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of autism related webpages evidenced that language 
associated with the medical model of disability dom-
inates the information provided by many leading/top 
ranked online organisations.

The Internet – a virtual library
More than 36 million adults in the UK use the internet 
on a daily basis (www.theguardian.com/news/dat-
ablog/2013/aug/08/36-million-brits-internet-every-day- 
habits-use) and it has been described as the modern 
source of information (http://internet.addictionblog.org/
why-do-people-use-the-internet-10-reasons/) used by 
many as a ‘virtual library’ (Keller et al, 2003). As part 
of a mass communication system, language and ideas 
frequently used on the Internet enter the collective 
public consciousness (Dimbleby and Burton, 2007). 
The way phenomena are framed by organisations and 
the ideas and beliefs conveyed online influence Internet 

Introduction
The Internet has been described as the modern source 
of information with the potential to change society’s per-
ceptions and understanding of any subject. Increasing 
autism identification rates makes the availability of high 
quality accurate information ever more important in 
order to better educate those seeking knowledge and 
understanding of autism and its effects on the individ-
ual. In this study, online conceptualisations of autism 
were investigated to establish what a newcomer to the 
field might find when searching for autism information 
on the internet and the potential effect of the search 
results on readers’ perceptions and understanding of 
autism. Organisational bias towards the adoption of a 
particular approach/model of disability is considered in 
terms of a) the type of autism information presented; 
b) the use of medical/non-medical language/terms to 
describe autism; and c) the inclusion of first-person 
accounts from autistic individuals. Content analysis 
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Editorial comment

The Internet is now often the first source of information that people turn to when they 
want to find out about a topic which is new to them. As such, it can be a powerful  
influence on the attitudes and values that might develop towards the subject or  
phenomenon being researched. In this paper, Julia Leatherland and Nick Chown  
explore the content of eight different organisations to ascertain how autism is  
portrayed. They argue that six of the eight adopt a medical model of autism with a 
focus on disorder and impairment having references to treatments and cure. The other 
two present autism as a difference, reflecting the social model of disability where the 
attitudes and actions of society in general have a powerful effect on the quality of life 
and degree of difficulty experienced by those with autism, with adjustments to society 
rather than to the person required. This paper will encourage readers to consider how 
they present autism in their own literature and websites and in particular how autistic 
individuals might view that content. 
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Whether autism itself is a ‘disorder’, a ‘difference’ or a 
‘disability’, individuals identified as autistic will experi-
ence barriers to achieving their potential (be disabled) 
and because of the current medical ‘deficit/impairment’ 
criteria for diagnosing autism (APA, 2013; WHO, 2010) 
autistic individuals are recognised as disabled in law 
(Disability Discrimination Act 1995; 2005; Equality 
Act, 2010). Conceptualisations of autism are therefore 
typically framed by theoretical models or approaches 
developed by disability scholars.

Disability studies
There are many approaches within the disability 
studies arena (Barnes, 2012; Barnes and Mercer, 2004; 
Goodley, 1998; Mertens, 2010; Oliver, 1996; Samaha, 
2007; Shakespeare, 2014; Snyder and Mitchell, 
2006; Solomon, 2014) but a defining feature of this  
academic field is the adversarial relationship between 
the contradictory sociopolitical and medical definitions 
of disability and disablement (Shakespeare, 2014) 
which are generally accepted to represent mutually 
exclusive dichotomies of attitude and thought (Goodley, 
2014; Grue, 2009). 

The medical model focuses on an individual’s 
impairments and locates them as the cause of any 
difficulties encountered (Goodley, 1998; Oliver, 2004; 
Samaha, 2007; Snyder and Mitchell, 2006), that is, 
you are disabled/impaired by your autism/because 
you are autistic – a position sometimes referred to 
as ‘personal tragedy’ (Oliver, 1990). In contrast, the  
distinction between ‘impairment’ and ‘disability’ 
(when defined as socially created difficulties imposed 
on an individual) lies at the heart of the social 
model (Barnes, 2012; Barnes and Mercer, 2004; 
Shakespeare, 2014; Solomon, 2014). When autism is 
described as a ‘problem’, an ‘illness’ or a ‘disorder’, 
it is being framed using the medical model (Oliver, 
1996) where such terms suggest the need for ‘treat-
ment’ or ‘cure’ (Pfeiffer, 2001) and imply that reduction/
removal of autism is the end goal. When employing 
the social model – that is, you are disabled because 
the environment you are in does not accommodate/
meet your needs as an autistic individual – rather than 
‘cure’ autism, a strategy of social transformation is 
advocated to remove social and/or physical barriers. 

