something to make people aware of it. 

YouTube is not a transparent player in the world of video blogging about 
Asperger's – it is as conspicuous as the syndrome itself.  

Asperger's syndrome is characterized, among other things, by narrow interests – 
sometimes referred to as ‘special interests’, or not as often, ‘obsessions’. These include 
any topic one can think of, and can be either general, such as film, or very specific, 
such as movie posters. Other topics mentioned include music, Nintendo, balloons, 
crystals, history, physics, toys, and many more. A common Aspie trait is that many of 
them thoroughly enjoy discussing their special interests at length, which they seldom 
get to do in ‘real life’, as their partners in conversation are very likely to eventually get 
bored. Therefore, YouTube offers them a fantastic opportunity to go on and on about 
their hobby – which they very often do, like in the following example, from a video 
entry by Amber: 

Tonight I’d like to talk about my special interest. Wouldn’t we all, right? 
And on and on and on and on about them… forever [laughing] … I doubt 
that will really interest many people. Nevertheless, I feel like making a video 
about this, so guess what? I'm going to do it. You don’t have to watch if you 
don’t want to. 

Finally, and perhaps not less important (although somewhat outside the scope of 
this thesis, as it concentrates primarily on speech), many members of the community 
utilize the YouTube medium to present various types of original art: drawings, 
paintings, poems, short stories, novels, dance, music, performance art, video art, and 
comedy. More often than not, these are referred to by their creators as ‘Aspie art’, thus 
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focusing the viewer’s attention to how these art works reflect the specifically autistic, 
or Aspie attributes of the artists’ mind. 

Naturally, even this attempt at an exhaustive account of the content discussed in 
the videos is bound to be lacking. Each video blogger is an individual, with unique 
perspectives, ideas, and experiences. This classification of discussed content is not 
innocent of simplification and reductionism. Indeed, there are exceptions, deviations, 
and adaptations. Moreover, it is important to note that not all that is discussed in 
video blogs by people with Asperger's syndrome is Asperger's syndrome. People with 
Asperger's are first and foremost people. While in many cases the syndrome is indeed 
the main topic of discussion, for some it always remains in the background. When 
imagining the world of video blogging about Asperger's syndrome, I urge the reader to 
picture a rich and diverse discussion.  
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WHY POST VIDEOS? 

 

So …that’s all I've got to say really, at the moment, and I hope this video 
hasn’t been too boring … or maybe... maybe do another one? I dunno… but I 
feel it’s very important to get this information out, so I hope it’s successful 
really. I'm not used to talking to a camera, you can probably tell that, 
because I'm being a bit awkward and weird. But anyway that might just 
be the Asperger's syndrome (Hannah) 

The question at hand is both interesting and complex, and I would like to suggest 
that it should be answered at two distinct levels. First, one should inquire as to the 
more immediate, conscious level reasons for making the videos and posting them 
online. This inquiry, important as it is, can be answered quite easily, as members of 
the YouTube community often address the issue in their videos. As noted earlier, 
video blogging is a medium loaded with reflexivity and self-awareness, and the reason 
for launching one’s video blog seldom goes unaddressed. Moreover, in one of my own 
videos I have raised this very question, to which I received a varied and quite 
comprehensive range of answers, not essentially different than the ones offered in 
previous vlog entries on YouTube.  

Yet, in agreement with Malinowski’s age-old teaching at the very onset of 
ethnography, to analyze a cultural phenomenon is to not suffice with answers received 
from members of a studied society. After all, if we all knew what were the profound 
reasons for doing what we do, anthropology would be quite a futile discipline. I 
therefore also wish to answer the question of “why they post videos?” from a deeper, 
more interpretive stance. In fact, I find this question to stand at the very heart of the 
matter being debated in this paper. Therefore, while this is the place to answer it from 
an observer / reporter point of view, as part of the still mostly descriptive section of 
this dissertation, it is by no means the final word on this matter. Understanding the 
reasons why vloggers with Asperger's make video blogs would – in fact it will – 
eventually encompass this entire paper. But first, let us pursue the easier task at hand – 
what are the conscious and rational justifications for people with Asperger's syndrome 
to post videos on YouTube. 

It should be made clear that each individual had his/her own reasons for launching 
a video blog. And yet, one can easily spot similarities and likenesses between the 
different accounts, and this confirms the assertion that shared life experiences have led 
different actors to pursue a common activity. The reasons for making video blogs will 
be subsequently divided in two: social reasons, and personal reasons. As with any 
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assumed classification of social actions, this categorization is indeed artificial. Many 
vloggers specify reasons from both categories, and the categories themselves are not 
mutually exclusive. To assuage this difficulty, I will determine that the following is a 
categorization of specified reasons; not of individual motivations.  

Under the category of social reasons, one can find such explanations for making 
vlogs as a desire to educate, or as one vlogger called it, “an urge to inform”. Some wish 
to educate the general population, i.e. neurotypicals, about Asperger's – the syndrome 
and the people who have it. Others, however, wish to educate their Aspie peers, 
whether on the syndrome itself (not everyone who has Asperger's knows all there is to 
know about it), or on how to manage it, benefit from it, succeed despite of it, or 
simply improve the quality of life. Advocacy, the principles of which are elaborated 
above, is yet another motivation for people with Asperger's to launch a video blog. In 
effect, this includes the desire to promote social change, to better the lives of people 
with Asperger's as a group, to fight prejudice, and promote awareness and acceptance.   

Note the following accounts, from two different videos by Hannah:  

One of the reasons why I do videos is because it adds a certain human 
element to what Asperger's syndrome actually means. Some people have the 
narrow view that if you have autism you're like Rain Man…  

For me, putting videos on YouTube has been important, because I believe 
I'm spreading awareness in a form that is quite useful for people, and 
possibly entertaining even, because people like to watch videos of things.  

Due to the nature of the disorder, many, if not all people with Asperger's would 
find it incredibly difficult to explain their disorder and opinions in a 'normal' social 
setting, or even at a conference. Using this format of video blogging gives a much 
more sincere and honest way of communicating with the rest of the world. But as 
mentioned, educating the wider, neurotypical population is not the only reason people 
with Asperger’s launch and maintain video blogs. Another very common reason for 
doing so, sometimes explicitly stated and sometimes remains implicit, is the desire to 
support and assist other Aspies: people who share the vlogger’s difficulties, challenges, 
concerns, and ambitions. The following quote from a video by Dorothy is a marvelous 
example of how rewarding it can be to help another human being: 

I'm probably the happiest person ever right now. A while ago I posted my 
video … there was one PM11 I got in particular that just made my heart sing 
… I got a really awesome email from a girl who went to my school and she 
said … [that] my video was really amazing, her sister has Asperger's and her 
sister cried when she saw my video, and I was like ‘I touched somebody’s 

                                                 
11 Private-message 
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heart!’. But that wasn’t the only part – she, the sister, was so happy that I 
could just admit that I have Asperger's and not feel anything from it … I 
guess I'm sharing this because I really do feel like sometimes I make a 
difference, and it feels super awesome, super special awesome, and it’s such a 
good feeling to know that my videos, ME … the fact that I know I can make 
someone feel good just with my words, is AWESOME! I'm really happy… I 
feel that somewhere out there I really do make people happy, and I'm 
ecstatic that you guys listen to my crap and you really like it! 

For other bloggers, the motivation for launching a video blog is quite different, 
and is brought on by very personal needs. The desire to talk is one very common 
theme. One must keep in mind that Asperger's syndrome is primarily a social 
disability –anxiety and stress very often accompany social situations. Even if one does 
manage to overcome these and perform socially, there is still the matter of hyper-
sensitivity and the constant chance of sensory overload outside of one’s safe and 
familiar surroundings (effectively bordering on agoraphobia). As mentioned earlier, 
there is the difficulty with making eye contact, with understanding facial expressions, 
body language, and hand gestures. There is the matter of the lack of interest and skill 
in small-talk, gossip, sarcasm, or humor. There is the tendency to talk with a 
monotonous tone of voice, or engage in actions which are considered socially-
unacceptable, such as stimming, spinning, tapping or rocking. These are just some of 
the reasons why for someone with Asperger's, a simple, friendly, comfortable face-to-
face conversation can be a rare and precious occurrence.  

For some, it is indeed virtually impossible. YouTube thus offers them a chance to 
do something they could only dream about – to converse with fellow human beings, 
without the stress and anxiety such a meeting would usually entail. This is why a 
common theme is that on YouTube, people with Asperger's syndrome can “be 
themselves”, and “feel at home”, and why video blogging is often referred to as 
“liberating”. This is also evident from one informant’s response when asked what led 
him to start making videos. The speaker is Ted, a bearded 37 year old American man, 
with the habit of making his videos from the driver’s seat of his car while smoking a 
cigar, an enthusiastic lover of heavy-metal music who often entitles his videos 
“Asperger's syndrome Sucks” (“Asperger's syndrome sucks… [Lights his cigar]... Did I 
say that? Have I said that before? Yeah, I've said that before…”):  

For me, the reason why I do these videos, and what it means to me, is 
because I'm talking to the camera and I'm talking to the audience that will 
hear me, by default, it’s like I’m talking to myself. And I can be totally open 
with myself … it doesn’t have that immediate benefit or punishment, you 
type, you post, and you hope for the best … I'm able to talk freely and openly 
and without inhibition when I'm on YouTube. I can be myself. 
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Evidently, it is not only dialogue many vloggers wish to engage in. The monologue 
itself, regardless of any response, is often mentioned as a source of relief, comfort, 
peace, happiness and enjoyment, as in this statement, also from Ted:  

I'm able to talk freely and openly and without inhibition when I'm on 
YouTube. I can be myself; I don’t have to abide by any social conventions … 
it allows me to talk out my problems, not just mainly to an audience ... it 
allows me to think inside my head, out loud … often times when people don’t 
acknowledge our value, there is a comfort in realizing that we can see 
ourselves perform … and find the value in ourselves for ourselves. 

In fact, quite often, the word ‘therapy’ is uttered in relation to video blogging, as in 
this quote from a video by Stephan:  

If I think more about it I could say that it’s kind of a therapy because I am 
alone, I live quite lonely here, and sometimes I feel bad or good but I have 
to speak loud about my thoughts, and sometimes I turn on my webcam and 
I record myself speaking aloud in order to hear my own words. And 
YouTube is a great exercise, I really suck in this exercise, but it is a good 
exercise to choose the right words for the right thoughts … so the only effect I 
can imagine is a kind of a ‘webcam therapy’ 

In the following quote vlogging is again mentioned as therapeutic, a substitute for 
meeting with an actual therapist: 

It just feels easier to express myself on YouTube. I don’t know why but it’s 
just easier than talking to, say, a psychologist … it’s a sense of freedom, 
liberation. Like I can do this, I can make a video. 

