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Corp-Autism


Interviewer 

This is an interview with Michael Baron, who was the first Chairman of the National Autistic Society.

Michael, it’s a great pleasure and privilege to be able to interview you today.  I'm going to ask you to go back, cast your mind back to the 1960’s and to ask you first what made you determine to improve the situation for children with autism at that time?

Michael Baron 

It started with Timothy being diagnosed as a psychotic in the summer of 1961 and then as a father and Mia, his mother, being asking the question ‘what do we do now?  Where do we go to?  What shall we do?’  And we felt very alone.  And then I think one of us rang up Mencap as it now is, and we joined Mencap.  And we went to some meetings and we took Timothy with us. And it was very apparent he was very different from the other children that were there.  And then I pressed on with Mencap and said I wanted to do much more to – to improve the lot of children like Timothy and they put us on to their fund raising committee.  And I remember going to a meeting in their offices in Holborn in maybe September 1961 where I met some parents of children like Timothy.  So that’s where it all began.  I met Lorna Wing for example at that place.  And then we had other meetings and you know it was evident there was nothing being done for these children and both of us were determined that something should be done.  And then we found other parents and we got together with them and they were all North London people.  In particular Helen Allison I remember was the driver amongst them and we had a meeting in the house in Golders Green of Doctor O’Driscoll and his wife and there were about maybe ten parents there and we decided to that we should form some organisation.  That’s roughly how it began.  They said ‘oh you be Chairman Michael’.  So okay I will be Chairman and Isaac Dalton was Vice Chairman.  Isaac Dalton is still alive.  He’s ninety-four and I think I am the only other person who is alive.  So it’s Isaac Dalton.  House was Doctor O’Driscoll and his wife there and Helen Allison and her husband were there and Henry … and his wife were there.  I think we were the founding parents and then Helen Allison had all these contacts already she’d made with parents.  So she had a little list of cards with everyone’s names on it and we – and then we wrote to them all and had a meeting in the offices of the National Childbirth Trust for whom I was the legal advisor.  I think that may have been in March or April 1962 and this group decided to form the Charity which was then known as the Society for Psychotic Children because that was the word – that was the label then.  And it isn't so widely known that in the summer of 1961 Mencap sponsored a day conference called 'The Psychotic Child’ and all the experts of the day were there.  Kenneth  …. Or Kenneth ….  Geraldo Gorman, George ….. Those are three names I remember and probably Guy Wrigley who was the Medical Officer of Health for the LCC.  So they had this whole day meeting on the psychotic child and Timothy was psychotic.  So that was our label.  We were The Society for Psychotic Children.

Interviewer

So these parents, the other parents whom you met, were there children also have the diagnosis of schizophrenia – psychosis

Michael Baron 

Yes, yes they'd all.  That’s right.  Yes.

Interviewer

Okay.  And was  Hannah … …  among the group?

Michael Baron 

No, she wasn’t.

Interviewer

When did she come in?

Michael Baron

She came in I think at that meeting later on.  So there were many more parents at that meeting.

Interviewer

Were there to your knowledge any parents who had come along because they thought their children might have something similar?

Michael Baron

There might have been.  I can't remember.

Interviewer

Those parents had a diagnosis?

Michael Baron

Everyone who came had some sort of diagnosis from - and we were a very London group – a very North London group.  And if I may say so and I look back on that group there were a number of Jewish people there and a number of people who had come to England as refugees.  And if I remember Kenneth …. The psychiatrist - that was his name, he had some – he had some thought that autism was caused or may be one of the causes by mothers talking to their babies in a language that was not their own.  They were talking English but really they were German or Dutch or whatever it may be.  Interesting theory when you think about it.  So that the words didn’t carry the resonance they ought to have carried.  That was one of the theories at the time.

Interviewer

Can you describe the awareness of autism among child psychiatrists, paediatricians and other medical professionals in those days?

