Interview with Lawrence Bartak

ADAM FEINSTEIN of Autism Cymru spoke to some leading autism experts in Melbourne, Australia, where they were speaking at the inaugural World Autism Congress held from November 10-14, 2002

Dr LAWRENCE BARTAK is one of Australia’s best-known authorities on autism. He has worked for 36 years in the field, and is a senior lecturer at the Faculty of Education at Monash University in Victoria

ADAM FEINSTEIN:  In September 2002, a study by the Autism Council of Australia revealed that 17 children were being diagnosed every week in Australia.

LAWRENCE BARTAK:  That’s an estimate. The study was actually done in New South Wales, and they came up with a figure of six new diagnoses of autism every week - which translates to 17 across Australia.

ADAM FEINSTEIN:  Right. But this figure did cause considerable surprise, didn’t it?

LAWRENCE BARTAK:  Yes. It translates to a prevalence figure of about one to two children per thousand, or 15 per 10,000. That is four times the figure we were being quoted in the UK - for example in the famous Victor Lotter study of 1966 - of between 2.5 and 4 per 10,000. It does fit in with the figures that Lorna Wing is now quoting. I have been belted over the head here in Australia by people claiming that the figure is actually much higher! But I think that the Autism Council would prefer a conservative figure. I would say that the figure of 15 per 10,000 is about right, and another 25 per 10,000 with Asperger’s syndrome and probably another 30 or 40  per 10,000 with autistic features or PDD-NOS. Adding all of those up, you would get something like 70 to 100 per 10,000 - just under one per cent - the figure which Lorna Wing is now quoting,

ADAM FEINSTEIN:  The big follow-up question is: do these statistics represent a genuine rise in autism, or do they reflect improved diagnostic tools and broader definitions?

LAWRENCE BARTAK:  I had a meeting with Lorna Wing and Christopher Gillberg in London a couple of years ago, and we discussed this very issue. The figures show a steady increase over a number of years, but they do not indicate any relationship with any changes in the environment, such as the introduction of the MMR vaccine. The most parsimonious explanation - and the one I believe in - is the improved diagnosis. We are picking up more kids these days. I started in the autism field 36 years ago, and in the early days in London, we would pick up only what would now be seen as floridly, severely autistic children with a moderate degree of intellectual disability. All of the other children were simply not recognised, or it was thought they had other conditions. Nowadays, we are differentiating between all sorts and degrees of quite mild patterns of odd behaviour. These are still causing diagnostic problems: people who are quite competent in some aspects of social behaviour can be quote impaired in others.

ADAM FEINSTEIN:   I was talking to someone in London  the other day who was convinced there was a genuine rise in autism, and critiqued the idea that the figures could be put down to improved diagnosis. He pointed out that Massachusetts, which has traditionally some of the best autism professionals in the United States, had recorded one of the lower increases in autism cases in America. How does that square up?

LAWRENCE BARTAK: On the assumption that, as they were fairly good, they would be picking them up anyway?

ADAM FEINSTEIN:  You would suppose that, if they were good at recognising and diagnosing autism, and that improved diagnosis were responsible for the increase in autism cases, then you would see a larger rise in the state of Massachusetts. Whereas in fact, the opposite is the case.

LAWRENCE BARTAK:  You could argue the other way around and say that, if they were very good at diagnosis, they were picking up more of the cases in the early days, and so there has been less of an increase because there is a ‘ceiling effect,’ in a sense. But I do take your point: you can make assertions like the one I have made, but ultimately we need more epidemiological studies over a number of years to answer this sort of question. But there is no evidence, in my view, of specific events associated with a rise in autism. That is not to say that environmental factors do not play a part. There are a couple of centres here in Australia that appear to be showing quite high incidence figures. At one of these centres, there is a heavy use of crop insect sprays in surrounding farmland. This is anecdotal, but some people are concerned that this could be contributing to brain dysfunction in a number of children. But all these questions need to be checked out with proper research.

ADAM FEINSTEIN:  Do you think there could eventually be shown to be a new sub-type of late-onset or regressive autism brought about by some environmental ‘insult.’

LAWRENCE BARTAK:  I know it is quite common for parents to report being concerned at the age of 18 months to two years. I have been doing some research here in Australia with DISCO - the diagnostic instrument for social and communication disorders developed by Lorna Wing and Judith Gould in the UK. This has a lot of detailed information in it, and one of the things we are finding is that, although parents answer the question that they first noticed the child was disturbed between the ages of 18 months and two years, a lot of the replies they gave to infancy items indicated, for my money, that the child was showing disturbance right ‘from the jump’ [from birth]. The parents did not pick it up - quite reasonably: there’s no reason why they should.  So I do not think it is very clear, scientifically or objectively whether there are people who are normal from birth and show regression later on. I think there probably are some, but it’s not as common as thought. Unless you take a million live births and follow them up, retrospective data is not terribly reliable. It may be that people had a genetic predisposition which could be exacerbated by some environmental event - although we cannot say what those events might be. Again anecdotally, I have had a couple of cases of children who presented with typically autistic behaviour who were living in a very chaotic environment. When this environment was changed, they no longer presented with any autistic features. For example, one child was being reared by parents who were themselves mentally ill. Both were psychiatric and both were admitted as in-patients to an acute psychiatric facility with schizophrenia. The child was taken into foster care by the local authority. When she was brought back to us, she presented with a mild degree of intellectual disability and specific language delay, but not with autism. That child, it seemed, was producing autism by the addition of chaotic handling by the parents. I don’t want to make this too public, because I don’t want to play the bad old game of the [psychogenic] theories of 40 years ago. It was just that, in this case, the kid had a pattern of disability, but a grossly chaotic family situation was enough to bring about mildly autistic features. I think Michael Rutter found similar things in a study reported three or four years ago of children in Romania, where there was discovered to be a higher incidence of autistic disorder. Now, it may be that a lot of those kids were put into orphanages in Romania because they were autistic - but a number of them recovered with reasonable foster care in Britain. None of this is very definite, but it does show that environmental factors can play some role. But my experience is that there these factors have to be calamitous to make much difference.