users’ understanding of them (in this case autism) and 
affect what is taken for granted and assumed to be true 
(Dimbleby and Burton, 2007; Jones and Harewood, 
2009; Kellner, 2004; Mallett and Runswick Cole, 2012). 
Online information therefore has the potential to change 
society’s perceptions and understanding of any subject 
(Altheide and Schneider, 2013) because people make 
sense of their lives according to the ‘narratives’ (inform-
ation) available to them (Webster and Mertova, 2007). 
The problem with this is that the Internet lacks the safe-
guards a traditional library might offer and users risk 
obtaining misguided, biased and invalid information 
(Chowdhury et al, 2000).

Autism
Autism currently has ‘medical’ status and is diagnosed 
by medical professionals according to criteria set out 
in manuals of ‘psychiatric disorders’ (DSM-5, APA, 
2013) and ‘disease’ (ICD-10, WHO, 2010). The most 
recent revision of the DSM-5 (2013) has seen the sep-
arate diagnostic labels of Autistic Disorder (Autism), 
Asperger’s Disorder/Syndrome (AS), High Functioning 
Autism (HFA) and Pervasive Developmental Disorder 
Not Otherwise Specified (PDD-NOS) replaced by 
one umbrella term ‘Autism Spectrum Disorder’ (ASD), 
(Autism Research Institute, 2013). 

Arguments against using the medical deficit/impair-
ment model to identify/diagnose autism are made 
by academics, practitioners, autistic individuals and 
autism advocates (Arnold, 2006; Beardon, 2007; 
Saner, 2007), as are debates concerned with whether 
autism is a neurological ‘disorder’, ‘difference’ or a 
‘disability’ (Baron-Cohen, 2010; Beardon, 2007; Howlin, 
2010), the precise definition of which continues to be 
discussed (Barnes, 2012; Bickenbach, 2011; Goodley, 
2014; Goodley, Hughes and Davis, 2012; Shakespeare, 
2014; Solomon, 2014). What is not contested however 
is that, for those whose cognitive, social and sensory 
experience and understanding of the world is such 
that they can be identified as autistic, living in a society 
dominated by those who are not autistic, those of the 
predominant neurotype (PNT), means many aspects 
of daily life are likely to be more problematic or diffi-
cult than if they shared the neurotype of the majority 
(Beardon, 2007; Baron-Cohen, 2010). 
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Research questions
The following questions were developed in order to 
explore online representations of autism.

1. How is autism conceptualised and presented by 
popular online organisations?

  What definitions are used?

  Is explicitly medical or non-medical language/
terminology used?

  Is language use/are descriptors of autism positive/
neutral or negative?

  What topics receive the most coverage (proportion 
of information devoted to a topic)?

  Are the lived experiences/voices of autistic 
individuals present?

2. What models of/approaches to disability/autism 
are adopted by organisations presenting autism 
related information on their websites?

  Are models/approaches evident from their mission 
statements?

  Are models/approaches evident from the topics/
information presented?

  Are models/approaches evident from the choice of 
language/terminology used?

Methodology
Conventional content analysis (CA), a widely used 
pragmatic model of text analysis (Creswell, 2013; Kim 
and Kuljis, 2010; Weber, 1990), was used to analyse the 
online data. Coding themes were developed inductively 
from unstructured data (Creswell, 2013) rather than 
using pre-conceived categories (Hsieh and Shannon, 
2005). The focus and location of the content and the 
presence of the lived experiences of individuals with 
autism, through organisations producing the material/
data were recorded, as was the language used to 
describe autism and image/photo material. Peripheral 
material, such as adverts and dictionary definitions, 
which appeared on the results pages, was also coded 
according to language content.