Michael Baron

Very limited.  They didn’t have any idea.  Try and remember the name – paediatrician who diagnosed Timothy when he first saw him he wasn’t sure and then he went off to America and came back and he said I think it’s Childhood Psychosis.  So in answer to your question I think their understanding was very limited and few seemed to be up in the literature.  It was only Lorna Wing who knew – whose kid was also difficult and who had read about Kanner and that’s why we changed the name six months later under the influence of Lorna Wing having absorbed all Kanner’s 1943 Paper to autism.

Interviewer

Because the label childhood schizophrenia prevailed for quite a long time after that –

Michael Baron

Oh yes it did.  It did.

Interviewer

So what was the situation – what was the relationship that was made professionally between the two I mean on the part of the psychiatrist and were they using these labels interchangeably?

Michael Baron

I think they were.  In the end they were using the label childhood psychosis and Mildred Creak – you remember Mildred Creak - Great Ormond Street Hospital sometime was in 1962 or 63 she was the sort of leading psychiatrist and she devised a diagnostic list called ‘The Nine Points’ and if your child fitted the majority of those points then they were probably psychotic.

Interviewer

She was using the term ‘psychotic’?

Michael Baron

Yes I think she was using it – yes.

Interviewer

But within in some sense implicitly about autism?

Michael Baron

Oh yes definitely.

Interviewer

Can you give an idea of how this condition – autism, childhood psychosis - was perceived at that time?

Michael Baron

It was perceived very much as a disability.  It was perceived as a mental handicap, which I know those words are banned now.  You mustn’t say mental handicap.  But that’s what it was perceived as.  It was perceived as a condition that affected children and that the children were to use the word at the time ‘Ineducable’ as opposed to ‘educable’.  And that their – their as it were educational future lay in training centres rather than in schools.

Interviewer

And you had Timothy with you as a child

Michael Baron

Yes, yes.

Interviewer

And what was that like?  Can you give us …

Michael Baron

Very difficult.  Very challenging.

Interviewer

Did he have anger outbursts?

Michael Baron

Absolutely.  So he was very angry and distressed and disturbed and a lot of shouting and poor sleep patterns and poor eating patterns.  Everything.  He was a very difficult kid.

Interviewer

So if you went out with him what was – what was that like?

Michael Baron

Difficult.  Hard.  

Interviewer

How did people react?

Michael Baron

Oh - what’s wrong with that child you know – screaming and so on and misbehaving?

Interviewer

So you felt that that was stigma?

Michael Baron

Yes, definitely, definitely.

Interviewer

And then at what stage did you manage to organise things a bit better for Timothy?

Michael Baron

Managed to organise them a bit better because Mildred Creak set up – in my case – set up small unit at the Province of Natal Centre which I think was three mornings a week for about half a dozen children.  And so he went - he went there and that’s where I met some more parents there.  So that he began at this unit in the Province of Natal Centre which is in Lambs Conduit Street.  It was in rooms that belonged to the Quorum Foundation.  So he was there for a little while and then he went then he went to a nursery school as well in Putney.  And eventually we set up our own little class in our house in Putney.  Found a teacher and got the fees paid by the London County Council.  So it was sort of recognised as a special teaching unit.  And so he was there in the house –

Interviewer

Were you doing the teaching yourself?

Michael Baron

No, no.  We hired a teacher.  We had also been working with another family.  She was called Alicia Roche.  She was Irish and she had been working with a family called McCafferty.  I think one of the McCafferty’s now is a well-known celebrity cook.  But – she had a brother who was …  so anyway we had this little unit in  - in our house.  And then it grew and I moved it as it were down the road, down … Avenue into the church hall there and got another teacher.  And then obviously it wasn’t sufficient for Timothy and it was affecting my wife’s health.  She was already in the early stages of manic depression. I don’t know which came first and he went to – he went to a residential unit called High Wick, which was near Saint Albans, which was run by George Stroh, who I think had been at the Marlborough Day Hospital.  And he was there and again I met a few more parents there –

Interviewer

From what age was he there?

