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Project background

Picture this: as a professional in the area of visual impairment in children you receive a message of concern from a preschool teacher working with a 3 year old blind boy, saying: "…we are so worried. He spends a lot of time walking around and talking to himself. When we try to relate to him, he sometimes rejects us, sometimes he will have contact with us only if we are willing to listen to him talking about his fantasy persons.

Can this be signs of autism? Some teachers in our kindergarten have seen similar behaviours in other children and believe that he should be diagnosed for autism. What should we do?"

When our two resource centers, Tambartun and Huseby, started this project in 2004, we were unable to find tools that could help us answer questions like these about blind children. There were, and still are, quite a few messages resembling this one. Is there reason to be concerned about a particular blind child's development? Is this child in need of special assessments, efforts, resources or interventions?
Theme background

There are several dilemmas we encounter when we are dealing with blindness and autism in children.

On the one hand, children who are born blind and sighted children with autism seem to have some common features. These features may have similarities in appearance, but with a different cause and purpose in the two groups. 

Being born blind may lead to some of the same types of behaviour and developmental disorders that we can se in sighted children with autism. Even if the behaviour looks similar, the blind-born child does not necessarily have the organic condition autism. Therefore we have decided to use the term autism and autism-like difficulties in this project.

The unusual behaviour we frequently see in blind children, may be functional. Delayed development in certain areas and uncommon behaviour may represent the way blind children develop. It may lie within the normal area of behaviour and development for blind children, even if it would have been a warning signal of autism for a sighted child. 
Here are some examples of common features regarding unusual behaviour and delayed development
· passivity in the child's relation to the social and physical environment occurs more often 

· mannerisms, sometimes called "blindisms", are very common among small blind children
· engagement in details or unusual parts of objects is seen more often in small, blind children. Play behaviour usually develops a lot slower in blind children. A different and more limited range of experiences, combined with a slower development of joint attention and perspective taking, all contribute to this

· the ability to take the perspective of other people appears to be a lot more difficult to develop than in sighted children. The great majority of blind children do attain this "theory of mind", but on the average considerably later than the sighted ones
· establishing the ability for joint attention is difficult for blind children. Sight is the main sensory vehicle in joint attention. If adults do not use alternative ways of confirming and "seeing" the blind child (common use of hands is perhaps the most important one), the child may be severely inhibited in this area. Similar problems may arise if the young child has too many experiences of adults trying to attract the child's to their own focus or "project", instead of directing their attention to where the child has hers 

· it has been said that the sighted and blind live in two different worlds of experience.

Mutual problems of understanding and interpreting information is a frequent result. If sighted adults do not try to enter the blind world of the little child, these worlds may appear to be separate for the child. Strange behaviour and deviant development may be the result of living in a separate world. Perhaps relating mainly to your fantasy friends is the best alternative?

On the other hand, to be born blind appears to increase the risk of deviant development significantly. A substantial portion of children who are born blind have autism or develop a considerable amount of difficulties resembling autism. A Norwegian study indicates that from 20 to 25% of the population of children born blind have problems of this kind (Brandsborg, 1993). Only 50% of all the congenitally blind children without any known neurological additional handicap born in this country from 1970 until 1985 had a normal development at the age of six. We find similar result in studies from other countries. Regardless of reason, the condition requires specific efforts. 

In summary, there seems to be something about being born blind that generates a disposition towards 

· behaviour and development that clearly differs from that of most sighted children, but still within a normal range for blind children
· behaviour and development that is highly unusual and a problem for the child, but closely linked to the consequences of congenital blindness in the sense that the child would probably not have had serious problems in the area if it had been sighted 
· behaviour and development that is truly deviant and within the autism spectre. The child would most likely have had grave problems of this kind even if born sighted.

The last two conditions are more likely to occur more when the child has neurological impairments in addition to the visual one.
We set out to make a tool that could help us distinguish between these three alternatives
The check list contains questions aimed at uncovering warning signals in blind children.
Project focus of attention

What types of development or behaviour in small, blind children may be warning signals of autism or autism-like development?

Project goal

Develop an assessment tool that could help distinguish the blind children who need special anti-autism efforts or interventions from the ones without such needs. 