The end goal is the reduction/removal of the level  
of disability experienced by an individual, not  
of autism per se (Beardon, 2007; Mertens, 2010;  
Shakespeare, 2014; Snyder and Mitchell, 2006; 
Solomon, 2014).

The social model is considered progressive  
(compared to the medical model) (Goodley, 2014; 
Goodley, Hughes and Davis, 2012; Shakespeare, 
2014) and has proved an effective tool for gaining 
insight into the way society disables individuals 
(Finkelstein, 2001; Oliver, 2004). It has been argued 
however that this model does not recognise the 
reality of impairments in the lives of individuals, or 
the benefits to individuals of therapeutic intervention 
(Shakespeare, 2014) and it has been suggested 
that a more holistic approach that considers all the 
different aspects of disability – not only those that 
are socially constructed – would be a more useful 
alternative to the purely medical/individual model 
(Bickenbach et al, 2011; Shakespeare, 2014). 

Shakespeare (2014) proposes that a relational/inter- 
actionist understanding, that disability arises as a 
complex interaction of factors, that is, “people are 
disabled by society and by their bodies and minds” 
(Shakespeare, 2014, page 5) is a more helpful way 
to frame disability. This position is evidenced in the 
bio-psycho-social approach to disability adopted by 
the World Health Organisation (WHO, 2011), which 
aims to represent a workable compromise between the 
medical and social models (Goodley, 2014). Disability 
is defined in the ICF-10 (WHO, 2001) as “less than 
optimal functioning” and can therefore be understood 
as “a condition which is universally prevalent among 
humans across the lifespan” (Bickenbach, 2011). By 
recognising disability as ‘part of the human condition’ 
the connotations of individual responsibility, implied 
in medical model language and terminology, are lost 
while the recognition of an individual’s impairments 
(described as ‘difficulties in functioning’) is not.
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Three autism related search questions/topics were 
selected which were considered most likely to be asked 
by an individual new to the field of autism. The search 
questions/topics were:

  what is autism?

  what is Asperger Syndrome?

  ASD diagnosis 

Sampling
Google, Bing and Yahoo account for approximately 
97 per cent of UK search engine use (Statistica, 2014) 
and their collective hold over the market has remained 
stable for the last two years (Search Engine Watch, 
2014). It was therefore assumed that the results gener-
ated by these search engines would be representative 
of information found/read by the majority of people in 
the UK searching for information about autism.

Theme NAS
Autism focused 
organisation

NHS
Medical/Health 
focused organisation

Autism Speaks
Autism focused 
organisation

Lived experiences of autistic individuals

Enabling health choices

Recognition of autistic people as 
individuals

All disabled people 
recognised as 
individuals

Promoting self-advocacy …of autistic 
individuals

...of all individuals …of families/carers

Advocating for autistic individuals

Promoting empowerment

Promoting independence

Improving rights/equality/access to 
education/training/support

Promoting community/societal inclusion

Promoting respect …of autistic 
individuals

…of disabled people 
in general

Changing society (educate/remove 
barriers/share learning)

Changing autism (treatment/medical 
intervention)

Curing autism (prevention/treatment/cure)

Funding research 

Accepting autism

Fighting autism

Theme occurred in mission statement

Theme did not occur in mission statement

Table 1:  Organisational focus and preliminary coding themes generated from mission statements

NB Where the only stated aim was ‘to provide  
information’ and/or ‘empower the reader’ organisations 
are excluded from the table for ease of reading (n=5).
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Results
The eight websites represent charitable, publicly 
funded, advertising revenue/business funded and 
voluntary organisations located either in the UK or US, 
which have a range of focus, values and strategic goals. 
Only two organisations were exclusively concerned 
with providing autism specific information. The other six 
organisations shared the goal of providing ‘high-quality 
reliable information’ but autism was just one of many 
subjects included on their websites. Only three of the 
eight organisations were based in the UK, despite the 
search being carried out on a Sheffield based computer 
and location being taken into account by the search 
engines when positioning ‘relevant’ results (https://
support.google.com/places/answer/7091?hl=en). 