Michael Baron

I think it was from about the age of eight may be.  So he was a weekly boarder there.  Came home every weekend and that got too difficult and then Timothy was found a place in a Camphill School in Northern Ireland.  And he was at Glencraig in Northern Ireland from the age of ten to the age of eighteen and although I still think they're pretty wacky they tamed him and calmed him and everything and when he reached eighteen the question was where would he go now and he came back to England at that time.  I was already heavily involved with the National Autistic Society which had changed its name and Sybil Elgar’s School at Ealing which she began in 1965.  All those children who were there were approaching eighteen and so in 1974 or was it 1973, the parents some of the parents bought Somerset Court – raised enough money to buy Somerset Court.  And Sybil Elgar moved there and I think that opened in September 1974.

Interviewer

So it had been functioning before as the Sybil Elgar School but it moved to Somerset Court in 1974 –

Michael Baron

She moved with the children – with the older children to Somerset Court and of course the school carried on.  I think Louisa …. – she succeeded Sybil Elgar.  The school is still going today on other premises.

Interviewer

Just going back to the period when Timothy went off to Camphill School in Northern Ireland – how did that feel for you and your family?

Michael Baron

It was felt as a great relief.

Interviewer

And you presumably went over and visited him?

Michael Baron

Yes – yes –

Interviewer

But you felt that he was happier there?

Michael Baron

Yes, he was much happier there.  Yes he had a good time there.

Interviewer

And what sort of well to use the phrase ‘intervention’ would they have put in place for him?

Michael Baron

They were very wacky you know because there were fairy tales and history and – I don’t know what intervention they did but it was very calming, loving atmosphere and if I was to be asked to compare places that I've seen since and the Camphill Schools, the atmosphere that the teachers or co-workers they all live together so I would say it was a very happy, creative, warm and loving atmosphere.

Interviewer

And at what stage did Timothy begin to speak?

Michael Baron

Well he has never – he had some speech and then he lost it and he is very echolalic and so I – he will speak under pressure.  The words are there.  The vocabulary is there but he won't speak unless he really has to.

Interviewer

He has the vocabulary but he won't conduct a conversation?

Michael Baron

He won't conduct a conversation.

Interviewer

I'm going to go back if I may to this pioneering group of parents.  How many of you approximately were involved in that pioneering group?

Michael Baron

Difficult to say.  The initial group that got together in this house in North London were about eight in number and I think at the first parent’s meeting there were probably about twenty, twenty-five or so. And then it grew.  It grew and grew.

Interviewer

How did you make contact with the others?  I mean you had the meeting that you mentioned.  How did you make it known that you were starting a group for children with –?

Michael Baron

The first thing was an article in the Evening News because one of the parents knew a journalist on the Evening News whose name was Colin Frame and he published an article.  That brought in a lot of parents again London and then there was – later on there was a BBC radio appeal in The Week’s Good Cause that was done by Peter Finch.  And so – and then – it was slow.  It was slow bringing them in.

Interviewer

You didn’t have the Internet!

Michael Baron

No, didn’t have anything.

Interviewer

And may I ask how did the members of the group, how did you organise yourself were there splitting of roles -?

Michael Baron

We formed a Committee like any charity.  There was Chairman, Vice Chairman, Treasurer and Committee.  And we had parents’ meetings about once a month –

Interviewer

Were you exploiting particular skills and professions ….. You had Lorna Wing –

Michael Baron

Yes, we had Lorna Wing who I think was a committee member although I'm not sure she decided to stay a little distance from it.  We certainly had Lorna Wing and intellectually I would say we were all – but I defer to her really because it was under her pressure that the name was changed from The Society for Psychotic Children to The Society for Autistic Children.  And it’s very interesting looking back that we use this title ‘children’ because we somehow didn’t think they would grow up into psychotic adults or psychotic middle aged people or psychotic old people.  Then we realised they were going to be adults and I think it was then changed to the National – The Society for Autistic Children and then as it grew to The National Society for Autistic Children and the National Society for Autistic Children and Adults and finally National Autistic Society.  And Mencap went through exactly the same change.  I think they began as a Society for Mentally Handicapped Children, Mentally Handicapped Children and Adults and so on.  So it was a progression.  You realise this was for life.  Obviously we didn’t think it was for life.  We just thought oh well there must be some way, some marvellous teacher somewhere that it will all go away

Interviewer

And so can you pinpoint a moment when you realised that for instance Timothy would have this condition for life?