The following excerpt from a video post by Anna is another example of how talking to 
the webcam is considered therapeutic, but at the same time potentially beneficial for 
others: 

[This post] is probably going to be me wining a lot, which I don’t like to do, 
but I can't call anybody right now, and I need to talk without having a real 
person to respond. So it’s the camera, and I guess there are some people out 
there who will want to see something like this. Maybe it can help to show 
them that they're not alone or something. People tell me that sometimes… 

The following is yet another excerpt from a video by Anna, which also addresses the 
question of why she makes videos. Note the distinction she makes between Aspie and 
neurotypical, and her perceived role as mediator between these groups: 
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On YouTube, I try to translate what it’s like to be an Aspie to 
neurotypicals, because for some reason I'm actually ok at translating Aspie 
into neurotypical and the other way around. So I try to do that, I try to talk 
to other Aspies and tell them how they might improve their life a little bit … 
I don’t claim to have answers, I just give advice. 

Sometimes, vloggers just want to share recent achievements. This middle aged 
woman from South US, making this video in her garage, has just, for the first time 
ever, overcome her anxiety and drove across the long bridge, to visit her (autistic) son 
in prison. This is how she concluded her story, with a voice trembling with pride and 
excitement: 

…So I just wanted to share my thoughts and feelings about this truly 
remarkable day. You're looking at one of the coolest people in the world, let 
me tell you … and nothing stands in my way. Nothing! Fuck fear and fuck 
anxiety. It’s got no hold on me! So welcome to my world, this is me, 
branching out a little bit, stepping way outside the box and doing just fine! 

But perhaps the most common reason for posting video blogs is simply to seek 
social interaction, companionship and even friendship. As mentioned before, 
Asperger's syndrome is primarily a social disability. The traits and symptoms of the 
disorder make it extremely difficult for one to engage in any social activity, let alone to 
make friends or find a life partner. Loneliness is a particularly common theme in 
many of the videos. And yet, despite their common inclination to being alone, the 
following fact cannot be emphasized enough: contrary to common belief, people with 
Asperger's syndrome do want friends. They do want to socialize, they do want 
companionship, and on the most part they do want to have relationships. The internal 
conflict between wanting to be alone and wanting companionship is beautifully 
expressed in the following account by Stephan: 

There is a key word that is very important. It is loneliness. Loneliness is very 
important for me. In my Aspie life, I love to be alone; I don’t want to be 
disturbed by other guys. I like, I love to be alone in my world, with my 
books and my posters and my mind, travelling through my world where 
there are a lot of thoughts and equations … but sometimes, not every time, 
but sometimes this loneliness becomes heavy on the shoulders, very heavy, 
and I would like to share with someone. 

The following examples illustrate the same essential conflict: 

When you're isolated, there's just nothing. There's just empty space … 
nothing to challenge you, and nothing to surprise you or excite you … I enjoy 
routine, I enjoy predictability. But at the same time I don’t want my life to 
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be routine, and don’t want them [to be] monotonous. And how can life be 
anything but routine, dull, and monotonous, when you're just here, and 
nowhere else? 

…and you can either run away from it, and try and block yourself off which 
is what I’ve done for years; or you can let yourself be exposed to these 
situations and maybe be humiliated and embarrassed. But it’s so lonely, 
trying to protect your own emotions … and that’s horrible as well. So I think 
it’s worth being humiliated to get that experience and not be lonely any 
more. (Hannah) 

It’s like the right half of my brain is saying ‘you want friends, you should 
have friends, and you won’t be so upset or lonely or anything’, and the other 
half of my brain is telling me ‘you don’t want friends, you don’t need 
friends, you shouldn’t have to be around other people’. And it’s just a 
constant battle. 

Many vloggers seek support from other Aspies, who can sympathize with their 
problems and perhaps offer advice. The following passage is the closing remark of a 
video entry by a man in his thirties, recently unemployed and dealing with financial 
hardships, consequently suffering from a lot of stress and frequent melt-downs: 

Anybody with Asperger's, if you got advice, please let me know. This is 
really tough. I'm having a hard time. I don’t know what else to ask, what 
else to say. I'm kind of falling apart at this point. 

Many times, what motivates individuals with Asperger's to launch a video blog is 
the desire to find comfort in the fact that there are others like them, that they are not 
alone in the world. This knowledge seems to be in itself therapeutic and rewarding. 
These next few comments illustrate this wonderfully: 

In this sense, those AS videos are important to me. I know, now, that there 
are more people "like me" outside and I feel a part of it.  

Well yeah it's been great for me; hugely liberating and I've learned so much 
from people. Even the ways we say or do things are so similar; almost like 
we are the same people in different bodies. The same insecurities and ways 
of double checking our speech, all kinds of stuff. I'm not insecure anymore; 
but I once was. 

For starters it's taught me a lot and it’s opened up a lot of dialogue and 
shown me a lot of AS quirks others have that are exactly like mine. I've 
grown from it tremendously. 
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I felt very lonely … because in France, in the city where I live, I don’t know 
any people with this Asperger's syndrome …. So YouTube was a way to open 
the window and interact with other Aspies. Because my blog is not only 
one-way, it’s not me talking about me and my difficulties and my skills and 
whatever, it is also an open window to other peoples’ difficulties and skills … 
so it is twofold, and this is what my video blog means for me. It’s a way to 
open a window to a very wide group of Aspies … (Stephan) 

While for some the desire to watch others offers a strong motivation for posting 
videos, for others it is somewhat the other way around: what motivates them is the 
desire to be known by others, to be watched, to be seen. Note the following quote, 
from a video blog by a Florida man, an extreme sports enthusiast, body builder, and 
avid balloon lover, whose video titles – and content - often refer to his virginity, 
loneliness, (perceived) ugliness, and lack of friends: 

You're probably wondering why I'm always naming my titles ‘the 35 year 
old virgin” [etc.] … my whole theory is that the title, or how interesting the 
title is, is what gets you a lot of views, so that’s a lot of my reasoning for 
using my titles the way I do. Plus, I want my story to be heard, so I figured 
the more viewers see it, then the more people will know more about me, and 
that I am not just some shy guy who doesn’t have a life, or whose like really 
creepy, and people just stay away from. 

As enabling as YouTube is as a channel of communication for persons with social 
anxiety, it should come as no surprise that it had become a convenient alternative for 
socializing in the traditional way. Over the past few pages I have reported several ways 
in which the medium of communication offered by YouTube was used to form 
connections, find companions, create dialogue, offer support, or seek advice. A fair 
generalization of these different motivations would be to argue that video-blogging is a 
means of entering a community, as the following statement demonstrates: 

Another reason I started video-blogging was to feel part of a community. 
People with Asperger's find socializing online much easier, due to less 
anxiety, and also, I believe, more control over how and when they 
socialize. It is difficult to meet other people with Asperger's in real life so 
blogging and commenting on other people's videos definitely increases the 
chances of making friends with similar interests and views. 

Some video bloggers are highly active on YouTube, with the rate of video uploads 
sometimes as high as one per day. It is specifically for these individuals that activity on 
the website seems to be attached with special significance and importance. This next 
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comment by Hannah shows just how significant this activity can be for at least some 
of the bloggers: 

In my last video I asked people to write comments and talk about their 
experiences and that didn’t go very well, but I would like to have some sort 
of feedback about this. Now I don’t care… I just want to know people’s 
opinions, people’s experiences, really; because I believe it can change the 
way things are. 

I find the last bit of this paragraph particularly noteworthy. At the risk of over-
reaching, I believe it reflects beautifully what YouTube is for many of the members of 
the studied community. Yes, it is a place to socialize, to get to know others, to get to 
know oneself. But eventually, it is ultimately a place for one to “change the way things 
are”. As general as this expression of desire is, it hits the issue right on the mark. Video 
blogging on YouTube by people with Asperger's is never merely a means for a single 
end. Rather, it reflects a wide range of motivations, as wide as the human desire for 
improvement, for understanding, and for change.  
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IS IT A COMMUNITY? 

I’d like to just say thank you to everybody for the comments and the 
messages that I get. It feels like were beginning to build up a little 
community of people who maybe don’t have other places where they can 
discuss these issues about autism… 

Several times in this paper I have referred to the group of individuals who post 
video blogs on YouTube and who identify as having Asperger's syndrome as a 
‘community’. This statement certainly warrants further investigation. Is it, in fact, a 
community?  Several researchers have already addressed this question with regards to 
other social groups on YouTube, and their findings, despite some variation in the 
details, are generally quite conclusive: yes, the communities forged on YouTube are in 
fact communities, albeit of a somewhat different kind than that which we are usually 
accustomed to. Already in 1998, Thomsen et al. have established that “online 
communities are far from the ‘imagined’ or pseudo communities … they are, in fact, 
‘real’ in the very way in which they reflect the changing nature of human relations and 
human interaction” (1998:1). But is this also true specifically regarding the 
community of video bloggers on YouTube?  

Rotman et al. have addressed this very question. They remind us that “the nature 
of communities, which was initially based on geographical proximity and physical 
presence, changed with time to focus on social cohesion and common values. This 
resulted in a paradigm shift in the definition of community, which nowadays includes 
interpersonal relations as a crucial component in the creation of a community” 
(2009:41). Rotman et al. ultimately conclude that “the personal interaction within 
YouTube transcended it from a video-publishing and broadcasting outlet to a 
community, and its users became not just broadcasters but members of the 
community” (2009:43). Jarrett supports this assertion, stating that “the conversational 
genre of vlogging is emblematic of the user-produced content identified in this study, 
confirming the existence of community engagement at the site’s core.” (2010:328). 

But the real validation of this claim should come from those whose opinion on 
this matter matters the most – the members of the community in question themselves. 
In their video blog entries, vloggers utter the term ‘community’ extremely often. 
While this alone could very well lead one to the conclusion that a community does 
exist, some skepticism is still in order. Primarily because regardless of whether or not 
the community exists in any real sense, the phrase “YouTube community” is so often 
used, that it had become somewhat of a cliché. Therefore, in order to establish that 
the group of video bloggers with Asperger's on YouTube does in fact constitute a 
community, I have raised this very question in one of my videos. The answers I 
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received were in agreement. Not only did there seem to be a consensus as to there 
being a community, but the existence of which was almost unanimously regarded as a 
positive. Note, for example, this response by Natalie: 

I do feel there is a sense of community with YouTube and Asperger’s … it is a 
very distant way of interacting and relating to others and that suits me just 
fine and YouTube and the internet in general has opened up a huge door 
for people with Asperger’s and communication difficulties to be able to 
express themselves in very creative, open and freeing ways. 

Ted, on his part, had this to say: 

Yes. I would say there is absolutely a type of community on YouTube … 
[and] me providing information to help the community, and me getting 
more involved in the community has certainly been a good thing … I would 
like to be that type of individual, to be a forerunner and an elder in the 
community of Asperger's syndrome … rather than just a follower, a bystander 
and a dabble.  