The majority of terminology/language used by the eight 
organisations was explicitly medical/medical model 
orientated, irrespective of organisational focus/aim of 
providing medical, autism specific or general inform-
ation (see Table 2). The only exception was the website 
of the NAS where no examples of explicitly medical 
terminology (eg ‘symptoms’; ‘impairment’; ‘disorder’) 
were found. 

The breadth/scope of these (referred to here as 
‘the three search questions/topics’) was considered 
sufficient to generate a representative sample of the 
available online autism information, and each was 
entered individually into the Google, Bing and Yahoo 
search bars. Data for analysis were then collected from 
the three highest ranked websites (ignoring adverts 
and subsequent links to the same site) from each of 
the nine results pages. Multiple links to individual 
websites across search engines were collapsed into 
single entries. This resulted in a total of eight organ-
isations (listed alphabetically): Autism Speaks; British 
Broadcasting Corporation (BBC); Helpguide; Medical 
News Today (MNT); National Autistic Society (NAS); 
National Health Service (NHS); WebMD; and Wikipedia 
(Wiki). The websites of these organisations became 
the source of data for developing the coding scheme 
and will, from this point on, be referred to as ‘the eight 
websites’ or ‘the eight organisations’.

Content analysis
It was expected that any differentiation between sub-
samples (Boyatzis, 1998) would be identifiable from the 
mission statements (or equivalent) located in the ‘about 
us’ section of the eight websites. These sections were 
therefore used to generate preliminary themes for use 
in the development of the coding scheme. As ‘provision 
of information’ was an aim of all eight organisations, it 
did nothing to differentiate between subsamples and 
this theme was subsequently dropped. 

The preliminary themes were applied to the webpages 
of all eight organisations in the first phase of coding. 
Several additional themes/categories emerged at 
this stage and a number of the preliminary themes 
were split/removed/collapsed into similar themes/
categories. The final coding scheme containing ten 
‘general’ themes/categories can be seen in Table 3. 
Use of the final coding scheme was then restricted to 
those sites which emerged as particularly significant 
to the research questions, due to their prominence in 
the rankings and/or their specific focus on providing 
autism related information (NAS; Autism Speaks; Wiki; 
and NHS).
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It should be noted that, unlike other unequivocally 
medical language (eg ’disorder’ and ‘symptom’), the 
term ‘developmental disability’ required further con-
sideration to determine how it should be interpreted/
coded (ie whether it was a reflection of medical or 
non-medical/social model attitudes). This is because, 
as discussed in the ‘Disability studies’ section of this 
paper, the precise definition of ‘disability’ is dependent 
on the model/theory framing its use. For example, 
MNT describe autism as a ‘developmental disability’, a 
‘neurological disorder’ and (inaccurately) as a ‘mental 
illness’. Taking these other descriptors into account, the 
impairment/deficit definition was attributed to this use of 
‘disability’ and therefore ‘developmental disability’ was 
coded as an example of ‘medical’ language. The NAS 
also use ‘developmental disability’ in their definition of 
autism. However, this organisation’s predominant use 
of non-medical language/terminology; their strap-line 
(‘Accept difference…’); and mission statement, align 
it with a social model perspective/attitude towards 
disability and, although this reference to ‘development’ 
(inherent to the individual), precludes ‘developmental 
disability’ from being considered an example of social 
model language, it was interpreted as ‘not explicitly 
medical’ either, and coded as such. It seems most 
likely that when used by the NAS, ‘developmental dis-
ability’ represents a relational/interactionist perspective 
(Shakespeare, 2014) where ‘disability’ is understood to 
be ‘less than optimum functioning’ (WHO, 2001) and 
‘part of the human condition’ (Bickenbach, 2011).  

One hundred percent of the language used to describe 
autism, by the six non-autism specific sites, either 
reflected the medical model of disability (eg disorder; 
symptoms; pathology) or was considered negative (eg 
deficiency; abnormality; failure) and no positive images 
were displayed on any of their webpages.

