By ADAM FEINSTEIN
MELBOURNE, Australia: The 1,500-or so delegates - including myself - who attended the remarkable first World Autism Congress organised by the World Autism Organisation and Autism Victoria in Melbourne, Australia, in November 2002  were treated to rewarding talks by some of the world's top experts, including Dr Tony Attwood, Dr Rita Jordan, Theo Peeters and Dr Eric Courchesne, and by some of the planet's best-known individuals with autism:  Temple Grandin, Wendy Lawson and Donna Williams.
        One of the most fascinating pieces of research presented was Dr Courchesne's study on the massive overgrowth of the brains of autistic infants in the first 12 months after birth. Dr Courchesne is one of the world's leading neurologists. Based at the University of California, Dr Courchesne said  his MRI (magnetic resonance imaging) findings represented a potentially enormous breakthrough. "For 60 years, scientists and doctors have been looking for an early warning signal of brain abnormality preceding autism but have found nothing. That is until now. For the first time, we have identified a biological abnormality that precedes the clinical manifestation of autism. We know the specific type of abnormality occurring and when it occurs. This discovery means it may be possible to detect the onset of autism in babies and provide effective intervention." 
        If Dr Courchesne's study is replicated and found to be consistently true, "then it may become a useful early warning of possible autism," as he told me. That, in turn, "would allow the development of additional tests to verify the possible diagnosis of autism. It opens up the opportunity for a whole new realm of treatments at a much earlier stage." Indeed, the simple, safe method of placing a tape-measure round the head of an infant "might turn out to be an amazingly useful tool in the early identification of children who are potentially at risk from autism," he said. 
        I was particularly intrigued by Dr Courchesne's belief that there could be a tie-up between his brain over-growth research and the ground-breaking 2000 study of Dr Karin Nelson, also in California, revealing the presence of four chemicals in the blood of children who went on to be diagnosed with autism or mental retardation. (California is the only US state which keeps blood samples of every child born there.) One of these four chemicals discovered by Dr Nelson is a protein called brain-derived neurotrophic factor (BDNF), which stimulates new growth. Hence the possible link-up with Dr Courchesne¹s new study on macro-encephalopathy.
       Dr Courchesne also confirmed previous findings that the cerebellum was "definitely abnormal" in children with autism. "In normal people, the cerebellum is greatly activated during visual attention. Not in autistic individuals," he told the Melbourne audience. "We were among the first to suggest that the cerebellum is involved in sensory control, certain types of memory, mental exploration, language (including generation), quite apart from motor control. Now, more than 60 studies have shown abnormalities of the cerebellum in autism. Normal children tune in to novelty - novel objects and novel social situations. Autistic people do not explore novelty. The cerebellum appears to be involved here, as well."
        One of the other new pieces of research presented in Melbourne suggested that autism could be the cause, rather than the result of difficult births.
        Emma Glasson - who conducted the research, the largest study of its kind, as a PhD project for the University of Western Australia's School of Psychiatric and Clinical Neuroscience - told the Melbourne congress that women who had experienced difficult births or delivered their babies by caesarean section were more likely to have an autistic child than women who had normal births.
        The study of almost 4,000 children found that autistic children were more likely to have experienced threatened abortions early in a pregnancy or gone into distress during labour. Their mothers were more likely to be older, to have had epidural anaesthesia and to have had emergency or elective caesareans. The study confirmed the findings of smaller, or more limited, studies by Swedish and US researchers linking autism to obstetric difficulties. 
        Glasson said that most children were not diagnosed with autism until about the age of three or four. "I looked at the before-birth factor to see if there was anything unique to that group," she said. "We found as a group that the autism kids were different." 
        Glasson used the Western Australian Maternal and Child Health Research Database to compare the birth records of the 465 children diagnosed with autism between 1980 and 1995 with the records of 1,313 randomly selected non-autistic children. She also looked at 481 siblings of the autistic group and 1,634 siblings of the non-autistic group.