Michael Baron 

I suppose really when he was about ten or so yes when he went off to Glencraig yes I pinpointed it then –

Interviewer

And again –

Michael Baron

Oh and one of the reasons for pinpointing it at that time was that then as I remember the accepted wisdom was if your – if your son or your daughter would not speak by the age of seven they would never speak so that was the sort of cut off point I think.

Interviewer

And among the children whose parents you got to know through this group I guess we are talking about what we would now call ‘low-functioning children’.  We are not talking about children with autism –

Michael Baron

No, we were rather wondrous about parents who my son can handle a choir and so on.  But most of them were low – low functioning disabled children who were in training centres.

Interviewer

But you had some consciousness of some children who were more able –

Michael Baron

Exactly.  We knew they were out there somewhere.

Interviewer

That’s interesting –

Michael Baron

But they weren't among the parents who brought children to these meetings

Interviewer

No.  And when you got this group going were you aware of other parents with children either diagnosed or otherwise who felt unable to participate in your efforts?

Michael Baron

Yes, yes.

Interviewer

And why?

Michael Baron

Because they thought their children were less disturbed and less disabled and there was some sort of stigma attached to it so there were some who didn’t join in

Interviewer

So even joining a group was in some way stigmatising?

Michael Baron

Yes, yes

Interviewer

So what do you think they were thinking – that they could manage on their own?

Michael Baron

I think they thought they could manage on their own they could manage their children within the normal educational system

Interviewer

Have you kept in touch with any of those parents from that era?

Michael Baron

No, the answer is no

Interviewer

It would be interesting to know what’s happened to those children. And what do you think was special about your group including yourself.  I mean I'm speaking about perhaps –

Michael Baron

I’ll tell you what I thought was special after I've looked back on it.  [a] We were all Londoners.  [b] Most people had university degrees. [c] We were all professionals of some sort.  So it was you know hardcore people who would say ‘there is something wrong with my child.  We must do something’.  And they had the means to do it.  They had the intelligence and the application and the time quite often to do it so – I was a self-employed solicitor.  I had my own Firm.  Henry … who was the Treasurer I think was an accountant with a small Firm.  Helen Allison worked from home.  Her husband worked for the Medical Research Council and so on.  And so there was an element – an element of self employed professionals who could make the time to get things going.

Interviewer 

And beyond that would you say that there were particular qualities of resilience

Michael Baron

Yes definitely.  Resilience and passion to do something.

Interviewer

So can you say a little bit more about that?

Michael Baron

Well they resented the fact that then I think before the Education Act that this division of educable and ineducable they would say my child needs education.  If it’s not him we haven't got the teachers yet with the skills to reach out and engage them.  So they have the passion and the sense that there was something more there that could be done.  And that the divisions of educable and ineducable were quite wrong and arbitrary and there should be education – there should be special education, which there was a little of.  For example the Camphill Schools, as I remember, were almost the only group that was providing for children with say learning disabilities and also the Invalid Children’s Aid Association – I think they had a school at Banstead.  There were a few schools and we wanted more.

Interviewer

And what about altruism?  Were you driven by altruistic motives?

Michael Baron

Oh I think so yes

Interviewer

It wasn’t just about Timothy?

Michael Baron

No, no.  I think it was mixed.  We realised if you were helping your own son you would be helping others too.