All images and photographs displayed on the NAS web- 
pages were of smiling/engaged children and/or adults 
and the lived experiences/voices of individuals with 
autism were represented both in written and video format. 
The NHS was the only other organisation to include 
the lived experiences/voices of autistic individuals  
in the webpages generated by the three search questions/ 
topics. Autism Speaks included positive images of autistic  

Table 2:  Descriptors of autism used by each 
organisation (presented in alphabetical order)

Organisation Explicitly medical 
language/
terminology 

Not explicitly 
medical language/
terminology 

Autism 
Speaks (US)

  Symptoms
  Disorder
  Brain disorder

  Difficulty
  Strength of skill 
sets

  Struggle
  Something  
wrong with…

BBC (UK)   Disorder
  Medical condition

Helpguide 
(US)

  Symptoms
  Developmental 
problem

  Warning signs

MNT (US)   Developmental 
disability **

  Disorder
  Neurological 
disorder

  Abnormal brain 
functioning

  Mental disorder/
illness

  Unharmonious 
development

NAS (UK)   Developmental 
disability*

  Difference
  Difficulty
  Strengths of skill 
sets

  Characteristics
  Hidden disability*

NHS (UK)   Medical condition
  Symptoms

  Inability to do 
things properly

  Problems
  Focus on inabilities
  Not ‘normal’

WebMD (US)   Symptoms
  Brain disorder

  Brain failure

Wiki (US)   Symptoms
  Disorder
  Impairment
  Without remission
  Pathologically 
severe

  Deficits
  Brain disorder
  Poor prognosis

  Deficiency
  Abnormality
  Lacking 
self-determination

NB Language considered 
negative is shown in italics
NAS descriptors are highlighted 
as exception – neither explicitly 
medical nor negative 

* considered representative of non-
medical/social model (disability = 
part of human condition)
** considered representative of 
medical model (disability = individual 
responsibility/tragedy)
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The only references made by the NAS to interventions/
therapies for autism are to those intended to improve 
QoL, ie non-medical interventions such as social stories 
(Gray, 2010) and independent travel training and that, 
as understanding and services improve and develop, 
individuals with autism have more chance than ever  
of reaching their full potential. The word ‘treatment’  
was not found on any of the NAS webpages analysed 
nor was any other explicitly medical terminology  
(see Table 2).

Two other organisations (Wikipedia and the NHS) were 
prominent in the search results. As the sixth most used 
of all sites globally and the ninth in the UK (www.alexa.
com/siteinfo/wikipedia.org), Wikipedia is the world 
leader for the provision of general information and was 
ranked in the top three results on Bing/Yahoo for all three 
search questions. The NHS ranked top of the Google 
results for the search topic ‘ASD diagnosis’ and second 
behind the NAS for ‘What is autism?’. It was therefore 
decided to extend the content analysis to the webpages 
of Wikipedia and the NHS and the same coding scheme 
(see Table 3) was applied (see Figure 2).

Information relating specifically to the three search 
questions/topics, ie themes one to three (definitions 
and descriptors of autism; lived experiences/what it  
is like to be autistic; and information relating to an 
autism diagnosis) – as a percentage of the total 
information generated in response to these searches – 
was  distributed as follows: NAS = 59 per cent; Autism 
Speaks = 53 per cent; Wiki = 53 per cent; and the 
NHS 61 per cent.

However, it was the distribution of information gener-
ated by the search questions, but not directly related to 
them (between 39-47 per cent of the total information 
generated in response to these searches) that really dif-
ferentiated the organisations from one another. Coding 
according to the remaining themes (ie not including 
themes one to three) highlighted the significance which 
individual organisations placed on specific topics/
information (eg treatment and prevention; funding 
research; and entitlement to support) which helped to 
identify them more with either the medical or social/
interactionist models of disability (see Figure 3).

individuals on their website, however, negative images – 
for example, photographs depicting children curled in the  
foetal position hiding their eyes or crying – were also used  
to illustrate their ‘struggle’ with the ‘symptoms’ of autism.