        "Compared to the (non-autistic group), the autism cases experienced more difficulties during pregnancy, labour, delivery and during the neonatal period," she said. "The autism group was characterised by increased maternal age, being first born, a threatened abortion before 20 weeks gestation, foetal distress and an elective caesarean."
        Interestingly, brothers and sisters of the autistic group - while not autistic themselves - also had more complications than siblings of the non-autistic group, Glasson found. She said this suggested autism was the cause, rather than the result of, birth complications. "The best explanation we can have at the moment is that there's a big genetic component," she said. "It's thought that autism is caused by a large number of genes, and some of those genes will be shared with siblings. It may be an interaction effect, with some of those genes causing problems in utero."
        She stressed that women who had experienced a difficult birth or resorted to a caesarian section should not feel guilty about contributing in any way to their child¹s autism. "I didn't find any evidence that any of these factors were directly causing autism," she said. "Autism is unlikely to be caused by a single obstetric factor, and the increased prevalence of obstetric complications are most likely caused by the underlying genotype or an interaction of the genotype and the (uterine) environment."
        Dr Tony Attwood a clinical psychologist based in Queensland, Australia, is widely acknowledged to be the world's leading expert on Asperger's syndrome. He provided invaluable Melbourne delegates with invaluable insights into how to improve the day-to-day lives of Asperger's sufferers.
        "Quite a few children with Asperger's syndrome are ‘Dr Jeckylls and Mr Hydes'," said Dr Attwood. "They are saints at school, but they soak up the anguish, then squezze it out on their brothers and sisters when they get home. We do not know know why this happens, but there may be an escalation, with parents themselves becoming more anguished at the child's behaviour ...
       "We need a foreign-phrase dictionary: unusual mannerisms or fragments of conversation may be the result of increasing anxiety. But the biggest problem in Asperger's is understanding other people's feelings. Solitude is something they look forward to, because they have a social phobia."
        Dr Attwood said that other characteristics of individuals with Asperger's included: "a pathological fear of making a mistake; lack of remorse; paradoxical responses (the child might giggle to express another feeling altogether, and this could be a delayed response, like ‘lighting a fuse'); less observable reaction to pain, and speed at resolving grief; the neglected area of sensory experience (these individuals are living in an environment where sensations hurt, and unusual fears (for example, fear of house plants."
        He noted the strength of children with Asperger's was logic, while emotion was their weakness. He said that colleagues in Denmark had developed a chart with faces expressing emotions for different times of day. And numbers were used to express degrees of emotion. Dr Attwood also recommended Carol Gray's Social Stories.
        He added that we required an "emotional toolbox" to fix a particular feeling, and "we need to discover which tools fix which feelings." Physical exercise was useful to fix anger and anxiety; biting an apple was preferable to biting a brother. And people with Asperger's, he said, had to be helped to feel needed: "Many individuals with Asperger's have a very strong drive to help the needy. So they help someone out with a computer problem, for example."
        Other strategies, Dr Attwood continued, were:  medication; money ("You can try saying: ‘If you don't hurt anyone for a week, I'll give you ten dollars' - people with Asperger's are natural capitalists!")
        He added that it was important to explain the diagnosis to the parents. "The children themselves knew from the moment they started school that they were different. As soon as he realises this, get all the family together (including grandparents) and ask the child the good points about each family member, then about the child himself. Then tell the child about Hans Asperger, and the nature of his patients. Then tell the child: ‘Congratulations - you have Aspergers! You're not mad, even if children do call you ‘Psycho.' You¹re not stupid. You're just differemt. Asperger's explains your strengths as well as your deficits. Asperger's gives you talents, as well as vulnerabilities'."