Interviewer

I'm interested because I'm wondering how far the very special role of this group of parents and was unique to autism how far one might –

Michael Baron

It wasn’t unique to autism.  It was similar – the motivation was similar to those parents who maybe a few years before had set up what is now Mencap and it was a similar motivation to the parents who had set up playgroups.  There was also a playgroup association.  And I think it’s – that was a time when the organisations were being set up by – it’s called consumers – you know WHICH and so forth.  I think – I'd like to use the word ‘zeitgeist’ it was the spirit of the time you know.  You do it yourself.

Interviewer

Do you think that same perspective is nowadays?

Michael Baron

I don’t know – I don’t know.  I think everything has become more institutionalised

Interviewer

Perhaps people are more prepared to wait for things to happen rather than doing it for themselves?

Michael Baron

Yes I think they are 

Interviewer

What were the factors that kept you going because it must have been very difficult at times?

Michael Baron

Factors that would keep us going would be the belief that the answer was in education, was in special education.  That somewhere there would be a teacher and if one remembers the history of the time I think it was either Helen Allison or maybe another parent had discovered Sybil Elgar who was taking a few children into a nursery in Saint Johns Wood and eventually she didn’t have any normal children.  She had all autistic children and then they grew up and what are we going to do with them?  And we said 'oh we must find a school.'  And so we found a school and then it grew and there were other schools and other teachers came along.

Interviewer

Well I was just going to ask about Sybil Elgar particularly and she was clearly a very special person.  Do you think that step forward would have happened without her?

Michael Baron

I think there might have been some other special person

Interviewer

She had some kind of special skill

Michael Baron

Yes she did and if you remember she was a Montessori trained teacher and they have a different way of looking at children and educating children through play and so on.  I think she had special skills and she was a tough lady and never to put up with obnoxious behaviour which she’d had plenty

Interviewer

Did you ever experience opposition to your activity?  For instance from professionals or from parents?

Michael Baron

No, I would say no

Interviewer

Would you say the professionals were supportive of what you did?  Were they on board?

Michael Baron

I would say they were supportive because that little unit which we set up in our own house in Putney which was before the school at Ealing was established that was September 1965 so that would have been about 1963 or 1964 was recognised by the LCC.  So their Medical Officer of Health was called Guy Wrigley and he was very supportive.  Yeah I would say that people were supportive so that when the Ealing School was established under Sybil Elgar those Montessori qualifications as I remember then – maybe it is still true now – were not recognised as a proper teaching qualification.  But nonetheless all the children throughout who went to the Sybil Elgar School all funded by their local authorities overcame that barrier.

Interviewer

So the understanding of autism was so unfolding among professionals alongside your own unfolding understanding and would you say that there was a kind of traffic of information between the two?

Michael Baron

Oh yes there was.  So things were developing for Mawdsley too you know Lorna Wing and Michael Rutter

Interviewer

And were they directly involved then in your –

Michael Baron

I think Lorna Wing was.  Not so much Michael Rutter.  But you know there was a developing body of science shall we say in London and then it spread slowly.  When I went to Cumbria, which was not until 1991, there was hardly any diagnosis in Cumbria and the paediatrician who was doing a diagnosis told me he didn’t think there was such a thing as autism.  That was 1991.  So it’s thirty years it took to move gradually north.

Interviewer

This is a pattern that we've seen now in other parts of the world where things are –

Michael Baron

Amazing time lag.  So when I got to Cumbria in 1991 it was the first time they organised a parents branch.  That was nearly thirty years after London.

Interviewer

So parents were they aware of autism?

Michael Baron

They were aware that they had children disabled children.  I don’t think they were aware of autism.  They knew this – they knew about it but they weren't organised in any way

Interviewer

So they knew that there was this diagnosis and they thought their children might have it –

Michael Baron

They had to go to Newcastle for it 

Interviewer

Right –



Michael Baron



Which you know –



Interviewer



Well yes it would have been … …



Michael Baron


Yes that’s right.



