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INTRODUCTION

Since the first identification of autism in 1943 (Kanner) a lot of research has been carried out to study this condition from different perspectives. What has not been taken into account by the experts in the field, however, is the opinion of the ‘native experts’ – autistic individuals themselves. Despite the fact that many people with autism have tried to communicate their views and insights, these attempts have mostly passed without much professional notice, one of the reasons being, their views and insights are unconventional to the majority of people (so-called ‘normal’ people).

However, ‘different’ does not mean ‘abnormal’ or ‘defective’, and ‘normalcy’ is a very relative term, as the ‘norm’ is often applied to the performance of majority, and it is more justifiable to term it ‘typical’. To avoid having to use the term ‘normal’, autistic people at Autism Network International (ANI, founded by Jim Sinclair and Donna Williams in 1992) have introduced a new term – ‘Neurologically Typical’ (NT) to describe non-autistic people.

Autism is not a disease that can be cured with a pill or special treatment. It is defined as a developmental disability which is characterised by the Triad of impairments: impairments of social interaction, communication and imagination.  If we concentrate not on the disability but on the deeper implication of the phenomenon we can conclude that autism means that autistic people develop differently. Their development is not delayed, defective or wrong but different.  No matter how hard we could try to mould them into non-autistic developmental scheme (using different treatments and therapies), they will remain different, though often we can manage to train them to look and behave like ‘us’. We should always remember that for autistic people, autism is a way of being. It is pervasive, it colours every experience, every sensation, perception, thought, emotion, in sort, every aspect of existence (Sinclair, 1993). They do not respond in a way we expect them to, because they have different systems of perception and communication. Bob Morris (1999) calls it a different set of SPATS – Senses, Perceptions, Abilities and Thinking Systems, that are not in the same spectral ranges as NT individuals. To illustrate the idea of misidentification and misunderstanding of autistic people by NT individuals Bob Morris (1999) uses Hans Andersen’s story “The Ugly Duckling”: A swan egg became misplaced into a duck’s nest. As it grew, it was seen as a poor performing odd duck. But in time, and after correct identification, the swan was shown to be physically more stately, majestic, and powerful than any duck could even hope to be. To describe people with autism (“swans”) Morris uses the term Neurologically Cygnus (NC, Lat. ‘cygnus’ means ‘swan’). The author concludes, if we recognise that we have complimentary, weak and strong capability patterns in our respective SPATS, the NC person can have life, not life-support, for life. Morris’s advice to professionals is to include SPATS in the diagnosis check-off and to teach the all-wise ducks how to recognise, handle and develop a swan, instead of trying to mould the swan into a defective duck. Many autistic authors emphasise that there are beneficial “side-effects” of autism that could far outweigh the negatives. 

At present there is a widely used metaphor to describe autistic people as ‘foreigners in any culture’.  They have no shared system of communication, meanings, etc. with us.  They have to live in an alien territory among aliens who force them to ‘fit in’.  Whereas our task should be to improve their adaptation in the world they live in.

Imagine the situation. You have to go on business to a foreign country, say, to China. Are you bothered to learn the Chinese language and culture? I doubt it. Does it stop you from going there? No. You expect that the Chinese know your language (at least a few hundred words), so you can communicate with them.  The same is our approach to autistic people.  We expect them to know our language and our culture (and we are always happy to help them learn it), but we are not bothered to learn even a few words of theirs.  It is unfair.  Let us meet them half-way. Let us learn their communication system and culture and teach them to translate from ours to theirs. We have to give up our conventional non-autistic assumptions and let them teach us of their ‘culture’ in order to build bridges between the two worlds. It will enable both sides to communicate with each other. Let us follow Donna Williams’s recommendation of the way to help people with autism: “If you have a camel which is finding it hard to walk under the weight of all the straws on its back, the easiest way to make it easier for the camel to walk is to take as many straws off its back as possible”… and not to train “the camel to walk or appear to walk whilst carrying the straws. To take the straws off the camel’s back, you have to do two things. One is to identify them and second is to know how to remove them.” (1996, 87).

Likewise, we never blame a blind child when he cannot name the colours of the pictures we show him, or never expect a deaf child to come when we call him from the other room, we should not demand from a child, whose disability is not straightforwardly visible, to ‘behave himself’ but we’d better try to find out the reasons for his ‘misbehaviour’. 

We accept that we cannot ‘cure’ blindness and we see our task to help a blind child operate in the community using different ways and compensatory strategies.  We accept and respect his disability that, if appropriately addressed, does not interfere with the quality of life. The problem with autism is that we do not fully understand this condition and we try to imagine what it is like to be autistic if … (and then follow all our non-autistic assumptions depending on our own ideas or theories we develop).