As the only two organisations exclusively concerned 
with providing information about autism, the first detailed 
content analysis concentrated on the webpages of the 
NAS and Autism Speaks. Although both are charities with 
transformative goals, differences have been established 
in the general ethos and attitudes of these organisations – 
evidenced by their mission statements and by the choice 
of language used to refer to autism (see below). 

“We want a world where all people living with autism 
get to lead the life they choose. We will transform 
understanding of autism and make sure everyone 
living with autism gets the support they need” 

(NAS, www.autism.org.uk/news-and-events/about-the-nas.aspx)

“Our goal is to change the future for all who struggle 
with autism spectrum disorders…dedicated to 
funding global biomedical research into the causes, 
prevention, treatments and a possible cure for autism.”

(Autism Speaks,  
www.autismspeaks.org/about-us/mission#sthash.a1n8efIz.dpuf)

It was of interest to examine how these differences were 
reflected in the information portrayed on their web-
pages. The final coding scheme was used to explore 
the occurrence and distribution of themes. 

The distribution data (see Figure 1) illustrates similar-
ities and differences in the focus/type of information 
provided by the two autism charities. For example, 21 
per cent of all the information provided by the NAS on 
the webpages generated by the search questions was 
related to how to access support and/or improve the 
quality of life (QoL) of autistic individuals. This com-
pared with only six per cent of that from Autism Speaks. 
Autism Speaks on the other hand focused 27 per cent 
of their information on causes, prevention, treatment 
and cure and placed more emphasis (six per cent) on 
fighting autism than accepting it (one per cent).
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Table 3:  Final coding scheme – general categories
(Details of original/preliminary themes included  
for reference)

General 
category

Original themes included/
collapsed into new general category

What is autism? 
definition/ 
descriptors

  Definition/ signs/ symptoms
  Characteristics
  What is Asperger Syndrome?
  Autistic Spectrum/ASD
  Triad of Impairments

Lived 
experiences/ 
QoL/ wellbeing 
of autistic 
individuals

  Lived experiences – what is it like/
how does it feel?

  Inclusion of autistic voice
  The why of behaviour associated  
with autism

Diagnosis – 
practical issues/ 
emotional 
consequences 
of for autistic 
individual 

  ASD diagnosis –  
practical what to expect

  ASD Diagnosis –  
effects of getting one

  Reference to DSM-5/ICD-10

Entitlement 
to/ accessing 
support

  Entitlement to support
  How to access support
  Organisation providing direct  
support – eg helpline

  Links to resources

Improving QoL 
for autistic 
individuals 

  Creating autism friendly 
environments

  Enabling transitions

Causes/ 
prevention/ cure

  Causes of autism
  Risk factors associated with autism
  References to cure

Treatment/ 
intervention/ 
rehabilitation

  Reference to treatment/ intervention/
rehabilitation

Accepting 
autism 
(explicitly 
referred to)

  Accepting autism 
  Accepting difference/not indifference

Fighting autism 
(explicitly 
referred to)

  Battling the autism epidemic
  Funding research into treatment/
prevention

Other   Prevalence and distribution/
demographic data

  Co-morbid associated conditions
  Lived experiences/ 
QoL of families/carers

  Myth busting
  History of autism

Discussion 
The first research question was concerned with the 
way in which autism is conceptualised and presented 
by popular online organisations and the second with 
whether an organisation’s orientation towards any 
particular model of disability was evident from the infor-
mation they chose to provide. It became clear that it was 
not neccessary/possible to examine these two ques-
tions separately as each organisation’s philosophical 
orientation was (almost always) immediately apparent.