Interviewer

Were there any especially difficult moments in the kind of your pioneering efforts?  Can you cast your mind back –?

Michael Baron

It was always difficult to raise money.  We were very lucky but it was difficult and let me see – it’s difficult to raise money and difficult to increase awareness.  That’s been very slow.

Interviewer

Because you didn’t have –

Michael Baron

The resources – yes

Interviewer

Because you didn’t have Internet in those days –

Michael Baron

What did give it all a boost was – I was Chairman still – maybe 1966 we were associated with a fund raising campaign which had previously worked for the thalidomide children and they did a lot of PR and we made a film called ‘Child Draw Nearer’ which you can still see.  And so that increased awareness although it wasn’t a success for the fund raising campaign in the end in the sense of raising money but it increased awareness.  So it’s really the awareness.

Interviewer

And what about addressing the stigma?  Do you feel that you made an inroad?

Michael Baron 

Slowly because initially there was this confusion between autistic and artistic and things like that.  So it was very gradual. Not like today.  If you remember there was a survey in Middlesex in 1965 carried out by Victor … I think for the Maudsley and if I remember that correctly and he saw a lot of children and was applying Mildred Creak’s nine points and the figure he then reached applying her nine points was four children in ten thousand.  Well now it’s quite different.  One in sixty eight in America.  One in a hundred I think was the last one in England or the current one.

Interviewer

And what would you say were the key milestones in your activities over those years?

Michael Baron

Key milestones were the opening of the Sybil Elgar School in Ealing.  That was in September 1965 and then after that some more schools.  The one at Gravesend under Wendy Brown who you may know of.  And then there was the school in Dedisham and there was one in Devonshire and then societies, parents groups began to spring up in other parts of the country.  So I can't remember now when it happened.  The Society for Autistic Children and Adults became the National Society.  When – I can't remember what year that was.  So then it was National.

Interviewer

And so when you went up to Cumbria you –

Michael Baron

I went to somewhere quite primitive 

Interviewer

And you inaugurated a local society

Michael Baron

There was a parent there who wanted to do something and I got in touch with her

Interviewer  

We’ve already talked about ….

Michael Baron

It was always a branch never a society

Interviewer

How do you think that things would have changed in the way they did without your role as pioneering parents because –?

Michael Baron

Oh I think there would have been other parents.  I think they would have changed yes definitely.

Interviewer

I'm interested in this special role that parents can play because obviously the understanding was evolving amongst professionals but say there had been no parents prepared to take on the kind of role that your group adopted do you think that things would have progressed in the way they did?

Michael Baron

No, not as quickly. It would have progressed but not as quickly

Interviewer

And perhaps not with the – with the kind of support network –

Michael Baron
No, it would have been much more slowly

Interviewer

And may I ask what are your reflections on where we are now with autism and we've come a long way at least in the developed world –?

Michael Baron

It’s a very difficult question because I have particular views.  So on the one hand the increased awareness as you are aware is a good thing and can only make things better.  And on the other hand I'm no longer sure that the label is right for all the people who say ‘oh I've just been diagnosed’ and Aspergers Syndrome I think the situation has become very fragmented, very confused.  The language is very difficult and in a sense I don’t recognise it.  And so when I look back the parents I knew and for many years were like that were of quite – let’s use that awful word – handicapped children.  They were children who were made dependent by their disorder and over the years they have changed maybe from being the majority to being first how shall I say not so big a majority.  May be in fact a minority now.  So it has changed enormously.  No one could have foreseen then that there would be people who would say 'oh I'm … diagnosis.'  I know what's wrong with me.  I've just been diagnosed that I'm aged sixty and so forth.

Interviewer

And so what's your feeling about the change in the situation

Michael Baron

Oh great unease

Interviewer

What is the way forward?  What do you think needs to be done?