Understanding means acceptance

The present study attempted to reconstruct the sensory world of autism in order to help professionals and parents understand the way autistic people experience the world, as often very well-meaning specialists are “failing people with autism… (and) most (autistic people) have not been helped at all, many have felt degraded and some have been harmed” (Gerland, 1998) because of the misunderstanding and misinterpretation of the condition. This is the attempt to describe possible sensory experiences (not always necessarily abnormalities) based on the personal accounts of autistic people and close observation of autistic children. If we can understand the causes of certain behaviours we can accept these behaviours. If we know what to look for, it will be easier for us to understand the person’s problems and abilities and to find appropriate methods to identify and remove the ‘straws’. Moreover, understanding of the way autistic people experience the world will bring respect to people with autism in their attempts to survive and live a productive life in our world instead of unacceptance often exhibited by the general public.

Although in the 1960s-70s the idea of possible sensory-perceptual abnormalities as one of the core features of the disorder was put forward (Rimland, 1964) and theory of sensory dysfunction was formulated (Delacato, 1974) till recently it has been ignored by the researchers. What makes one wonder, is that,  though unusual sensory experiences have been observed in autistic people for many years and are confirmed by personal accounts of high-functioning autistic individuals, it is still listed as an associated (and not essential) feature of autism in the main diagnostic classifications – DSM-IV (APA, 1994) and ICD-10 (WHO, 1992).

At present it is commonly recognised that there are many possible causes of autism and some researchers distinguish several types of autism (“autisms”) all of which result in the same behavioural patterns (impairments of social interaction, communication and imagination). Though many different problems can produce similar symptoms, what makes it autism is a specific combination of these problems reflected in the Triad of impairments. There is a scientific evidence that deficits in information processing that is both perceptive and executive, is found in all persons within the autistic spectrum, though the role of sensory-perceptual problems is still very controversial. 

The analysis of the personal accounts of autistic people shows that they see autism as largely a condition relating to sensory processing (though the current diagnostic systems blindly ignore the fact). Temple Grandin (1996) suggests that there is a continuum of sensory processing problems for most autistic people, which goes from fractured disjointed images at one end to a slight abnormality at the other.

To avoid repetition, in this paper the ‘autistic status’ of the authors is not specified. A list of the  authors and their works is given in References. During the analysis of the personal accounts it was decided to replace the term ‘types of sensory dysfunction’ by the term ‘types of sensory experiences’, as not all the experiences turned out to be ‘dysfunctional’ or ‘defective’ but rather ‘different’ or ‘showing superability' (e.g., synaesthesia, ‘resonance’, ‘daydreaming’, ‘acute vision/hearing’ etc.) and might be considered as strengths rather than deficits.

SENSORY DYSFUNCTION OR DIFFERENT SENSORY EXPERIENCES ?

In recent decades there have appeared different conceptions of autism which highlight sensory-perceptual abnormalities as the basis of core features of the disorder and that all symptoms of autism are simply a consequence of the brain injury that makes brains of autistic children perceive inputs from the world differently from non-injured brains.  

Unusual sensory experience that is not considered as a diagnostic characteristic in the main diagnostic classifications of autism is claimed by some authors to be a primary characteristic feature that is able to account for the basic symptoms of autism which are considered to be essential according to DSM-IV and ICD-10.   

The indirect evidence that these assumptions might be true, comes from the research in the fields of sensory deprivation and visual and/or auditory impairments. Sensory deprivation studies (Doman, 1984) show that sudden and nearly complete deprivation of stimulation through the five senses can lead to autistic-like behaviours (withdrawal, stereotyped movements, etc.), but these problems are reversible with proper stimulation. The symptoms of sensory deprivation in animals and many autistic symptoms are similar as well (stereotyped behaviours, self-injury, etc.)

The recent research (Cass, 1996) has shown that some similar behaviours occur in children who are blind and in those who are autistic: impairments in social interaction, communication, stereotyped movements. Thus, the following characteristics might be “normal” for blind children: absence of eye contact, referential eye gaze and pointing; repetitive behaviours; language abnormalities; orienting behaviours (e.g., smelling, touching objects, etc.). There arises a question: Are autistic children “blind” in a way, i.e. have they got sort of distorted  perception? 

The similar ‘autistic’ characteristics are observed in deaf children, though in a less degree. The possible explanation for this lies in the fact that around 75-80% of the information about the world comes through vision, so blind child has to make sense of or process a very different set of sensory information that may develop emotional and psychological problems and result in ‘autistic’ behaviour. The researchers (Cass, 1996) assume that the autistic-like picture observed in a proportion of blind children arises from the same core deficit as that in sighted autistic children.

Though blindness means there is an absence of visual information about the world, it affects all levels of functioning. To draw a parallel one might assume autism means there is distortions of visual/auditory/gustatory/olfactory/tactile information about the world. Whereas the blind/the deaf/the deaf-blind have other senses  (that work properly) to compensate their vision or hearing, and ‘see’ through their ears, nose and hands, or ‘hear’ through their hands and eyes, autistic people often cannot rely on their senses as all of them might be affected in some way. 