He then concludes this video entry with the following closing remark: 
“thank you Mr. Ben for posting this video, to bring awareness to our 
Aspergian social community” 

This next interesting commentary was made in a video posted nearly 2 years ago 
by Stephan. As can be seen, he is somewhat more hesitant about there being a 
community of Aspies on YouTube: 

Aspie community – and this is my point of view, maybe I'm wrong – but it 
is just a consequence of our society…. So all of the Aspies come and get 
together and form naturally a community. But there is no goal, you know 
what I mean? …. So Aspie community is a good thing, because it is not, by 
definition, going to extremes … we can share our difficulties, we can share 
our problems with social skills, we can share our solutions, our tricks, etc. 
and we can also imagine that inside a community we could have 
friendships or relationships and all of those things. 

Recently, however, in answer to my question whether 2 years later he still feels the 
same about the issue, he had this to say: 

So is there an Aspie community? Hmmm, that is a good question … for me 
actually there is an Asperger's community. I changed my mind through the 
last 2 years. First I didn’t believe the Asperger's community, and the word 
community scares me a little bit … 2 years later, I think that there is an 
Aspie community, because I see a lot, and I discover mew people with 
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Asperger's syndrome on YouTube making videos, and I learned a lot about 
them … and that’s very interesting. The only thing I think is bad is that this 
community, this Aspie YouTubers community, could be deeper than that … I 
would like to have a real exchange … that would be great.  

These few passages, representing but a small part of all the comments relating to 
this issue, definitively resolve the debate on this matter – there is absolutely a 
community of people with Asperger's on YouTube. Not only that, but this 
community is regarded by its members as a very significant, very important part of 
their lives. Yet, as with any community, there are always those who just don’t seem to 
want to fit in. Note the following statement by Scott, a slightly eccentric, goateed, 
pierced self-proclaimed nihilist from England: 

I am the cat who walks by himself, and all places are alike to me. Others 
can have their communities or not... as they wish. Whatever belief brings 
them their comfort, I'd imagine; doesn't really matter to me. All that 
matters to me is that whatever communities there may or may not be, I am 
NOT a part of them. Society / community is the antithesis of individuality, 
as I see it. Any group of people is only as smart as the stupidest among them. 
Any group of people is only as decent as the worst arsehole among them …The 
only way to avoid that is to remain independent. Unaffiliated. To be 
yourself and only yourself. Size doesn't matter. Numbers don't matter. A 
population of millions has no greater validity than a population of one.  
But if they want to do it anyway... whatever. Isn't my concern.  
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WHAT KIND OF COMMUNITY IS IT? 
 
It has been established, then, that there certainly is a community of people with 
Asperger's on YouTube. To try and identify its specific characteristics and features 
would be the next task at hand. Yes, one could simply state that what draws them all 
together is the disorder which they share, from which similar life experiences stem. 
Such a statement would not be wrong, but it would be stating the obvious rather than 
challenging it. I wish to argue that the community of individuals with Asperger's on 
YouTube offers its members much more than conventional socializing and 
conversations over shared interests and experiences. It offers them the opportunity to 
join strengths and induce a real change; a change to society, a change to Asperger's 
syndrome, and ultimately, a change to themselves. But to understand how this process 
unfolds, we first need to understand the community itself. 

The community of video bloggers with Asperger's is based primarily on speech, or 
more accurately, on the content of what is being said. As described above, most videos 
posted by individuals with Asperger's are indeed about Asperger's. The common 
denominator of all members of the community with relation to the question of ‘what 
draws them there’ and ‘what keeps them there’ really seems to quite simply be ‘to talk 
about Asperger's syndrome’. They might be offering support to fellow Aspies, 
advocating the syndrome, educating the wider population, or seeking council from 
peers. Yet whatever is their goal in making a specific video, in their videos, they talk 
about Asperger's syndrome, and most importantly, they do so in an agreed upon 
manner. One does not need more than a superficial familiarity with the two most 
common discourses about autism, the biomedical discourse and the neurodiversity 
discourse, to realize that video bloggers with Asperger's– with very few exceptions – all 
talk about their syndrome in the terms, jargon, and approach of the neurodiversity 
discourse. It is with this in mind that the community of vloggers with Asperger's on 
YouTube can quite accurately be deemed a ‘discourse community’. 

“A discourse community is a group of individuals bound by a common interest 
who communicate through approved channels and whose discourse is regulated … each 
forum has a distinct history and rules governing appropriateness to which members 
are obligated to adhere” (Porter, 1986:38-39). While this short definition of a 
discourse community primarily emphasizes its constraining nature (which could 
indeed explain the obvious similarities in content as well as form in the vlog entries), 
Porter quickly reassures: “we are constrained insofar as we must inevitably borrow the 
traces, codes, and signs which we inherit and which our discourse community 
imposes. We are free insofar as we do what we can to encounter and learn new codes, 
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to intertwine codes in new ways, and to expand our semiotic potential – with our goal 
being to effect change and establish our identities within the discourse communities 
we choose to enter” (Porter, 1986:41) 

Thus, members of the Aspie vlogging community do not only adhere to the 
neurodiversity discourse, nor are they inescapably constrained by it. Yes, the 
neurodiversity discourse sets the standard for their authorship, and offers a paradigm 
within which new texts can be created. Yet a discourse community does not inhibit 
the creativity of its members, as much as it directs it. Using this mechanism, a 
discourse community often proves to be a very powerful device. As a large group of 
authors all follow a certain shared trace and code, the texts they produce all eventually 
become part of one grand collective intertextual composition.  

To put it another way, by allowing themselves to be imposed, and indeed partly 
constrained by the neurodiversity discourse, members of the Aspie vlogging 
community do not only reflect it, nor do they simply repeat existing ideas. They 
develop this discourse, and build on it. Often they rephrase its most basic foundations 
when inquiring as to the very meaning of Asperger's, as in the following recollection, 
offered offhandedly, yet extremely profound: 

I've always attributed my unique mind … [to] the way that I would feel 
things, and I would even put names on these feelings, I would give them 
flavor names. It was the way that I was experiencing nostalgia at the time, 
and the type of flavor that nostalgia would give me. I don’t know if this is 
something that happens in everybody’s mind. I think probably to a certain 
degree, but they don’t really delve into it and look at it like I do. (Ted) 

Or this fascinating reflection: 

I find myself thinking in ways that it almost seems like I depersonalize from 
myself. I like to think of it as super-self-realization. That’s what I called it. 
And this might not be exclusive to Asperger's, who knows, everyone might 
think this way but…  I dunno - people just don’t seem like it. I find myself so 
deep in thought … I find myself contemplating about life and my place in 
the world to the point that I sort of depersonalize from my own body and 
find myself referring to myself in the 3rd person… 

Not uncommon in video-blogs is for vloggers to suggest alternative theories as to the 
nature of autism, or why it exists, such as the theory proposed below by Scott, the 
aforementioned “cat who walks by himself”, in one of our private correspondences: 

Just keep in mind that the whole reason forms of autism exist is as a 
developmental throw-back to a time when our ancestors were independent. 
Everything about it carries the signs of being an ancestral condition... and 
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much like the ancestral line of whales and dolphins was once land-dwelling 
before returning to the sea.... we represent the return to a more ancestral 
state in thinking more like solitary creatures than social creatures.  

It just so happens that the environment we find ourselves adapting to is a 
VERY social environment, which we don't adapt easily to, much like 
mundies12 cannot adapt effectively to a very isolated environment. 

Thus in effect, members of the Aspie community reinforce, invigorate, and 
perpetuate the neurodiversity discourse by constantly making new claims, developing 
new theories, coining new terms and coming up with new ways of explaining the 
syndrome to others as well as to themselves.  This splendid collection of metaphors 
below illustrates this point perfectly. The first one of which, brilliant as it is, was 
rather ironically used in a video entitled “My Brilliance Gone Awry”: 

Asperger's can be a little cute kitten, that comes up and you pet it and it can 
cuddle up next to you, and it can wow everybody in the room. And the 
same kitten can be bitten by a rat, and have rabies, and you don’t even 
know it has rabies, and you go to pet the kitten and it bites your ass. (Ted) 

It’s like I'm living in a world where things still operate the way my brain 
does, and it’s like trying to fit a square block into a little circular hole, and 
the corners just don’t make it through… so yeah, it’s scary. It’s really scary… 

I feel like no one really knows me, because I live inside a box, and I don’t 
have a spare key to let anyone in. and sometimes it’s lonely, sometimes it’s 
comforting, it’s just what I have to deal with on a daily basis. 

For me … it’s almost like my senses are on overdrive. Not like you're driving 
your car, but like running at excessive speed and you don’t know where the 
brake pedal is – like a runaway train. 

If you try to force your foot in to the wrong slipper, it’s just going to be 
painful [about how it feels to try to socialize ‘normally’]. 

Now that we have characterized the community of individuals with Asperger’s on 
YouTube, and established the claim that it is a discourse community, let us advance 
and attempt to answer some of the ‘big’ questions that inevitably arise. What are some 
of the profound reasons for individuals with Asperger’s to make video blogs and post 
them online? What effect does this activity have on their lives? What effect does it 
have on the lives of others with Asperger’s, and on society as a whole?  Over the next 

                                                 
12 Mundies – short for mundane; a somewhat derogatory term which basically means 
‘neurotypicals’ 
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few chapters I shall answer these questions, using primarily a social constructivist 
approach to the issue, while taking as a case study one very central topic of discussion 
in the community – the topic of emotions.  
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ANALYSIS 
 

I feel like I'm transforming as the culture transforms; it’s like the world is 
changing and I'm trying to change with it. 

According to Nichter, “illness identity affects the illness experience of the 
afflicted.” (2008:12). People with Asperger's are inevitably defined by their syndrome. 
When autism was frequently mistaken for schizophrenia, autistics were schizophrenics, 
at least as far as society was concerned. When autism was confused with retardation, 
they were treated as retarded. When autism is misconceived as savantism, autistics are 
inevitably expected to demonstrate prodigious capacities. I have established that 
Asperger’s syndrome is by far the most common topic of debate in video blogs by the 
people who have it. My assertion is that by constantly discussing Asperger's syndrome 
in their videos, members of the vlogging community challenge dominant perceptions 
of the syndrome, re-conceptualize it, and negotiate its very meaning; eventually 
claiming it their own to describe, explain, and define. As I will soon show, identity 
always derives from existing cultural and social ideas; therefore, as they alter their 
perception by others, members of the Asperger’s vlogging community subsequently 
alter their perceptions of themselves. Simply put, they reconstruct their identities. The 
question of just how this is achieved is the topic of the next few chapters. 