Michael Baron

Well it has become so embedded.  I have this phrase which I coined a few years ago that the incidents of autism expands with the number of people making a living from it.  Which is rather critical of the scene but I think the whole thing needs a complete overhaul and a radical rethink of is the label right

Interviewer

You sound as though you are perhaps suggesting that there should be two different labels?

Michael Baron

Maybe yes.  You know neurodiversity - what Steve Silverman I think used that word – that’s what it’s all about but that’s a bit of a mouthful.  It hasn't got the neat, precise wording of autism but autism is just one – if I'm right or may be it’s the major one – it’s just one of the behavioural symptoms of this disorder or this condition whatever you want to call it

Interviewer

So if we look back at the time when Lorna Wing in particular was promoting the idea of an autism spectrum do you think that has been helpful in the long term or not?

Michael Baron

I think it’s been helpful in the term in which it has been used.   I don't think that it is helpful any more.  I believe that as our knowledge of the brain increases and neuro imaging and genetics the whole thing is going to change and in twenty-five years or so we won't be using the word ‘autism’.  We will be using something else – or several words.  It’s not so much a spectrum as a constellation.  Different disorders.

Interviewer

SM4 had more of an idea of a constellation with the sub categories of Aspergers Syndrome and … and so on.  And that’s gone with the SM5.  What do you think of that?

Michael Baron

I don’t know what – I don’t know what it is going to be

Interviewer

But the SM5 has removed the sub diagnosis so we are very much fixed with the idea of a spectrum I guess you would not be very much in favour of that?

Michael Baron

No I am not very much in favour of it.  It’s a term that is going to be outmoded too in due course but I don’t know when.

Interviewer

So what are the priorities for the future in relation to autism?

Michael Baron

Well priorities – I regard it as a priority for the future, given my age and my son is sixty and I think what we know so little about is the impact of ageing on autism and whether – whether middle aged people with autism are going to grow old just like everyone else.  Whether they are going to suffer the same disorders of old age like dementia, obesity, type two diabetes, cardiovascular diseases, how it is going to impact on them.  And we just don’t know or whether they are going to die earlier as suggested in that Pauline Heslop’s 2013 report of deaths in south west England.  I think she said that on the whole people with disabilities died – tended to die ten years earlier than their normal peers.  And why should that be?  And she put it down to that they weren't given – they weren't given enough care.  They weren't able often to tell anyone how ill they were.  And I think she also talked about not many nursing staff didn’t understand the Mental Capacity Act and so on.  A whole lot of reasons.  So that’s my concern about their old age.  I think that is a priority.  We know very little about it.

Interviewer

And a fair amount of money is devoted to what you might call fundamental research – researching into the brain difference of underlying autism the genetics and so on.  And there is currently some unease that more money is not being directed into intervention, support and so on.  What do you think about that?  What do you think about the role and the relative priority of fundamental research?

Michael Baron

I think I see it as something that should go alongside the other.  It should not necessarily be prioritised and I think it’s important the emphasis is made very noticeable today on work and employment opportunities.  And I think that you know those sorts of interventions, that’s where the money needs to be spent.  For example I have only recently learned that in Israel people with autism are searched for by the Israeli military, the Israeli defence forces, they say that they have special skills with regard to map reading and computers and so on.  You may have read about this.  And if – and of course in Israel every male reaches the age of eighteen is liable to be called up for military service and if you have a disability you actually have to apply for an exemption.  But in some cases people with autism are actively sought and it gives them identity and purpose in the sense of making a contribution

Interviewer

That’s very interesting

Michael Baron

It’s very interesting what's going on there

Interviewer

At the end of this interview I would like to take you back to Timothy if I may.  How do you think he has coped with his life situation?

Michael Baron

I think he has coped quite well.  He is now aged sixty.  What I think when I see him, and I saw him yesterday, is that the – how shall I put it – the rage and the disturbance that was the hallmark of Timothy at the age of four and so on until he went to ….  School, that’s all sort of fallen away.  He isn't the – he isn't an angry middle aged man.  And in a way I think that the autism in a sense has fallen away and you are left with, in his case, a learning, disabled, middle aged man.