ADAM FEINSTEIN:  Turning to education, I was told here in Melbourne that, in the whole of Western Australia, there was no school specifically catering for autism. There are schools for children with disabilities, including autism, but not, I was told autism - specific schools. Is this pattern repeated across much of Australia and, if so, is it a cause for concern in view of the latest autism prevalence figures here?

LAWRENCE BARTAK:  I’m not sure it’s true, in the first place. There was a centre specifically for autism in Perth, and I believe it is still going. There has been, in Australia generally, a fair emphasis on inclusion. I can speak best about Victoria, because that is where I am based. Here, the majority of children presenting with autistic disorder would be in regular or non-specific schools [for children with intellectual disability]. The number of children in autism-specific special schools is now a minority. Twenty-five years ago, they were the only schools which would contain children with autism. So there has been a considerable push for inclusion, and those autistic children in mainstream schools are being catered for through the Disabilities and Impairments Programme here in Victoria. Parents can apply for extra funding from the education authority to support a class assistant. But we also have specific programmes which we have retained for children with autism. Some professionals in Australia are radically and enthusiastically in favour of inclusion and would close down all the special schools for everybody. My view is that there is room for a range of different services. I personally would like to see some children going into special units for short periods of time, and then progressively being integrated into ordinary schools.

ADAM FEINSTEIN:  Over the years, theories have fluctuated as to the core deficit in autism: language, cognition, etc. Where do you stand on this at the moment?

LAWRENCE BARTAK:  I am in the happy position of feeling that I’m saying the same things as a number of other people here at this congress. We are all converging on a similar view: that is, that there is probably a brain mechanism which is awry. We do not know what this mechanism is.  The primary deficit seems to lie in processing information to do with people and emotions and social situations. Handling that kind of information is probably done automatically by anyone who is not on the autistic spectrum - you probably don’t have to learn to do that. Babies, virtually as soon as they have caught their first breath, just weeks into their lives, are socially smiling - I think you just do it - and there is probably a brain system which mediates this process. My hypothesis is that this mechanism is not working for some people and they therefore have to learn to do it, using cognition. Now, the majority of people with autism have an intellectual disability - but people without an intellectual disability can be just as autistic. [We have gained some understanding of this by talking to people who can tell us what this feels like]. Dr Yoko Kamio, who spoke here in Melbourne this morning, has done some research in this area. Dr Verity Botroff’s own doctoral work showed that adolescents with autistic spectrum disorders can relate and process information about people - but they are doing it on an intellectual basis. They’re using their brain and their intelligence to process this information, instead of it coming naturally. We don’t know enough about the normal brain yet. Autism probably has a strong genetic component, but we do not know which genes are involved. But people are working on it.

ADAM FEINSTEIN:  Finally, do you share the optimism of some experts that the discovery of a cause of autism is being brought  much closer by the wide variety of research  projects going on - studies like the one  [on brain size] which Eric Courchesne presented here in Melbourne, for example?

LAWRENCE BARTAK:   Yes, I do. In a sense, I was saying the opposite when I said that we do not know the brain mechanism causing autism. But we are getting closer. I think you need to be cautious about a study like Eric Courchesne’s: it is promising, but needs replication. But there may be multiple causes. Autism is defined as a behavioural syndrome, so all we can see is that there is a pattern of behaviour, which is characteristic across cultures. When I see children in Japan or Thailand or Singapore, the kids are exactly the same - although there are subtle cultural effects. The research is moving along. Other sorts of research will be helpful: for example, the mapping of the human genome. Having done that, I am sure they will eventually come up with replicable results in search for a gene for autism. But because autism is a behavioural syndrome, it may be that there are fifteen different pathways leading to the pattern of behaviour. If there are different pathways, they must all hook up at some point to produce the same pattern of behaviour - but we do not know enough about the brain to know what that is. I think it’s got something to do with brain organisation and the way information is processed.  There is some evidence that individuals with autism can process information about people if the rate of information processing is held low. So this suggests that autism is not a specific problem of processing ‘people information,’ but lies in the rate of the processing. So much more work needs to be done in this area, among many others.
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