 
A New Social Movement  

To faithfully analyze the social activity described in this essay, I must first 
contextualize it within a social and historical backdrop. Bumiller has described the 
neurodiversity movement as one which “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.” (2008:981). As such, it is often 
considered a ‘disability rights movement’, the central values of which are “autonomy, 
independence, and integration.” (Shakespeare 1993:262). It is these goals and values 
that have led researchers to deem it a ‘new social movement’. The ‘new social 
movement’ theory appeared in sociological and anthropological literature in the late 
1980’s, and has since increasingly gained popularity. It ascertains that modern day 
social movements (approximately 1960’s onwards) are no longer concerned with such 
Marxist principles as the allocation of resources and the class conflict, but rather in 
more abstract issues such as identity and morality.  

Equipped with new sets of agendas, goals, and strategies, these movements have 
become a fascination of many social scientists. The gay pride movement, for example, 
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was quickly reckoned a ‘new’ social movement, as were movements calling for 
denuclearization, environmentalism, and peace. It is a broad category indeed, but its 
most basic characteristic is simple – new social movements’ demands are essentially 
not financial, although poverty and discrimination undoubtedly do shape the agenda 
of many such movements. Nevertheless, Shakespeare (1993) rightfully proposes that 
this common feature should not keep us from acknowledging very significant 
differences between at least two distinguishable types of new social movements: those 
with a ‘post-materialist’ agenda on the one hand (e.g., Greenpeace), and ‘liberation 
movements’ on the other (e.g., The Black Panthers).  

The difference between the new social movements and those of the past is also 
reflected in how the motivation for participating in a movement is understood. 
Previously, when social movements’ demands were primarily financial, it was believed 
that movements emerge when the stress put on oppressed populations has reached 
some crucial point. With the emergence of the new social movements, however, this 
has proven false, or at least insufficient. The following question inevitably arose: what 
motivates participants in ‘new’ social movements to pursue social change? It is with 
this question in mind that the concept of ‘collective identity’ became increasingly 
advantageous. As explained by Polletta and Jasper, “focusing on identity seemed a way 
to explain how interests emerged rather than taking them as given. By examining the 
formation of collective identities, scholars would shed light on the macrohistorical 
context within which movements emerge”. (2001:284).13 The authors then proceed to 
offer a useful conceptualization of ‘collective identity’: 

We have defined collective identity as an individual’s cognitive, moral, and 
emotional connection with a broader community, category, practice, or 
institution. It is a perception of a shared status or relation, which may be 
imagined rather than experienced directly, and it is distinct from personal 
identities, although it may form part of a personal identity. A collective 
identity may have been first constructed by outsiders … who may still enforce 
it, but it depends on some acceptance by those to whom it is applied. 
(Polletta and Jasper 2001:285) 

This definition of collective identity offers a valuable perspective for 
contextualizing and understanding the emergence of the community of people with 
Asperger’s on YouTube as part of the broader neurodiversity movement. Members’ 
connection with the broader community and category, as well as their perception of a 
shared status or relation, will subsequently be referred to as their ‘collective identity’. 

                                                 
13 Brubaker and Cooper offer an interesting alternative interpretation of the rise of identity 
claims, suggesting that “the weakness of class politics in the United States (vis-a-vis Western 
Europe) left the field particularly wide open for the profusion of identity claims.” (2000:3) 
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This concept will play a considerable role in my impending analysis of the community 
in question.  

And yet it remains to be answered: what are the social circumstances which led to 
the emergence of the neurodiversity movement, and subsequently, of the community 
of video-bloggers with Asperger’s on YouTube? A good explanation for this can be 
derived from the following quote by Ethel Klein: “Having a hard life and being a 
member of an exploited group does not in itself lead to political unrest … Only when 
their problems are shared by other people like them, the group, can they attribute the 
source of their concerns to social conditions, such as discrimination, and look to 
political solutions” (Klein, 1982:2, quoted in Shakespeare 1993:255-256). In other 
words, individual desire to promote social change is insufficient. What is required is a 
socially active group of individuals with shared concerns.  

Until digital communication became widely accessible, for a large group of people 
with Asperger’s syndrome to connect in any meaningful sense was incredibly difficult. 
The internet - and video sharing sites in particular - enabled the formation of a 
durable, longstanding community of individuals with Asperger’s. As Singer (1999:67) 
suggests, the internet has done “what was thought impossible - to bind autistics 
together into groups, and it is this which will finally enable them to claim a voice in 
society.” It offered them the opportunity to interact without any of the concerns and 
anxieties that social events usually entail for them, as well as the chance to speak freely 
and openly about their syndrome and life experiences in a safe and comfortable 
environment. Consequently, as social producers, they have assumed social agency. 
Importantly, this has offered them the chance to radicalize their own view of 
Asperger’s syndrome, because for the first time ever, it was viewed from the collective 
glance of a group, rather than through the eyes of individuals. In other words, it has 
enabled them to form a collective identity. It is within this historical context that the 
community has emerged, and it is for this reason that the constant negotiation of this 
collective identity still remains the basis of its activity. 

 
Nature vs. Culture 

We don’t just ‘have’ Asperger's, we are what Asperger identified; it really 
hasn’t been given a name that I know of. He’s not the founder of who we 
are, he is just the person who discovered that there was a difference and 
made it public. 

I have already presented my main argument in this paper, which states that video-
blogging by people with Asperger’s syndrome on YouTube enables them to challenge, 
negotiate, re-conceptualize, and ultimately transform the very meaning of Asperger’s 
syndrome. The important question to ask at this point is how is that possible? How 
can the meaning of a bio-medical category simply be altered? Asperger’s syndrome is 
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indeed a biological physiological reality. It is an organic assortment of 
neuropathologies, producing an array of symptoms that one is either born with or 
without. What does it mean, then, that members of the community “transform the 
meaning” of Asperger’s syndrome? To answer this question, one must seek no further 
than to delve on some of the writings of the early feminist sociologists. One of the 
most significant contributions of gender sociology was that it had effectively separated 
sex from gender. In short, scholars of that realm had argued that natural categories, 
such as ‘female’ (or ‘dark skin color’), do not parallel the socially-constructed 
categories to which they correspond; namely, ‘woman’ (or ‘black’). Simply put, female 
and woman are two entirely different concepts. The result of this dichotomization is 
the understanding that social categories are actually dynamic, prone to change, 
dispute, and controversy.  

The same goes for disabilities in general, and Asperger’s syndrome in particular. As 
Grinker had noted, “autism, like all disorders, does not exist outside of culture. It is 
culture that sees something as abnormal or wrong, names it, and does something 
about it, and all cultures respond to illness differently”. (2007:11-12). In other words, 
the social category which corresponds to the innate syndrome is only what society and 
culture make of it. It is the sum of perceptions, ideas, understandings, and 
expectations that society attributes to those with the syndrome. And it is as liable for 
alteration, change, and transformation as any other socio-cultural category. No more 
static, no more universal, than the meaning of such fluid social categories as 
‘immigrant’, ‘religious’, or ‘young’.  

And yet, as Cerulo points out, “in highlighting the subjective nature of gender, 
constructionists do not deemphasize the effects of gender categories. Rather, they 
argue that … subjective definitions imprison individuals in spheres of prescribed action 
and expectation” (1997:388). The power of the bio-medical establishment lies in its 
near full authority and autonomy over matters of health and illness. “The very real 
element of physical impairment restricts activity, and reinforces ‘natural’ explanations 
of disability” (Shakespeare 1993:256). When a committee of psychiatry professors 
defines and explains Asperger’s syndrome, they do not restrict this definition to the 
purely natural. Rather, they construct a reality in which Asperger’s syndrome is its 
pathophysiology and symptoms. This powerful construction is then instilled in 
members of society, autistics and neurotypicals alike, through its agents of 
socialization, namely parents, schools, and the media. It thus grows and becomes so 
overwhelmingly powerful, that it can just as easily be thought of as a natural, objective 
truth. Therefore, to achieve liberation, a group restricted by this effect must 
accomplish separation where sameness once was. It must reconstruct reality; hardly an 
easy task.  

To oppose it single handedly would be futile. If enough individuals desire it, 
however, the socially constructed category can be dismantled by those who wish to do 
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so; in this case, by the neurodiversity movement, or more specifically, by one 
manifestation of the movement – the community studied here. In the words of 
Melucci, “the actors … try to reclaim the right to define themselves against the criteria 
of identification determined by an anonymous power and systems of regulation that 
penetrate the area of ‘internal nature’.” (Melucci 1989:61). The question then arises, 
what are the tools used by this community which allow and enable it to alter and 
transform the meaning of Asperger’s syndrome, and subsequently, the collective 
identity of its members? I wish to illuminate one such tool, which I deem most 
significant. To use the term coined by Snow and Anderson (1987), I shall call it 
‘identity talk’. 

 
Identity Talk in Action - Discussing Emotions 

Ted: Emotions are the worst factor. My emotions have always (mostly) been 
in control of me … Things snowball into control & awesomeness when 
everything is just right...& they can spiral out of control when the monkey 
wrench is thrown in. 

Scott: If they're in control of you then I surmise you just don't feel the need 
to control them strongly enough … When emotion acts up, it isn't too tough 
to just kill it and do nothing instead. 

Ted: It's tough for me because emotion is the only reason I do anything...if I 
didn't suppress them (but they are still active) I would have been sent to jail 
for punching my bosses' lights out. 

Scott: This may be a definitional difference then … Make no mistake here, 
emotions are a simple set of programmed responses to generic situations... 
BUT, you are not your genes. You are just one thinking product OF your 
genes. To put things another way, emotion controls what you desire, and 
what you feel you need. But its needs are often simple, and if they have any 
justification at all, it is very simplistic in nature. However, what the 
thinking mind wants, it can almost always justify. Its control is precise and 
absolute, and only through willful ignorance of its distinction can it become 
a slave to emotion. To truly understand the distinction between instinct 
and consciousness is vital.  

Ted: You are correct....however... I think it will take me 200 years to 
master. 

Scott: Self-mastery is my prime obsession.  I presume you know what I 
mean by that. I don't expect it to be easy for anyone who isn't 100% 
dedicated to it. 
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Ted: It is mine as well. However I keep moving the goal posts because my 
tastes change often. 

Scott: It sounds to me like you already lost before you even started trying. I 
don't doubt there are matters of context that really could do with 
clarification here though.  

(Correspondence between two of my primary informants in the comments 
section of one of my video posts)  

In their study of the process of identity construction among the homeless people 
of Austin, Texas, Snow and Anderson have noted that “‘identity talk’ constitutes the 
primary form of ‘identity work’” (1987:1336). Hunt and Benford have defined 
identity work as “an interactional accomplishment that is socially constructed, 
interpreted, and communicated via words, deeds, and images …. Identity work centers 
on a ‘universe of discourse’, broadly conceived as verbal utterances, gestures, acts, 
dress, and appearances, that communicate an identification with a particular 
worldview” (1994:491). They then define “identity talk” as “a discourse that reflects 
actors’ perceptions of a social order and is based on interpretations of current 
situations, themselves, and others.” (1994:492). I argue that it is indeed through such 
discourse that members of the community of video-bloggers with Asperger’s come to 
profoundly identify with one another’s worldview and perceptions, effectively 
internalizing these perceptions as part of their own self-understanding; namely, as part 
of their identity.  