There exist several standardised instruments for evaluating sensory integrative dysfunction, e.g., the Sensory Integration and Praxis Tests for children aged 4 to 8 (Ayres, 1989), the DeGangi-Berk Test of Sensory Integration for children aged 3 to 5 (Berk & DeGangi, 1983), but these tests do not assess the child in natural settings (‘office tests’) and are aimed only at identifying deficits. Besides, the age limit does not allow to assess the trends of sensory development and compensatory strategies acquired by the individual.

In the Geneva Centre for Autism  the survey was conducted to gain more insights into sensory experiences of autistic people: through the Internet autistic people were asked to complete the survey anonymously. According to the data obtained, 81% of respondents reported differences in visual perception, 87% - in hearing, 77% - in tactile perception, 30% - in taste, and 56% - in smell.

All this data gives some evidence of possible role of distorted sensory perception in autism.

During the analysis of the personal accounts of autistic individuals the main questions “asked” were: how they see their difference; what they think their main problems are; what role sensory perception plays in autism, if any; and what their sensory experiences are.

Most of the autistic authors emphasise that they report about his/her own experiences, and only few (who have conducted their own research) claim that they speak on behalf of the others (e.g., Morris, 1999). As autism is a spectrum disorder and the symptoms vary from mild to severe ones, it was expected that there would be many variations in the answers. However, although the experiences described are very individual, it has turned out that the main points are very similar.

As Bob Morris states (1999), though there are plenty of varieties in their perception, in general autistic people are no more all different than non-autistics when SPATS are considered as a whole. 

They did understand that they were different already in early life, but they did not know why. It is no wonder, that they are often unaware they perceive the world differently because they have nothing else to compare their perception with. Bob Morris explains: “if you are born with different perceptions, you have no way of knowing your individual perceptions are not the same as the other 99% of the population, until your differences are called to your attention” (1999). The first realisation of the nature of their differences comes in late teens or even later.  

As their systems work differently their responses to sensory stimuli are ‘normal’ (from autistic point of view), though different and unconventional, and not abnormal or defective.

It seems wrong to use non-autistic methods to teach and treat autistic children. There are always two ways to look at things: the non-autistic way and the autistic way (Bovee). The analysis was aimed to reveal the second way. 

There were singled out 20 possible sensory experiences in autism in all 5 senses, such as intensity the senses work, inconsistency of perception, ‘mono’-processing, fragmented/distorted/peripheral perception, etc. It appeared very useful to ‘narrow’ the terms to describe different sensory perceptions. E.g., the statement “the child is hypersensitive to visual stimuli” does not say much about this particular child’s visual experiences, as the child’s vision might be distorted, peripheral, too acute, etc. Distinguishing between different ‘hypersensitivities’ allows to address that particular child’s deficits while using his strengths. 

On the basis of these patterns Sensory Profiles (SPs) were compiled and presented in the form of specially worked out graphs – ‘rainbows’. The reason the symbol of a rainbow was chosen to indicate sensory experiences is that some autistic people compare autism with a rainbow and describe autistic world as a rainbow prism. Besides, it seems appropriate to show SP of an autistic individual in the form of curved lines rather than a straight line, as not all sensory differences are deficits, some are better described as strengths that could be successfully used in the treatment of autistic people.

Teachers and other professionals who work with autistic children need to recognize sensory differences in autism. As the SP can provide information about the sensory processing skills and deficiencies of autistic children, it can be used for selecting appropriate methods and planning intervention for these children.

As all the senses are integrated, the deficiency in one may lead to disturbances in the other(s). “Rainbows” are supposed to assist in finding out which sense(s) and to what extent are deficient.

Treatment programmes that are appropriate and beneficial for one child may be painful and harmful for the other. Thus, if the 'right problem' is addressed, the child gets more chances to benefit from the treatment. A widely known example of this is described by Annabel Stehli (1991) concerning her daughter Georgiana who suffered from extremely acute hearing. After the Auditory Integration Training her hypersensitivity to sound diminished and this enabled her to cope with other perceptual problems. 

The parents often confess that what was intolerable about their child’s behaviour was that it seemed meaningless. When they could understand the reason for the behaviour, it did not seem strange or disturbing any more, and this led to acceptance.

The present study shows the possible direction to follow in the field of sensory dysfunction in autism. Besides, it could be a starting point for selection of methods and, probably, working out new ones, in order to address the individual needs of each particular child. 

Let us remember that autism has not only ‘bad sides’ but also ‘good sides’.  Let us help autistic people cope with and eliminate ‘bad features’ that interfere with their and our well-being (aggression, painful sensitivities, etc.) and develop their strengths that will help them to function in a ‘foreign country’ where they happen to live. 
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