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Good morning and welcome to you all. We would like to tell you something of who we are and why we come to be here, and then to talk about the role of advocacy in assisting parents of children with Special Needs. There will be plenty of time for questions after the presentation, but if anyone wants to ask a question before then please stop me.

Perhaps I should also say what we will not be doing which is to speak in a definitive way about the right way to deal with matters surrounding our very special children. For in our experience there are no two identical cases – similarities yes – but no two are precisely the same. Hopefully in relating our experiences over the past years we may succeed in painting in some of the colours into your own situation.

Gay and I are parents of a 13 year old boy with ASD. He is the hero of our tale and I should mention that he is happy for me to use his name when speaking with you today.

So to us. Well we came rather late to parenthood; in fact Gay was referred to rather inelegantly by the medical profession as an elderly primip when she was pregnant with Henry. Anyway, having progressed to number 2, Gay was convinced that having had a delightful son, she would then have, in the natural order of things, an equally delightful little girl. The idea being that she could as the years moved on enjoy ballet, dressmaking and shopping. Well, life is not like that and we had Hugo. Utterly delightful but about as far removed from a tutu-sporting aesthete as might be imagined.

Henry was born one month prematurely with no particularly trauma at the birth. In general terms, Henry achieved the usual developmental benchmarks at the slowest end of expectations. However, once those benchmarks were reached, there were no concerns.

I digress. To return to the hero of the day, Henry did not seem to share the widespread exhilaration at the arrival of this very active sibling – in fact if such emotions can be ascribed to a 2 year old, he was rather contemptuous of the new arrival. Mercifully, this disdain did not manifest itself into a determination to poison, dismember or otherwise dispose of his brother.

With the knowledge we now have, Henry started showing signs of ASD at his first Kindergarten. He was described as being happier on his own. Rather than being encouraged to mix with his peers, his solitary preferences were accommodated. At around this time, Henry started to display some unusual characteristics like biting in non-anger situations and occasional outbursts of anger.

He was referred to the Children’s’ Centre where he was treated – if that is the right word – with imaginative play therapy. This involved playing with a Wendy house and similar tasks which did not impress the young lad. There was no suggestion that there might be an underlying problem. It is difficult to know whether this was because of the therapist’s awareness of lack of resources for ongoing support, or whether it was simply down to ignorance or incompetence.

Henry moved to a second Nursery which was a Montessori School. The methods there certainly seem to suit him and interestingly the proprietor of that nursery suggested when prompted that Henry would do best in small classes and with a teacher with whom he had a good relationship.

In fact, as he moved into school proper, and into a small class, Henry seemed to make normal progress and there were no serious problems at school – at least none that were reported to us.

In his out of school life, Henry would come with me on many trips around the country and beyond. Most particularly on a Saturday to Football and Rugby matches. If there were no other commitments, these away days would typically start with journey by train, followed by a museum visit to venues such as the Museum of Space and Industry in Manchester, the Liverpool Maritime Museum, the Egyptology Museum in Bolton in addition to all the popular London Museums – with a particular preference for anything hands-on!  

On these days away Henry showed no signs of the problems which came to dominate his life. He was an utterly complicit in a predominantly adult environment although he also appeared to interact normally with his peers when the occasion arose.

These experiences masked in my eyes the problems which were becoming evident at school and to some extent at home. Essentially, as I could see no problems with him on his travels with me, I regarded the problem as a school-related matter. 

By around seven years of age, Gay was beginning to think there was something wrong. It was around another two years before I too could see that something was amiss.  My earlier reluctance to come on board with this awareness was also to some extent nourished by some very inappropriate treatment in his middle years at Primary School. I can remember one reply from a Head teacher which said that the common denominator in all the problems was Henry, and until he sorted himself out nothing would improve.

However, with a helpful GP and much determined pressure on the medical system, Henry was diagnosed

by the Senior Consultant Child Psychiatrist in 2004 as having Asperger’s Syndrome.

Speaking for myself, faced with this diagnosis, I shed all the clothes of the doubting Thomas, and thereafter pursued Henry’s cause with all the enthusiasm of the zealous convert!

Not so Henry’s then school. One might have thought that the school might be relieved at a label to be attached to this particular problem; but upon receipt of a letter of diagnosis from the Consultant, together with broad advice, the Head teacher wrote to inform us that he intended to hold a meeting with Henry’s class teacher to discuss the extent to which they agreed with the Consultant’s diagnosis. Faced with such an attitude, there could clearly be no progress for Henry at that school.

Shortly after the medical diagnosis, Henry was assessed for the first time by an Educational Psychologist.  A detailed 6 page report stated that Henry was gaining nothing from the school environment and rather than his considerable general knowledge and good vocabulary was the result of parental input and experience at home.

I do not want to create the impression that we simply looked outside for inadequacies in Henry’s upbringing. We looked at all aspects of his life. At that time we used to have a child-minder who would come to our house from 8-00am and take the children to school after getting them ready, and then meet them again and look after them at home until Gay’s return at 5-00pm. 

This clearly was not satisfactory and we decided that I would predominantly have to take on this role which in turn would involve a major change in lifestyle.

Henry and Hugo then moved to a different primary school. After much battling, Henry received funding from the Local Education Authority for 50% one-on-one support within a mainstream environment. There were a number of problems with this system. 

Firstly the Learning Support Assistant was not a teacher and so did not have the innate ability to excite and inspire Henry and nor did she have any knowledge of ASD. Anyone who has a child with ASD will know that as a parent you have to constantly ask yourself whether a particular behavioural characteristic is a result of the underlying condition or whether it is just naughtiness.

Secondly, although this support was to foster inclusivity, in reality Henry was sat near the teacher with his LSA alongside facing the other 29 children in the class. 