Ian Hacking (2009) discusses the role of an alleged ‘autism language’ as a driving 
force behind the identity construction of people with autism. His conceptualization of 
this so-called autism language is very similar to what I shall call ‘identity talk’. 
Hacking argues that since writings by people with autism are a relatively new 
phenomenon, a new language to describe hitherto un-described (and therefore 
indescribable) experiences was required. Hacking’s main assertion is that popular and 
influential autobiographies written by individuals with autism (and arguably, every 
other piece of literature written by people on the autism spectrum, printed or digital), 
do not only represent typical experiences of having autism, but also create such 
experiences. For example, an autistic child reading a biography by his/her role model 
will make use of their written representations to ascribe meaning to his/her own 
experiences. These representations will then become ‘true’, insofar as he/she will 
communicate them externally, whether to parents, caregivers, researchers, or in his/her 
own writings, often meant for other people with autism. The result of this process of 
language creation is the constitution of a new and shared autism experience.  

To demonstrate the process by which content being produced through video 
blogging on YouTube ultimately affects and transforms the collective identity of the 
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community members, I wish to focus on one particular theme very commonly 
discussed among the authors in their vlogs. It has already been established that the 
community of video bloggers with Asperger’s on YouTube constitutes a discourse 
community. Evidently, one of the most prominent themes in the discourse which in 
many ways defines them as a community is the topic of emotions.  

For decades, people with autism have been thought to be lacking emotion. This 
popular misconception had stemmed from the fact that for autistic individuals, 
expressing emotions, verbalizing them, managing them, and interpreting them in 
others is an extremely difficult exercise, a difficulty apparently ingrained in the 
syndrome itself.  The idea that people with autism lack emotion was further 
heightened and given scientific validation following a 1967 book by Bruno 
Bettelheim, a highly esteemed psychiatrist and researcher of autism in his time. In this 
work, Bettelheim had first coined the ever so popular “Empty Fortress” metaphor as a 
way of explaining the subjective experience of the autistic mind. It was a powerful 
metaphor indeed, connoting not only inescapable solitude, but an utterly blank 
existence as well, completely devoid of any feeling or emotion. This very false 
observation had in effect outright de-humanized autistic individuals – because what is 
more human than to love, to empathize, to feel joy, affection or longing? And 
conversely, what is more monstrous than to not be able to?  

This gruesome idea has retained popularity for decades, and is still widely believed 
today. Watching countless video blogs by individuals with Asperger’s syndrome, I 
have personally encountered innumerous displays of joy, sadness, love, anger, 
disappointment, pride, insult, and hope. There is absolutely no doubt in my mind as 
to whether autistic people experience emotions. In fact, I find the very question 
callous and redundant, and would have happily ignored it altogether. But 
unfortunately, the misconception that individuals with autism lack emotions is 
extremely common, and it has a regular negative impact on their lives. From their 
videos it is clear that individuals with Asperger's not only disagree with this claim 
fiercely, but they resent it with vigor. Perhaps somewhat ironically, it quite simply 
angers them. It appears that this misconception stands to represent much of the 
ignorance, obtuseness, and intolerance with which they are confronted on a daily 
basis. Discussing this claim and refuting it are therefore perhaps the most passionate 
topics under debate in their blogs. When explaining Asperger's syndrome, it is 
extremely common for the speaker to proclaim: Aspies do have emotions!  

Emotions have long been known to play an important and influential role in such 
social processes as the formation of communities, the mobilization of social 
movements, and the construction of collective identities. According to Jasper, 
“emotions are present in every phase and every aspect of protest … They motivate 
individuals, are generated in crowds, are expressed rhetorically, and shape stated and 
unstated goals of social movements. Emotions can be means, they can be ends, and 
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sometimes they can fuse the two. They can help or hinder mobilization efforts, 
ongoing strategies, and the success of social movements.” (2011:286). Indeed, the 
desired eventual obtainment of certain emotions has proven to be a very strong 
motivation for social action, and many protest movements revolve around attempts at 
transforming shame into pride, for example. Such is the case with the well-known gay 
pride and black pride movements, both significantly named after, and remembered 
for, this historically paramount emotional transformation.  

Emotion does not only offer motivation for individuals, but is also an extremely 
powerful tool for both leaders and participants of social movements: “We arouse and 
display our own and others’ emotions as a way to get things done” (Jasper 2011:292). 
Leaders will speak of anger, shame, or fear when rounding people’s support in war. 
Religious figures may speak of mercy, love, and forgiveness (or otherwise of 
meaninglessness, nullity, or misery) when recruiting believers and maintaining their 
followership. Protestors may express and verbalize disappointment, resentment or 
exasperation with social systems or regimes, or dominant norms and values. Moreover, 
collective solidarities, i.e. the emotions members of a certain community or movement 
feel towards each other, are also meaningful factors in the strategy and eventual success 
– or failure – of social movements. It seems that the human capacity to engage in 
conversation over our individual emotions has always had a significant impact on our 
shared history.  

But the role of emotions in social actions is not always to arouse, control, or 
manipulate emotions in peers. Often, the nature of the discourse surrounding 
emotions and their display (or lack thereof) is in itself a topic of controversy, and 
consequently, a motivation and tool for social change. A good example of this can be 
found in the feminist movement, which in part consisted of women’s demand for it to 
be acceptable to publically express negative emotions, such as sadness or anger (Jasper, 
2011:296). In that case, the relationship between emotions and social protest was a 
complex one, not limited to the role of specific emotions in the formation and 
maintenance of the movement; the right to express emotion was in itself one of the 
movement’s explicit goals. In other words, among feminist activists, emotions were 
not in the background of things, but in the very foreground. Emotions were the issue.  

Our case at hand demonstrates yet another quite unique role of emotions in social 
action. Here, too, emotions are not hidden forces, but are explicit topics of discussion 
and controversy. Since the expression, verbalization, management and interpretation 
of emotions are several of the defining and characteristic hardships of Asperger’s 
syndrome, they are understandably a common focus for discussion. In light of the 
common misconceptions surrounding emotions among autistics, the stigma this 
misconception induces and the de-humanization which follows, the topic of emotions 
is a particularly – well, emotional - topic of debate, and it reflects many of the 
characteristics of the neurodiversity movement. In the following few pages I will 
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demonstrate how the specific debate over emotions among people with Asperger’s 
effectively acts as a central and crucial tool of their collective identity reconstruction, 
an important link in a mechanism meant to alter and eventually transform the very 
meaning of Asperger’s syndrome, and consequently, the identity of those to whom 
this category applies. 

It is necessary to try and understand how one might feel, growing up surrounded 
with the dominant discourse about autistics lacking emotions, a discourse reflected 
and perpetuated by one’s social surroundings. At the risk of over-simplifying, but as 
an effective tool to appreciate the process members of the community undergo, let us 
picture a young girl (or boy) with Asperger’s syndrome. Let us try and imagine the 
confusion and frustration she must feel, sensing that much of what she has been told 
about herself is wrong, but not having the tools to deny or oppose it. Not even having 
the words to acknowledge her own emotions, which inevitably accumulate and 
eventually burst out in the form of rage or depression (or sometimes, as uncontrollable 
excitement – sadly, a reaction not much more socially acceptable than rage). This 
stance seems to be the starting point of many as they first enter the online Aspie 
community. But as one enters the community, one is immediately confronted with 
very different ideas regarding their internal conflict. Firstly, the doubt as to whether or 
not one even has emotions is promptly eradicated, as one encounters such claims as 
these: 

We do have feelings. I have heard by some anti-guy that Aspies have no 
feelings, at all. What?? WHAT?! That’s not true, and you know that! 
(Stephan) 

Aspies have emotions, they're right here!! Ok? We feel! We’re people! And 
just because we have a syndrome that sometimes causes us to not be able to 
express emotions properly, or normally; doesn’t mean that we’re fucking 
robots! (Anna) 

It is these claims which confirm the assertion that the neurodiversity discourse is 
oppositional by its very nature (opposing the dominant discourse about autism), and 
it is from this oppositional stance that so many of the arguments within it stem. 
Keeping in mind that a discourse community has the quality of imposing certain 
restrictions on members of the community, the oppositional stance of the 
neurodiversity discourse as it is reflected in the community of vloggers on YouTube 
could be regarded as the most basic of sign posts, the most elementary ‘rule’ of 
conversation. And yet, one must remember that as previously suggested, the 
restrictions under which content of a discourse community is produced have the 
important role of allowing members to further develop the discourse, add to it, and 
build on it. Thus, other claims are to be presented, not sufficing with the 
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proclamation that Aspies do have emotions, but going in to more detailed reflections 
on the different ways in which people with Asperger’s experience emotion: 

I can understand pretty complex ideas with regards to philosophy and 
psychology, but not in a practical emotional setting. I could run down a list 
of emotions on paper and identify them, easily, but I have trouble actually 
applying that knowledge to real life situations. 

I have a lot of difficulty expressing myself and my emotions … I do tend to 
blow out a lot. I know a lot of this has to do with the Asperger's, but some of 
it has to do with – I just never learned how to cope properly. 

I have so much sadness, but right now it seems the only emotion I know 
how to show openly is anger. I am angry for the fact that I feel unwanted, 
unliked, isolated, and rejected. 

But despite all the time that I think that I'm not human … I still feel the 
emotions of a human. It is kind of an absurd notion to think that Aspies 
don’t feel emotions. I would argue that Aspies feel even more intense 
emotions - this is true at least with me - than neurotypicals. They just have 
trouble expressing it outwardly. 

These are all themes which come up very often in narratives of individuals with 
Asperger’s. Particularly important in this last excerpt is the short yet useful explanation 
offered by the speaker as to precisely why Aspies are so often thought to lack emotions. 
It is simply because they have trouble expressing them. The next speaker, Hannah, 
expands this argument: 

I thought it was a mystery … why other people had emotions, and got quite 
excited when they had emotions. I would get excited but it would stay in my 
head, and it would usually just cause a buzzing sort of anxiety … I have 
been able to express myself better, but that comes at a price. Because now 
I'm getting emotions that I didn’t know I had, because it’s been all 
repressed… I liken the experience to a straitjacket, because in my mind I feel 
like I'm restrained… 

Empathy, in particular, is a common focus of attention in the community. 
Empathy is distinctive among the wide array of human emotions in that it is a 
capacity which is utterly reliant upon one’s ability to recognize – and react to – 
emotions in others. Empathy is induced by another’s facial expressions, body 
language, and tone of voice. All of which are elements which people with Asperger’s 
syndrome, due to the nature of the syndrome, have troubles recognizing and 
interpreting. So while the existence of emotion in people with Asperger’s syndrome is 
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hardly ever doubted within the community, the existence of empathy is indeed 
sometimes brought to question, as in the following example, by a somewhat 
provocative, and yet certainly not unintelligent, Swedish vlogger (with such video 
titles as “defending pedophiles”, “Islam is bad”, and “is God evil?”) : 

I was always wondering why I don’t care about things that other people care 
about. For example, my half-sister told me about her father had passed 
away. And I didn’t feel anything … a normal person would at least care that 
someone he cared about was hurting … but I didn’t feel anything, I didn’t 
care. But I did care that I was not caring. I was thinking, wow, there's 
something wrong with me … because I have very low empathy, I look at 
things very differently … when it comes to politics, laws, religion; I look at it 
with absolutely no emotional level. 