        Dr Rita Jordan, one of the leading British authorities on autism, based at the University of Birmingham, told the Melbourne congress that it was absolutely right to have high expectations of people with autism - "but we also need high levels of support. Most of the behaviours you see in autism are not in the genes or in the overgrowth of the brain. They're in the environment, in a world which is not adjusted to autism, and the more we push people with autism down a road which isolates them, the stronger this behaviour will become ...  "We are beginning to admire and respect the courage that people with autism show in dealing with the world ... If you are like Wendy Lawson, Donna Williams or Temple Grandin, you can lead relatively full, independent lives. But what if your only experience of people is fear? For that group, the priority is learning to be people."
        Dr Jordan emphasised the need to understand, as TEACCH had done long ago, "that parents are not the problem but the solution. The single most important factor is that we involve the parents. The diagnosis is important - it is a tremendous comfort to parents to know how to help their child. And it is vital that we support parents early."
        Wendy Lawson, the renowned Australian author with Asperger's syndrome,  gave the congress audience in Melbourne some advice about how to teach individuals with autism. "Attention is spread thin in typical [non-autistic] individuals. It's like a torch operating on a wide beam. But in autism, we can attend to only one thing at a time, and our interests dictate. So use that interest constructively, even if it means allowing the autistic student to bring a dog-turd into lessons - as long as he or she talks about it, rather than touches it!"
        What Wendy did not tell the conference was that she needed to raise more than Australian $50,000 (US$30,000), so that she could receive urgent surgery in Pittsburgh, in the United States. She has been diagnosed with spondylosis, a condition which causes bony spurs to grow in the backbone, blocking the spinal cord and leading to paraplegia. Wendy is a mother of four with two university degrees and three books to her name, and is a regular public speaker on autism. She learned that bone graft surgery in Australia had only a 40 per cent chance of successfully preventing paralysis, so she was heading to the US for microsurgery on her spine, which is believed to be more effective.
        Donna Williams, another celebrated Australian author with extremely high-functioning autism, told the Melbourne conference that she still felt as though she were "held together by strong sticky tape." When she was young, she said, people would ask of her: "Is she possessed, disturbed, stupid?" Then "someone came up with autism, and that stuck. I had no sense of a ‘me.' I was becoming the beaded curtain, or the piece of plastic. I was an instrument of resonance, a ‘beingness.' In writing my book, Nobody Nowhere, in four weeks, I learned to formulate and articulate what was going on inside me." However, she added: "If I could get through one day without emotional anxiety, I would happily die tomorrow."
        Theo Peeters, one of the world's most highly respected authorities on autism - he is director of the Opleidingscentrum Autisme (Centre for Training in Autism) in Antwerp, Belgium - again illustrated in his address to the congress the combination of compassion and understanding he brings to educating children with autism.    
        "If you look at autism from the outside and you remain an outsider, you may see many bizarre things: autistic children repeat things literally, they imitate our behaviours literally, they have repetitive behaviours, they make very concrete associations instead of thinking in a flexible way, they have difficulties in understanding our emotions," Peeters told me. "You may say, from time to time, that this child is being naughty: he doesn't do what I ask him to do. But if you really try to get inside the child's mind, to see the world through his eyes, you very often see that it is not that he does not want to do what you ask but that he understands the world differently. He makes hypotheses. A normal child develops almost automatically according to theories which developmental psychologists like Jerome Bruner and Jean Piaget have developed. They even seem to have read the books! But children with autism do not develop that automatically."
         Dr Lawrence Bartak, one of Australia's best-known authorities on autism, who has worked for 36 years in the field and is a senior lecturer at the Faculty of Education at Monash University in Victoria, told me that the latest (September 2002) study by the Autism Council of Australia carried out in New South Wales had come up with a figure of six new diagnoses of autism every week - which translates to 17 per thousand.  This figure had caused considerable surprise in many circles. "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 would say that the figure of 15 per 10,000 is about right, with another 25 per 10,000 with Asperger's syndrome and probably another 30 or 40 per 10,000 with autistic features or PDD-NOS ... 
        "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."
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