Interviewer

Can you expand on that a bit?

Michael Baron

It’s just a theory that he you know that he is not so as it were classically autistic as he used to be.

Interviewer

So he is perhaps more socially responsive?

Michael Baron

Yes, yes.  He is calmer and he is more sociable, can live in a community, can do things that he wouldn't have been able to do before and he is not so disabled by his autism as he was.

Interviewer

Can you – flesh that out a bit?  I mean he is living in a sheltered community –

Michael Baron

He is living in a marvellous care home called The Meath, which is near Godalming, which is basically for people with epilepsy and learning disability.  And as you may know there is this segment of children with autism who develop epilepsy around the age of eighteen, which to my mind clearly denotes brain impairments of some sort.  And he is actually able to do - take part in some minor employment activities like painting furniture and so on.  So I think he is much more sociable, much more in a sense employable and much more amiable as he has aged.

Interviewer

Does he cook for himself or -?

Michael Baron

No, not really.  He can do a small amount of cooking

Interviewer

Everyday skills?

Michael Baron

They have cooking classes

Interviewer

Well that’s very optimistic.  And what about his state of mind?  Do you think he is happy?

Michael Baron

I think he’s happy

Interviewer

That’s very reassuring

Michael Baron

He wouldn't be able to talk to me about that because – if I said ‘are you happy Timothy?’ he would say ‘are you happy?’ back to me so I wouldn't know.

Interviewer

Any other reflections from this very interesting interview?

Michael Baron

Well my reflections would be that in a sense I don’t recognise autism spectrum disorders today as being the same as they were then.  My reflections are that the parameters of diagnosis have widened so enormously that we are not talking about an identifiable group of problems.  We are talking about a much bigger group of problems and when I talk to – when I go to conferences and I see someone standing up and saying ‘I am on the spectrum’ – are you really?  I can't believe it.  I have to compare them with Timothy and the children I knew then so I think it’s widened enormously and almost to the point of becoming meaningless.

Interviewer

Do you sense – is there a sense of sympathy from those the high functioning people you describe towards more disabled children and adults on the autism spectrum or do you think that they just put themselves in a completely different category?

Michael Baron

I think they put themselves in a different category. I don’t – I don’t suspect there is much sympathy really for them at all.  And I think this book I read in – I read last month by Nick Chown on Understanding Autism - Theory of Autism – and I was struck by a phrase which went ‘so-called severe autism’.  ‘So called’ as if he didn’t believe it existed.  And the indexes of books are always rather informative.  If you look it up under ‘disability’ or ‘learning disability’ – it’s not there anywhere.  The word ‘disability’ is hardly mentioned.  It’s not a learning disability and that I find very sad.

Interviewer

So how would you engage with people who take that point of view and try to convince them -?

Michael Baron

I haven't tried yet but I would try and persuade them that is not a mere social difficulty.  It is something that is disabling.  When I enquired of the National Autistic Society recently about their literature because there was a time when in their publicity they would say that autism was a devastating disorder.  And then I noticed that they don’t use those words any more and I enquired and they had made a deliberate decision to drop – to drop that.  Well I don’t know who they – but may be that was the pressure of what I call the other lobby of people to whom it is not devastating it’s you know it’s a benefit, it’s a talent and so forth.  So those words don’t appear any more.  ‘It’s not devastating’ – well I think it is devastating.

Interviewer

So as one of the Founders of the National Autistic Society what do you feel about the organisation as it is today?

Michael Baron

Well in a sense I don’t recognise it.  I think they are unhappy about the link with disability.  I think if they could get rid of it they would.  It doesn’t raise any money for them.  It’s not – it’s not attractive. So in a sense they’ve reverted rather to the position before 1962.

Interviewer

That’s very worrying – a very worrying observation.

Michael Baron

Is there anything else?

Interviewer

Thank you very much.  That was fascinating, very fascinating.