The next video-blogger, a heavily pierced American Mid-Westerner, who aside 
from Asperger’s syndrome also advocates homosexuality (with a series of videos co-
authored with his partner, entitled ‘Queers in the Mid-West’), would disagree:  

We do not lack empathy, what we lack is the ability to process and to 
understand our empathy and other people’s empathy and how to put it 
outside of ourselves. In fact we feel very deeply. For me on a daily basis I 
would say I process 80 percent of my day in a very painful emotional state. 
Meaning that I feel so deeply it’s like a really dark sludge that I'm working 
through, and I don’t know how to get it outside of me and I don’t know 
how to connect that with other people as well …  I think that for the 
Asperger's person, the added level is that in the process of trying to process 
that, I become so emotionally drained that often times it leads to increased 
anxiety, increased paranoia, and often times I just have to take a nap, 
because it’s too much for me, and I'm mentally shut down for much of the 
time. 

Note the following short quote, also concerning empathy, by a man in his 50’s, 
suffering from cerebral palsy: 

Dad’s in a bad way. And you would think that an autistic would not even 
have a care in the world about a severely injured parent … that’s not true! I 
really give a dime about dad; I'm really worried about him! 

What is particularly significant here is the fact that the speaker does not suffice 
with making his emotions about his sick father known, but he mentions that these 
emotions are there despite what might be expected of an autistic person. It is this 
addition that expands this reflection beyond a mere personal narrative, and makes it 
an important building block in the ‘identity talk’ discourse of this community. By 
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opposing the popular stance that Aspies lack emotion, this gentleman affirms his 
position within the community, and confirms the existence of similar emotions in 
other members, effectively proving the point: society is wrong about them, but they 
know the truth.  

The following speaker, a 30 year old American painter, makes a very valuable 
argument. While remaining true to the principles of the neurodiversity discourse, he 
adds an extremely meaningful point: 

People need to stop thinking that people with Asperger's are 
uncompassionate, or uncaring. It’s probably the opposite, it’s just that we 
don’t know how to convey this compassion … this stereotype needs to be 
broken … we are just like everyone else …  a lot of people believe that people 
with Asperger's don’t have empathy … it’s not the observation that I made. I 
think that is perhaps the neurotypical interpretation of people with 
Asperger's syndrome … I have very pronounced emotions that affect me 
greatly, and sometimes I guess I don’t express that appropriately or maybe 
not at all sometimes, but I think that goes back to how I was treated and 
how people perceive me and me not wanting to put myself out there. 

Note how this speaker repeats the already familiar claim that Aspies are thought to 
lack emotions because they have trouble expressing them. But interestingly, he then 
goes on to attribute this misconception to neurotypical society’s tendency to 
misinterpret people with Asperger’s. The problem is not just in us, he says, nor is it 
our syndrome; the problem is in society, which simply cannot – or would not – 
understand us (note the speaker’s own use of the pronoun ‘we’, to refer to people with 
Asperger’s). A harsher tone can be read in the last two lines of this excerpt: “I think 
that goes back to how I was treated … and me not wanting to put myself out there”. It 
is not only that society, in his eyes, misunderstands him. It goes beyond that – many 
with Asperger’s feel oppressed and intimidated by society.  

This last note is significant. In many of the narratives of the video-bloggers on 
YouTube, when discussing their emotions, the point comes up over and over again: if 
it had not been for society’s paralyzing and impossible expectations, things would 
probably not have been quite so difficult: 

My emotions are like wild animals. They ask to live free but I have to keep 
them confined because the nice politically correct - socially acceptable - 
world that presently exists cannot cope with the extreme direct truthful 
exposures of my feelings that I have made in the past. 

This is why repressed emotions happen. Because you can't just let those sorts 
of emotions out at that time, because people will think you're insane … so 
you have to hold these emotions back. And what happens with that is you 
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end up with repressed emotions, and frustratedness, and anxiety – terrible 
anxiety. (Hannah) 

My emotions are there, and they're quite chaotic when introduced to a 
neurotypical dynamics and social behavior. There are a lot of things I come 
across that I actually stop my emotions when interacting because I think I'll 
have a reaction to it that other people will not accept… it would be socially 
unacceptable and I will be ostracized because of that. 

I want to make it clear that a person with Asperger’s is just as capable of 
emotions as anyone else …  I really don’t like the idea that people think we 
are emotional voids or robots. This is something we tend to become when 
we’re struggling to keep up with the demands that are put on us in social 
contexts. 

According to Shakespeare, focusing on the social oppression is one of the defining 
characteristics of disability movements, a claim which seems to be substantiated by my 
own observations. To finger the blame on society regarding its treatment of people 
with Asperger’s offers members of the community more than an alternative 
explanation for a social reality. As the history of the ‘new social movement’ has shown, 
it is a meaningful step in the constitution of a new collective identity.  “The crucial 
issue regarding identity is the process whereby individual people with impairment 
come to recognize themselves as disabled, focusing on the social oppression that is 
basic to that condition” (Shakespeare 1993:255). 

Social expectation with regards to how one displays their emotions is also what led 
Hannah to work very hard on improving this skill, to the point of compulsion: 

I've had to examine the emotion, examine how strongly I'm feeling the 
emotion, examine my facial expressions, make sure my face looks ok… all of 
that, and doing it to a standard that other people expect me to do it to, and 
a standard that I find acceptable to myself … and it developed into 
perfectionism. And now I see why people with Asperger's syndrome are often 
called perfectionists. Because that’s what happens, you feel inadequate, 
people tell you that you're not behaving appropriately and you have to alter 
your behavior. And the problem is they don’t know that you have Asperger's 
syndrome. 

The following passage is a very short excerpt from a long, extremely well-argued 
and in fact quite brilliant monologue by a 26 year old Australian, an avid scholar of 
social philosophy. It is his interpretation that society, and more specifically his own 
agents of socialization, may be guilty in more ways than those mentioned so far. It is 
not just the matter of false expectations and unsuitable social norms that arouse the 
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emotional frustration so commonly discussed among members of the community. 
According to him, no one has ever taught him how to manage his emotions, a task 
which constantly proves to be an extremely difficult one, and a task he is forced to 
deal with alone:  

My emotions are a turn of very short focus power that can lead me any way 
– good or bad –if I do not keep an eye on them. So to lower my guard and 
be open with emotions is hard in a world of people that don’t understand 
the strength or the different complexities of my emotions… it may be that 
there was never anyone around to teach me mindfulness or how to guide my 
feelings properly when I was younger……  I think it’s really funny that people 
think that people with Asperger's don’t have emotions. Because the fact is 
we've been taught not to show them because they do nothing but confuse 
people around us.  

Members of the community do not stop at discussing and conceptualizing the 
difficulties surrounding emotions, as many of them go on to offer coping strategies. 
Music, for example, is not an uncommon theme in this respect, as Hannah accounts: 

It is very important for me to listen to music, because I realize, and I can 
feel and see emotions that I didn’t know I really had, that I can't really put 
into words what the emotions are, but I know that the emotions are real 
because I felt them when I’ve been listening to certain songs. And I have so 
many favorite songs that bring about different emotions and different levels 
of emotion; and these emotions are real, and they can't be brought about by 
any other way other than listening to pieces of music. 

The following video blogger from Sweden, with already hundreds of videos in his 
resume, had devised a valuable lesson for his fellow Aspies, following his mother’s 
demise. His main claim is this: do not let society tell you what you should or should 
not feel, and do not be afraid of emotion. 

When my mom died, I had a feeling that I wasn’t feeling enough feeling … if 
you have Asperger's and your mom or somebody close to you dies, you might 
be confused over what exactly it is you're supposed to be feeling. Because you 
might have heard things like you're supposed to not have emotions or 
empathy or all that. And you might have seen movies where people have too 
much emotion – because it’s a movie - and you might feel bad that you're 
not feeling enough …  I just want to make sure that if you have Asperger's 
don’t be afraid to have emotions. Not because you have to have emotions, or 
act in a certain way, but don’t feel bad regardless of how you feel because 
you can't really help how you feel. 
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Note also this next piece of advice by a vlogger from Australia, recommending a 
peaceful environment as a soil for positive emotions: 

Emotions can be quite tricky things, and for someone with Asperger's they 
tend to be more extreme, more up and down, and basically it really pays to 
be aware of what your emotions are, how they work, how they affect you, 
what kind of personal type you have. For me I do this quite regularly, and I 
think I do it because it keeps things from getting out of control. That’s really 
just an illusion because things are always out of control now and then. But 
I just like to have a happy stable environment for my mind. It’s really a bit 
like gardening. If you don’t look after it, it will grow weeds (or bad habits) 
…   

Or this quote from a video blog by Hannah, on the benefits of empathy: 

The first point I really want to get across is that empathy can help you to 
establish and maintain good relationship with people … It’s been quite a 
challenge for me to learn empathy, to learn the way that other people think, 
and respond to them the way that they want to be responded to … So now, 
because of understanding that, I am now a lot happier than I used to be. 

One particularly noteworthy vlogger, a 25 year old musician and writer from 
Dublin, had dedicated one of his videos to discuss at length a topic on which he seems 
to be somewhat of an expert. He is a devout student of stoicism - the Ancient Greek 
philosophy and practice of assuming control over one’s emotional reactions. A 
particularly useful life skill, he deems it, for those on the spectrum. Note his advocacy 
of “philosophical therapy”, a fascinating idea that cannot be easily dismissed, nor 
should it be: 

What the stoicism allows us to do, by defining clearly what is within our 
power, and what is outside our power, and having the basic rule that you 
can't really justify getting pissed off by something that is outside your power, 
because you're just gonna get depressed … if you happen to be on the 
spectrum, or you're just interested in philosophy, check it out, because it’s 
good stuff, and it’s practical … it’s a philosophical therapy almost. And in 
relations to the Asperger's out there, and those on the autistic spectrum, it 
takes some of the harshness out of the realities of the world, and it gives you 
power. 