Project participants: who created the check list?
Three specialist teachers for the visually impaired (from Tambartun Resource Centre) , one specialist teacher for children with autism (from Åsveien school), one physiotherapist (from Tambartun) and one psychologist (from Huseby Resource Center). It is a truly multi-disciplinary group, comprising more than 100 years of experience with small blind children.

Method: how the list was made

We set out to make a pilot list, based on diagnostic tools for sighted (ICD-10, ADI-R), literature (two Nordic studies and a large amount of international literature) and the extensive experience of the members of the group.

To secure its quality this early version of the check list was sent to parents of 22 blind children from 4 to 12 years. The sample consisted of children with and without autism diagnosis. The check list was revised from the responses we received about each child’s behaviour and development from 0 to 4 years, compared to how the child appeared at the time of response. The parents of 14 out of the 22 children answered the query.
The results were analyzed statistically using the SPSS programme. We removed the questions which, based on the results of the analysis, could not help us distinguish between the children who had showed a normal, an autistic, or an autism-like ("grey zone") development. 

These removed questions would be considered warning signals for sighted children, but were most likely within normal range of behaviour for children born blind. At any rate, they were not useful as predictors of severe problems in the area of autism.

The structure, content, reliability and use of the list

The check list consists of 90 questions, divided into five different age groups, and covers the three developmental areas that are central in autism (ICD 10, 1992)
  

· communication
· social interaction 
· behaviour and interests 

We have also included some questions beyond these areas.

This is not a test that is scientifically validated or standardized. It is a check list developed and based upon 

· experience and knowledge of the members of the project group, supported by information from other studies and literature in this area of research and practice
· a pilot project with subsequent statistical analysis to help us distinguish questions that indicate warning signals of autism or autism-like development 

· our knowledge from practical work
The list can be used as a support by professionals in the field of visual impairment in evaluating

· number and strength of warning signals of autism-like difficulties or autism spectre disturbances

· how the warning signals are distributed by developmental areas

· how the difficulties have varied according to the child's age

Although the check list has been made for small blind children age 0 to 4, it can still be used with older children. As a general rule, a warning signal at one age level can be considered more serious if it is still present when the child is older. The option of developmental delay is less likely with increasing age. 
Rating of warning signals

We have used three main sources to decide how much importance we should attach to each of the questions in the check list

· the results and statistical analysis of the answers we received from the parents in the

pilot part of the project

· a Swedish research study called "Different but functional behaviour in congenitally blind children 1 – 3 years" (Johansson, 2002) and the results of a Norwegian study based on video analysis of early interaction between small blind children and their parents (Brandsborg, 1999). The results of both studies are embedded in the check list.

· the clinical experience and theoretical knowledge of the five members of the project group 

Items of the list which could be traced to all three sources were given rate 3, the highest level of warning. The others were rated 2 or 1, depending on how strongly they were rooted in our sources.
Experiences from using the list
So far we have used the check list in two assessments of two blind children aged two to four years, where worries about autism have been part of the picture. The list has been most helpful in distinguishing between behaviour that should cause worry and unusual behaviour that was nevertheless within the normal range for a blind child. The list made it easier to carry out the assessment in a systematic way and was a good basis for describing the reasons for our worries to the parents and the rest of the children's network. It was very important that the child had been compared to other blind children.
The list has also been used as part of an observation of a child where there were no worries about the child's development. It proved useful as a basis for conversation with the parents about their child.

Who can use the check list?

The questions in the list have primarily been prepared as a support for professionals working in the area of visual impairment. It should be used by, or in close cooperation with, professionals who have substantial knowledge about small blind children and their development. The list can be particularly helpful when there is a large amount of uncertainty or worries about a blind child's behaviour or development. It may contribute to make a suspicion stronger or weaker and to clarify the background and content of the concern.

Future development of the list

The project group intends to meet twice a year in the years to come, in order to discuss experiences and suggestions for improvements of the check list. The group will appreciate feedback about the list, particularly of the kind that will help us develop it further. 

We want to present the list and make it available for professionals in the field of visual impairment, in Norway and internationally.    

A future project may be to describe interventions that may be useful related to each of the warning signals. 
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