Across the eight websites identified, autism was  
defined as (listed alphabetically):

  a complex disorder of brain development by Autism 
Speaks (medical)

  a developmental disorder by the BBC (medical)

  a developmental problem by Helpguide who regard 
autism (incorrectly) as a mental illness (medical)

  a neurological disorder affecting normal brain 
function by MNT (medical)

  a lifelong developmental disability by the NAS 
(social/interactionist)

  a condition – by  the NHS – who go on to define 
autism in terms of its ‘features’ before leading 
into a section entitled ‘signs and symptoms’ 
(interactionist)

  a brain disorder by WebMD (medical)

  a disorder of neural development by Wikipedia 
(medical)

It is important to highlight these definitions because of 
what they convey about organisational attitudes toward 
autism and the potential of these to influence reader 
perceptions and understanding. These definitions 
were contained within the first line of text provided by 
each organisation in response to the search question 
‘What is autism?’ and the orientation (medical/individual 
(medical model) or non-medical/social (social or inter-
actionist models)) of the information in the webpages 
that followed continued in the same manner. For 
example, in addition to its ‘complex disorder of brain 
development’ definition of autism, Autism Speaks goes 
on to report that ‘autism is usually a lifelong condition’ 
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This organisation, backed by high profile sponsors 
donating millions for research and ‘awareness raising’, 
are responsible for setting the ‘autism as a public health 
crisis’ and ‘autism as an epidemic’ agenda in the US. 
The UK has an Act “to make provision about meeting 
the needs of adults with autistic spectrum conditions; 
and for connected purpose” (Autism Act, 2009); the 
US has an Act to “increase public awareness about 
this disorder and provide enhanced federal support 
for autism research and treatment” (Combating Autism 
Act, 2006). This difference in ethos at the very highest 
level appears to be reflected in the information included 
in the webpages of UK and US sites, with the NAS and 
NHS (both UK based) being the only two organisations 
with online information that did not represent explicitly 
‘medical model’ thinking and attitudes. Autism Speaks 
was founded (with a $25,000,000 gift) by successful 
business people devastated to learn of their grandson’s 
autism. They claim autism ‘stole him’ from them and 
‘fighting autism’ is part of their organisational identity:

 “This disorder has taken our children away. It’s 
time to get them back”

(www.autismspeaks.org/about-us/founders-message). 

The NAS was founded by a group of parents of autistic 
children who wanted to start a charity to “help support 
people affected by autism” (www.tiki-toki.com/timeline/
entry/21729/Our-story-so-far/#vars!panel=193626!). 
‘Accepting difference’ is part of its identity and it stands 
alone among the eight websites as the only organisation 
adopting almost exclusively non-medicalised language. 
The difficulties experienced by autistic individuals are 
not denied by the NAS, but ‘curing’ them of autism is not 
advocated as an appropriate strategy for change.

Wikipedia – perhaps one of the most influential sites 
of all those analysed, in terms of its potential impact 
through sheer number of users – provided the largest 
volume of medically orientated autism information, 
eg “Unlike many other brain disorders, such as 
Parkinson’s…” and/or negative information, eg “Most 
children with autism lack social support, meaningful 
relationships, future employment opportunities or 
self-determination” (http://en.wikipedia.org/wiki/Autism) 
(see Figure 2). The webpages devoted to autism have 

(author’s italics) suggesting (falsely) that cure/recovery 
is a possibility, and state that funding research to this 
end is a priority for them. 

As might be expected, the NHS website is inherently 
medical by design, and the information included follows 
a template (overview, symptoms, causes, diagnosis, 
treatment) which is naturally more appropriate to some 
medical conditions than others. However, despite its 
position as a medical/health organisation, the term 
‘impairment’ was not used to refer to autism on any of the 
webpages analysed. Additional information appeared 
balanced, with a focus on support and how to improve 
the QoL of autistic individuals as well as on ‘treatment’ 
– which predominantly advocated interventions and 
strategies for improving functioning and teaching or 
building on skills – rather than for ‘reducing deficits’ 
or ‘relieving symptoms’ (Autism Speaks), or ‘lessening 
family distress’ (Wikipedia). The voices (written and on 
video) of autistic people were represented and links to 
the NAS were prominent – signposting visitors to the NAS 
website for more information. The NHS mission state-
ment is similar in orientation to that of the NAS – sharing 
13 of 16 themes (see Table 1) – and  it was therefore 
concluded that, rather than reflecting a purely medical/
individual model of autism, the NHS has adopted a 
bio-psycho-social interactionist approach (ie disability 
is ‘universally prevalent across the lifespan’ and ‘part 
of the human condition’), as advocated by the World 
Health Organisation (2011) – and uses the ICF (WHO, 
2001) rehabilitation conceptualisation of treatment – to 
‘improve functioning’ rather than necessarily ‘cure’. 