Finally, note this much longer and detailed account of the difficulty - and 
proposed solution - in distinguishing and acknowledging one’s emotions. Reuben has 
devised a relatively convenient way of actively identifying his emotions based on logic 
and rational thought: 



65 

I wanted to go into how I have gotten, in my opinion, sharper at 
identifying emotions, especially since I’ve been diagnosed with Asperger's. 
And I have a relatively simple method for identifying separate emotions … 
how I discern between reason and emotion is that I have to review my 
behavior in the context of my reasoning. And if my behavior does not 
precisely fit, there is some distortion caused by emotional instinct, as I see it. 
That way I can discern that if all of a sudden I find myself excited by a task 
that I wouldn’t logically have cared that much about, I may be feeling 
elated or happy in some way. Or say there is a task that makes rational 
sense to engage with, something that I thought I ought to do because it stood 
to reason, but I feel like not doing it … the emotion behind that could be 
something like depression … If I start acting impulsive, especially in an 
aggressive way, and it doesn’t seem to stand to reason, or it wasn’t 
something that I have panned out as the course of behavior which by 
definition being something impulsive … I'm most likely angry … I've become 
aware that I tend to be quite an angry guy, so that’s the one emotion I 
probably have the greatest difficulty of assessing, because it’s such a frequent 
tendency for me that it almost seems difficult to discern from reason because 
it’s so consistently present, so it’s quite difficult to get clarity in that regard … 
if I start describing everyone around me as being rotten, pathetic, useless 
person, and I don’t have sufficient evidence for those sort of things, or I feel 
I can't defend what I'm saying along rational lines, odds are I'm probably 
angry. So if I just pay attention to perception and behavior and contrast 
those with reason usually I can fish out if I'm being emotional and to what 
degree … that’s how I discern between reason and emotion, just by contrast 
primarily I guess. And it’s kind of a continuous process, that way I have to 
remain sharp because that stuff really doesn’t come to me automatically. 

Based on all that was said above, let us recount, shortly, what our hypothetical new 
member of the community has learned: that despite what she (or he) may have been 
led to believe, she certainly, absolutely, undoubtedly does experience emotions. That 
her difficulties in distinguishing her different emotions, in recognizing them in others, 
in expressing them and in verbalizing them are not unique, that she is not the only 
one experiencing this, in effect, that she is not alone. She has learned that despite what 
she may have been taught by her parents, teachers, therapists and the media, her 
tendency to shut down emotionally, and go into episodes of rage or depression are not 
inevitable symptoms of Asperger’s syndrome, but are very often the result of her being 
misunderstood – and perhaps mistreated - by society. That alternative means of 
therapy are available, treatments she might not have been aware of. She has come to 
learn new ways of referring to her emotional existence, ways that are useful for her, 
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that are accurate, that are comforting. She has come across such metaphors as “my 
emotions are wild animals”, “it’s like working through dark sludge”, “I liken the 
experience to a strait jacket”, or “a buzzing sort of anxiety”; which offer her new tools 
to explain her emotional state to herself, as well as to others.  

She has been offered all sorts of council and advice with regards to how to manage 
her emotions, how to distinguish them, express them, and recognize them in others. 
Importantly, she has learned that she ought to accept herself, love herself, regardless of 
what others may think of her. No less important, she has found peers with whom she 
can identify and companions to talk to, perhaps she even made friends. Maybe she has 
found role models in the community, mentors, or even personal heroes. Above all, she 
now has the opportunity to share her own feelings and opinions regarding any matter 
relating to her Asperger’s syndrome, in front of a (mostly) supportive audience, adding 
more content to this alternative discourse, further establishing her place in this 
community. Presumably, while not necessarily easing many of the disabling symptoms 
of Asperger’s such as hyper-sensitivity and social anxiety, she can take comfort in 
knowing that Asperger’s syndrome is not necessarily a bad thing, that it is something 
one can actually take pride in. But let us now look beyond the therapeutic aspects of 
this activity.  

 
Constructing a New Identity 

The rich and multifaceted discourse on emotions which members of the community 
produce and constantly maintain thus functions as a tool for reshaping self-
understandings, namely, for reconstructing identities. Let us describe, in theoretical 
terms, the mechanism by which members of the community employ video blogging in 
order to challenge, negotiate, and ultimately reconstruct their Asperger’s identities. 
Charles Tilly defined identity as “an actor's experience of a category, tie, role, 
network, group or organization, coupled with a public representation of that 
experience; the public representation often takes the form of a shared story, a 
narrative” (Tilly 1996:7 quoted in Brubaker and Cooper, 2000:12). This focus on a 
shared story and narrative as a public representation and primary attribute of identity 
is very useful for understanding the ‘identity talk’ hypothesis presented here. It reflects 
the important role that story telling within the community of video-bloggers has in 
the construction of a shared identity, as well as in the collective design of this identity 
as an experienced category.  

However, what is insufficient about this compelling definition is its unification of 
at least two clearly disparate experiences: that of the category, and that of the group. 
This is an important distinction which I wish to give further attention to. According 
to Brubaker and Cooper, “If one wants to trace the process through which persons 
sharing some categorical attribute come to share definitions of their predicament, 
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understandings of their interest, and a readiness to undertake collective action, it is 
best to do so in a manner that highlights the contingent and variable relationship 
between mere categories and bounded, solidary groups” (2000:9). To highlight this 
important relationship between category and group is therefore the next task at hand. 

According to Owens at al. (2010), there are two attributes of any individual’s 
identity which are primarily influenced by perceived similarities between us and 
others, and which can collectively be referred to as one’s sense of collective identity. 
The first of these attributes is that which is called ‘category based identity’, and it 
denotes those elements in our identity which are influenced by the socially meaningful 
categories which apply to us, and regarding which we scarcely have a choice; e.g. 
Dutch, Jewish, or Black. The second attribute, ‘group membership based identity’ is 
that which is based on actual membership in a bounded, interconnected social group, 
e.g., an air-force pilot, an Ajax footballer, or member of the neighborhood book 
reading club. This distinction can prove very useful for fully comprehending the 
process by which membership of the video blogging community of people with 
Asperger’s can – and does – affect the collective identity of its members, and 
consequently, their individual identities 

Before entering the YouTube community, or any other community of people with 
Asperger’s for that matter, the collective identity of individuals with Asperger’s (as 
such) could only be derived from the category based identity that is ‘person with 
Asperger’s’. This attribute to their identity was predominantly a negative one, deriving 
from the dominant bio-medical perception of Asperger’s, which emphasizes its 
disadvantages. Once entering the community, however, and as clearly seen from the 
narratives above regarding the specific topic of emotions (but this process is by no 
means restricted to this topic), individuals have gained another significant attribute to 
their collective identity as people with Asperger’s. They have gained a group 
membership based identity of ‘person with Asperger’s. In stark contradiction to their 
mostly negative category based identity, this new attribute to their identity, influenced 
primarily by the neurodiversity discourse as reflected in the YouTube vlogging 
community, is a positive one.  

Significantly, at this point, one’s category based identity must no longer be 
singularly influenced by the negative view point of the bio-medical discourse; the 
meaning of the category itself has changed. This process can be viewed from both a 
micro-level and a macro-level perspective. On the micro-level, the individual’s own 
view of Asperger’s as a category influencing his/her identity has been transformed, 
becoming arguably more positive: 

I post my videos when I have time … but the real motivation to keep posting 
my videos is to see the evolution of my point of view about Asperger's 
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syndrome, and also see the evolution of other Aspies on YouTube, over the 
years, months, weeks… (Stephan) 

Yet on a macro-level perspective as well, the discourse maintained and developed 
by the community has also broader implications, as this discourse “breaks out” of the 
confines of the community and reaches wider audiences, such as members’ family, 
friends, educators and therapists; the media; academic research; informative websites, 
etc. Ultimately, it is not merely within one’s own mind that the meaning of the 
category of Asperger’s has changed, or even just within the inter-subjective reality of 
the community; but also in the wider social perspective. The construction of the 
‘group membership based identities’ of people with Asperger’s had therefore had the 
effect of also reconstructing the ‘category based identities’ of people with Asperger’s, 
and it is here where the significance of this process lies. The result is a transformation 
of the collective identity which derives from the label ‘Asperger’s syndrome’.  

Category based identity (negative)  Group membership based identity 
(positive)  Category based identity (positive) 

Let us review. In this thesis, I have explored the process of identity reconstruction 
among members of the community of video bloggers with Asperger’s syndrome on 
YouTube. I have presented an ethnographic account of the world of video-blogging 
about Asperger’s, putting an emphasis on the content of these blogs, and concluding 
that the community can be referred to as a ‘discourse community’. I have attempted to 
demonstrate how the very act of posting video-blogs which adhere to this discourse 
about Asperger’s serves as a tool to challenge, negotiate, and eventually transform the 
very meaning of the category ‘Asperger’s syndrome’. This transformation, I have 
shown, ultimately enables participants in this community to positively identify with a 
previously primarily negative label that was coerced upon them. It is this process of 
identification that I interpreted as the most significant aspect of the social activity 
studied and analyzed in this project.  And it is this identification (otherwise referred to 
as ‘identity reconstruction’) that leads to a changed collective perception of Asperger’s 
among community members, and consequently to a different perception of 
themselves, a transformation described in participants’ narratives as both ‘therapeutic’ 
and ‘liberating’. 

As a final comment to this discussion, I wish to point out the following important 
fact: that while analytically, the ‘isolation’ of the Aspie identity has been useful for 
delineating and understanding the process by which it is negotiated and reconstructed, 
affecting the self-understanding of members of the studied community, it should not 
be understood that this collective identity is the only, or even necessarily the most 
significant attribute of the self-perception and self-understanding of those to whom 
the label ‘person with Asperger’s’ applies. Very often, and as seen in their narratives, 
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the identities of individuals with Asperger’s are influenced by any other number of 
both category-based and group-membership-based identities. Nationality, gender, 
race, social status, sexual orientation, education, etc. are all relevant categories for any 
of the individuals reckoned for this study, as is each individual’s membership in social 
groups based on shared hobbies and interests, family ties, physical proximity, or 
vocation. To reduce any individual’s identity to any one aspect of it is a perilous 
undertaking, which should therefore be considered in its proper context – as an 
academic tool, meant to shed light on one particular social phenomenon, not to 
explain social reality as a whole. 
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WHAT COMES NEXT? 
 

It’s aggravating, really … when it comes to people treating me like I come 
from some other planet it’s just frustrating, you know? As far as I’m 
concerned, I'm the normal one and they're the aliens! 

For a person with Asperger’s, emotions are indeed, as the above narratives have surely 
demonstrated, incredibly difficult to express, discern and decipher. In light of this, I 
would like conclude this work by suggesting a unique approach to perhaps better 
understand the emotional experiences of individuals with Asperger’s and other 
diagnostic categories on the autistic spectrum, in future studies. I would hypothesize 
that communicating emotions is a particularly hard task for autistic individuals simply 
because the language usually used to distinguish and describe emotions does not seem 
to suit them.  