Finally given the previous two points, the LSA became no more than a minder whose major role was to cajole Henry into doing a particular piece of work. Henry was not above manipulating this situation in an attempt to get the LSA to do the work. I should say that this was not taking place in an uncaring environment, in fact the head of the special needs unit at that school was very supportive. It was just that it was inappropriate for Henry at that time.

At this time, Henry’s self-esteem was at rock bottom. In his words he felt he was rubbish at everything, that he had no friends and no one liked him. Additionally, it was becoming increasingly difficult to get Henry to go to school. Sunday evenings/Monday mornings were always particularly difficult, and the ends of holidays or half terms were a complete nightmare.

Another change of school was therefore necessary and this time Henry went into a small class and gradually developed a little self-belief. At the same time, we looked at developing interests for Henry outside of school. At first we tried swimming club. He is good swimmer but the club was an avowedly competitive swimming club with little or no social interaction between the members.

We then tried dinghy sailing, and for Henry this was truly striking gold. He had found something he was good at, and actually won some medals and trophies. On one occasion, he won a race at Pwlhelli against 72 other boats. Even then, it was quite difficult to get Henry to believe in his own achievements.

In this way, the combination of sailing and lots of sporting and physical activities at his new school meant that Henry finally started to believe in himself a little. Whilst he knew he had difficulties, and would never be a lover of school or find it easy to keep friends, he could finally see that there was a place for him in this world of ours.

So as parents we had developed a three-fold strategy to improve Henry’s lot:-

1) The right school environment

2) Fulfilling out of school activities

3) A micro-managed home environment

This latter point is not about telling Henry what to do all the time, but is about thinking and planning all the aspects to life at home. Put simply, it requires eliminating as many of the likely problems as possible and maximising the likely positive experiences. As an example this may involve not turning on the oven if it is likely to generate smells in the kitchen. It also required establishing routines so that meals were available at the right time, and trying to keep the peace so that home was a more relaxing place.

In particular, there would be no point in having a major row at breakfast time, even if Henry’s behaviour might have warranted stern words on occasion – if the result was to have problems in getting Henry to go to school. In fact we never actually had a complete refusal to go to school – although it was a pretty close run thing a couple of times.

So what does the future hold for Henry? We hope that we can find the right senior school in a not too academic environment so that he does not feel he is a serial under-achiever. I am quite sure that there are a number of roles that Henry could play in the work environment and he has seen some for himself in the sailing world. We are working tirelessly to give him these opportunities. 

We do not have a minimum list of GCSE’s or A levels that we want Henry to pass. Our sole concern is that Henry emerges from education as a competent young man with a good chance of building a career and above all a fulfilling and happy life.

Turning to the second leg of this presentation, it will have become obvious that to fulfil the hands-on requirement of taking the boys to school and meeting them at the end of the school day, I had to develop a career which was based predominantly at home.

Co-incidentally with this change I also had numerous battles with various authorities in getting the support that Henry required and in generally improving his world. 

Furthermore, to increase my understanding of all matters relating to ASD, I started a Masters Degree course in Autism at the University of Wales.

Also with the same aim of increasing my own knowledge and understanding, I was trained by the National Autistic Society as a parent counsellor and I attended many seminars and courses run by that organisation and in particular by the estimable Autism Cymru – whom I have found to be a constant source of inspiration.

Partly through these activities, and partly through participation in local Autistic support groups, I was approached to help a number of parents in their own battles to achieve an acceptable outcome for their children. Out of this scenario my Advocacy practice emerged.

So what is advocacy in this context? Well essentially it is providing parents with a service to enable them to access all that they require for their special children without personally having to become embroiled in all the negotiations, meetings, correspondence and sometimes tribunals.

This might – and invariably does - involve dealings with Education Authorities, Schools, Department of Work and Pensions, County Councils and Social Services. Sometimes the involvement of a third party like an Advocate can facilitate better offers of support simply because the statutory authority involved knows that there is a professional involved and that the parent is pursuing their requirements seriously.

One of the major areas of work is everything involved with the Statementing process. This starts with requesting that a child be a subject of Statutory Assessment. When that has been agreed, the all important work of what actually is contained in the Statement begins. 

Some Statements are like motherhood and apple pie in that everyone agrees with the aims, but the clauses therein are not worth anything in terms of compelling the authorities to provide the required support.

Some local education authorities try to avoid using Statements. However, in my opinion, nothing ensures the continuity of ongoing support better than a well-written Statement.

Sometimes the Advocate’s role may be simply to talk through a set of circumstances so that parents have a better idea of their position. Generally speaking though, it is in the Advocate’s work in dealing with the statutory authorities that parents find most useful.

What is not involved in my work is the assessment of anyone with ASD or any other Special Need. That is the role of other professionals. However, the written opinion of those professionals is often an important part of the body of evidence used by an Advocate.

Sometimes people ask why one hears about Advocates more these days and as to why they have come to greater prominence. I think the answer is twofold. 

Firstly, this is highly specialised work in a particular area. Secondly this sort of work would probably have been carried out in years gone by through Solicitors. The costs and complexities involved with running solicitors’ practises nowadays, means that clients are often faced with partners’ fee charging rates of £300-00 per hour or more. Invariably the charging rates of Advocates are far less.

Some clients say that just the effect of someone else lifting one area of their difficult lives from their shoulders is a tremendous relief and leaves them to deal with the most important day-to-day aspects of caring for their loved ones.

As I finish this presentation I would like to leave parents with a final thought. In a world where many people seem to wonder what life is about and whether anything they do has any real worth or importance, you as parents of these special children, as parents of your own heroes, know that at the end of yet another long and difficult day and when your head finally rests on the pillow, that you have made a difference. That one little person’s life has been made more tolerable by your singular efforts. Is there in this world a more important and satisfying job?
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