As one of only two autism specific information providers 
(the NAS being the other) the website of Autism Speaks 
was of particular interest. Autism Speaks describes 
itself as:

“… the world’s leading autism science and 
advocacy organization, dedicated to funding 
research into the causes, prevention, treatments and 
a possible cure for autism; increasing awareness of 
autism spectrum disorders; and advocating for the 
needs of individuals with autism and their families.”

(www.autismspeaks.org/about-us#sthash.iV3xPEma.dpufleading)
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Concluding comments
From the content of the eight websites investigated 
in this paper, there exists significant inconsistency in 
the quality/reliability of online autism information and a 
transatlantic divide in the way autism is conceptualised 
and approached by leading/top ranked autism/health/
general information organisations. The highest-ranking  
UK organisations included in this analysis (NAS 
and NHS) provide information which mostly reflects 
progressive (Goodley, 2014; Goodley, Hughes and 
Davis, 2012; Shakespeare, 2014) social/ interactionist 
approaches while the organisations based in the US 
appear to remain grounded in the medical/individual 
model of disability. 

The WHO (2001; 2011) conceptualisations of impair-
ment, disability and functioning provide an interaction-
ist framework which allows those who adopt it (eg NAS 
and NHS) to recognise and accept the importance 
of functional difficulty in the lives of individuals with 
autism, while still promoting a progressive agenda 
for enablement and societal change. Improving the 
balance of media/Internet coverage to include progres-
sive attitudes to disability should be an important step 
to improving the lives of people living with autism and 
their families.

The website of the NAS proves that it is possible to 
provide balanced, high-quality information about 
autism (a medical condition by definition (APA, 2013; 
WHO, 2001)) which includes discussing therapies and 
interventions, without using medicalised or negative  
terminology. Parents, autistic individuals and profes- 
sionals accessing information from this site are  
provided with the opportunity to learn about autism 
without a bias towards treatment and cure – and 
therefore the implication that autism is a condition 
that individuals/society would be better off without. If 
other organisations were to follow suit, common public 
perceptions of autism might begin to shift from ‘autism 
as an individual problem’ thinking towards ‘a societal 
acceptance of difference’

‘featured article’ status - and thus represent an example 
of ‘the best that Wikipedia has to offer’ (http://en.wiki-
pedia.org/wiki/ Wikipedia:Featured_articles). A more 
balanced representation of autism, including evidence 
from research grounded in the progressive models of  
disability (Shakespeare, 2014), and the voices and 
lived experiences of autistic individuals would be a 
valuable addition to this widely used resource.

The definitions, adverts, news and ‘in-depth’ articles 
that surround the web links on each search results 
page were consistently medicalised and/or negatively 
orientated - they included adverts for (unproven) ways 
of treating autism (eg stem cell treatment which is said 
to work in four weeks) and self-tests for the ‘scary 
symptoms’ of  Asperger syndrome. 

With inconsistent online information, and a strong bias 
towards sites located in the US, which appear to be 
medical/individual model orientated, it is important 
that UK autism professionals are able to provide and 
signpost individuals/families to quality advice and  
balanced information (‘quality’ in terms of being  
unbiased, evidence-based; reliable; informed by 
autistic individuals themselves; and/or promoting 
acceptance and improved QoL). Exposure to a range 
of representations of autism, including what it is like to 
be autistic, and what/how potential accommodations 
can be made to reduce barriers to optimal functioning 
for autistic individuals, would provide those searching 
for autism information with the potential to develop 
an informed understanding not solely framed by the 
medical/individual, ‘autism as personal tragedy’ (Oliver, 
1996) model. Diagnosticians in particular are uniquely 
placed to direct parents of autistic children and newly 
diagnosed autistic individuals to evidence based 
resources and therefore need to be aware of the quality 
and theoretical orientation of what is available online 
and elsewhere.
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