For most of us, the connection between language and emotions is intuitive. Hardly 
any of us has ever been taught what love is, or what empathy means, or how to tell 
fear from anger. In fact, teaching this with any conventional means would be 
incredibly difficult. Most of us have merely been presented with these abstract terms, 
and expected to acknowledge these individual emotions within ourselves, thus 
understanding what these concept mean. For many of us, this is indeed sufficient, 
because as mentioned, we do it intuitively, without having to give the matter much 
thought. But for a person with autism, arguably, the existing language used to 
communicate emotions is lacking, inaccurate, and perhaps sometimes even quite 
meaningless, as the following account may illustrate: 

I want to communicate with people, I want people to understand me, I 
really do, and it’s a constant battle, it’s like getting people to understand a 
language that they don’t understand. With me, I'm trying to communicate 
a language in the way that I think, with people who communicate in a 
different way. 

My hypothesis is primarily based on the school of linguistic relativity theory, 
otherwise known as the Sapir-Whorf hypothesis. The principles of the theory are 
explained here by one of its two (independent) forerunners: 

We dissect nature along lines laid down by our native languages. The 
categories and types that we isolate from the world of phenomena we do not 
find there because they stare every observer in the face; on the contrary, the 
world is presented in a kaleidoscopic flux of impressions which has to be 
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organized by our minds - and this means largely by the linguistic systems in 
our minds. We cut nature up, organize it into concepts, and ascribe 
significances as we do, largely because we are parties to an agreement to 
organize it in this way - an agreement that holds throughout our speech 
community and is codified in the patterns of our language. The agreement 
is, of course, an implicit and unstated one, but its terms are absolutely 
obligatory; we cannot talk at all except by subscribing to the organization 
and classification of data which the agreement decrees. (Whorf 1956: 213-
14) 

Although this theory is indeed contested, it was never disproven, and it continues 
to ‘live on’ in the field of linguistics (e.g., Wierzbicka 2008). The most important 
thing to be derived from this approach is this: whether due to the incapacity of human 
language to fully reflect the natural world, or due to the inability of our human minds 
to fully grasp it, language – any language - can never represent a universal, objective 
reality. Therefore, speakers of different languages inevitably perceive reality differently, 
only as faithfully as their language allows them to. Importantly, this is true even when 
those aspects of the natural world are concerned which are often mistakenly regarded 
as objective truths. A common illustration of this hypothesis, whose popularity is in 
part the result of its alleged testability, is the question of how colors are perceived 
among different cultures. Many current linguists assert that different human languages 
reflect different categorizations of the color spectrum between cultures, so that 
speakers of a certain language may argue that the sky is what we would call ‘white’, or 
that what we would deem ‘blue’ is actually just another shade of green. Sometimes, as 
Wierzbicka (2008) found with regard to the speakers of the Australian language 
Warlpiri, members of a certain culture may have no ‘color talk’ at all.  

James Russell (1991), among others, had adapted the Whorf-Sapir hypothesis to 
another field where categorization is inevitable - the realm of emotions. In his review 
study on cultural variance in the classification of emotions, Russell concluded that 
“people of different cultures and speaking different languages categorize the emotions 
somewhat differently … Thus, neither the word emotion nor words for even alleged 
basic emotions, such as anger and sadness are universal … this conclusion implies that 
emotions themselves, [i.e.] the events referred to by the word emotion, are culture 
specific”. From this he infers the following: “if English language categories regarding 
emotion are not universal, then we have no guarantee that emotion, anger, fear, and so 
on are labels for universal, biologically fixed categories of nature. Rather, they are 
hypotheses formulated by our linguistic ancestors” (1991:444-445).  

Emotional labels are not universal categories of nature.  
What light can this supposition shed on the discussion at hand? Let us rethink the 
thick description of the emotional experience of individuals with Asperger’s, as 
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reflected in their narratives previously presented. A quite reasonable statement could 
be this: the emotional labels in English (or arguably in any other language) may not 
directly correspond with the emotional experiences of individuals with autism. This is 
an enticing idea, and while it certainly warrants more empirical evidence, it cannot be 
easily dismissed. Given that the categories which denote our different emotions are 
not universal, natural or objective, but rather culture and language specific, it can 
hypothetically be derived that the emotional categories of any language do not 
necessarily parallel those experienced by autistic people; this could potentially account 
for the communication barrier whenever emotions are involved, and the consequent 
confusion and frustration that inevitably ensue. It must be noted that this suggestion 
does not indicate any sort of judgment regarding ‘lesser’ or ‘better’ emotions, but 
merely that a difference may exist.  

Obviously, autism is not a culture in the sense meant by linguistic relativists. 
While in social science literature it is occasionally considered just that (e.g., Davidson 
2008, Silverman 2008), this is overstating, if not exoticizing the difference that is 
autism. And while several social scientists have considered the existence of an ‘autism 
language’ (for example, Hacking 2009 and Davidson 2008, and to a lesser extent 
Brownlow and O’Dell 2006, and Chamak 2008), this should perhaps be understood 
allegorically rather than literally; my informants, for example, all spoke perfect 
English. But in that case, how is the issue of ‘language specific’ or ‘culture specific’ 
categorizations relevant? It becomes relevant if we disregard the reasons for different 
people to have different perceptions of the world, and focus on the fact itself. While 
an Englishman and a Frenchman may perceive emotions differently due to language 
and culture differences, an English autistic person and an English neurotypical may 
perceive their emotions differently due to cognitive differences. The result is 
nevertheless the same. 

This can be made clearer if we move the discussion to another realm – that of 
hearing. Members of a community who reside next to a gushing river are likely to have 
never experienced actual silence – the kind that can only be ‘heard’ in the desert. 
Consequently, the meaning of the term ‘quiet’ is expected to differ somewhat between 
the two cultures. Similarly, for an autistic person with hyper sensitive hearing, ‘quiet’ 
often has a very different meaning than it does for neurotypicals. For example, while a 
neurotypical student may feel quite comfortable and calm in a perceivably ‘quiet’ 
classroom, an autistic student may be covering his ears with grave discomfort, due to 
the traffic noises from the road nearby. Had the neurotypical student been asked to 
pay close attention, he would have indeed heard the traffic. This is because (and the 
following point is crucial) an autistic person with hyper sensitive hearing does not 
have better hearing – he simply processes the auditory data differently. Therefore, the 
same audio volume may mean silence for one person, but noise for another. Such is 
the case with an autistic individual and a neurotypical, and such is the case with a 
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riverbank dweller and a native of the desert. The Whorf-Sapir hypothesis is relevant in 
both instances. 

Let us return to emotions. In a later article, Russell (1994) suggests the following: 

We speakers of English find it plausible that our concepts of anger, fear, 
contempt, and the like are universal categories, exposing nature at the 
joints. One way to overcome the influence of such implicit assumptions is to 
emphasize alternative conceptualizations. And, I believe, the most 
interesting means to this end is to take seriously the conceptualizations … 
found in other cultures. Rather than ask whether a given culture agrees 
with one preformulated hypothesis, we might more usefully ask how 
members of that culture conceptualize emotions (Russell 1994:137). 

Despite autism not necessarily being a distinct culture and autistic people not 
being speakers of a distinct language, Russell’s suggestion, to simply seek others’ 
emotional conceptualizations rather than to test how well our own conceptualizations 
parallel their experiences, can quite logically be generalized to include people with 
autism as well. This approach can potentially lead to a greater, broader understanding 
of the emotional experience of autistic people, and help produce a sustainable 
emotional lexicon, the existence of which will undoubtedly improve communication; 
between neurotypicals and individuals with autism, among individuals with autism, 
and even within themselves, i.e., their internal dialogue. To illustrate this, let us 
assume (and this is indeed a wild assumption) that for whatever reason, the distinction 
made in English between ‘anger’ and ‘fear’ – not an inevitable or universal distinction, 
according to linguistic relativists – is not relevant, or rather simply not true, for an 
individual with autism. Let us assume that this individual experiences something more 
like ‘angfear’; and like him, other individuals with autism as well. Wouldn’t ‘angfear’, 
then, be an extremely useful concept? In the words of Wierzbicka, a prominent 
linguistic relativist, “as evidence of the recent literature on bilingual experience shows, 
the structure of the experiential world differs, to some extent, from language to 
language … There are in fact many different experiential worlds, and if we try to 
explore them through shared human concepts rather than through English alone we 
can get closer to the experiential worlds inhabited by the speakers of languages other 
than English. The fact that we may never be able to capture those worlds fully or 
perfectly is not a good reason not to try to get as close to them as possible.” 
(2008:408-409). 

Such a lexicon may be extremely useful with regard not only to the emotional 
worlds of people with autism, but also to their sensory experiences. Note, for example, 
how the term “hyper-sensitive hearing” assumes that there is a ‘proper’ range of 
hearing, or how “hyper-sensitive sight” assumes that to see beyond a certain point is to 
see too much. Let us ask ourselves: would it be fair for the riverbank dweller to accuse 
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the desert inhabitant, when the latter complains about the noise from the river, of 
simply being overly sensitive? More importantly, would it be useful for their 
interaction, for their communication and mutual understanding? A much more 
beneficial approach, I believe, would be to find concepts on which they can agree, and 
let these new concepts be the basis of their conversation.  

Obviously, a critical outlook is required here, as this hypothesis is not grounded in 
any empirical data but my own observation. As far as I know, a difference in how 
emotions are experienced is seldom listed as one of the manifestations or symptoms of 
autism. But if we are to not suffice with stating that ‘autistic individuals have 
difficulties expressing and verbalizing their emotions’, and proceed to ask why that is, 
the theory suggested here is not an unreasonable solution. Another fair question, of 
course, would be to ask “but why would autism involve a different emotional 
perception?” To that I answer, who knows? Scientists do not yet know why any of the 
symptoms of autism manifest the way they do. There are several disparate theories 
concerning this matter, but the fact is, no one knows for sure. Therefore, who is to say 
that one of the manifestations is not a different emotional perception?  

As a concluding remark to this chapter, this essay, and the voyage which preceded 
it, I would thus like to make the following proposition: in order for the social sciences 
to truly gain an understanding of the narratives and experiences of the neurodiverse 
individuals among us, we need to try and deepen our exploration of these narratives 
and experiences. This can be done by no other means than through collaboration 
between autistic individuals and neurotypicals. We need to come to an agreement on 
shared concepts, difficult as that may be, concepts to which we can all relate equally. 
We must realize and acknowledge the possibility that our language may be lacking in 
that it may only represent the experience of a part of the population. Future 
ethnographic studies concerned with the social aspects of autism must therefore 
include a collaborative construction of mutually understood shared concepts, rather 
than hopelessly trying to describe and interpret others’ experiences using our own 
concepts. Perhaps it is then when fair, equal, and mutually beneficial dialogue can 
truly be established.  
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