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Tula A Baxter - Parent of a Visually Impaired child

We will all help each other - we will work just like a team said a friends six year old daughter who is somewhat older than her years.

In my experience, it does not always work out like this in practice and I would like to share with you one of our family experiences, with permission from both my husband and my daughter Julia who is visually impaired.

It was our turn to look after our friends children for the weekend. We used to look after each others three children so that we could get away for a day or two. Our friends were due back late on that Sunday.

It rained all night on the Saturday but on Sunday it was rather pleasant. My husband, who had spent the early morning reading the Sunday papers, felt rather guilty with his poor contribution towards looking after the children, so he offered to take all six of them to the park for a walk while I was cooking Sunday lunch. Either that or he felt it was preferable to take the children out rather than help in the kitchen! Anyway, he seemed to be confident that he could cope with six children under the age of nine, one of them being our daughter Julia. After all, the other children, who were all fully sighted and able, had offered to help each other and to do things together like a team! They all put on waterproofs and boots and off they went.

Lunch was almost ready before I realised with some concern that husband and children were not back yet. Then the doorbell rang. I could hear the children shouting something. It was Mummy, Mummy, Julia fell in the river and Daddy jumped after her! Since we live near the river Thames, you can imagine how I felt! I opened the front door and ran out - to find, with immense relief, one very wet husband next to the car, emptying the water out of Julias boots. She  was equally wet. 

So, what had happened? As my husband said at the time: one minute Julia asked me if she could wash her boots in a puddle, the next minute she was floating away down the flooded stream in the park, held up by the air trapped inside her bright red waterproof anorak. Julias version of events however was rather different: I asked Daddy if I could wash my boots in a puddle and he said yes, so I jumped into one. Some puddle! The normally very shallow stream was more like a small river due to the heavy rain. My husband had assumed that Julia would choose a nice small puddle to wash her boots in - and it had never occurred to him to point out a shallow one to her. He also knew that the stream was inaccessible in most places and certainly hadnt expected  Julia to find perhaps the only accessible part of the stream and jump into it!

So what had happened to the team work my husband had been promised? Had the children meant what they said or did they just not care? In fact they had all been busy at the time, having a little competition on who could jump in the most puddles!

So, had my husband been taking enough care? Well, yes he had - but of all the children equally. With the benefit of hindsight, of course, he should have been paying more attention to Julia. It was clear that wrong assumptions and poor communications had led to a mini crisis. As you can imagine we all learned something from this incident - and that included Julia, who soon afterwards learned to swim - and very well, of course!

My experience in voluntary work, supporting parents of VI children, has been somewhat similar to that in the story: that our best achievements are when we all work together as a team. There are some basic factors, however, which often combine to prevent successful teamwork.

One of the most important is  lack of communication between educators and other professionals as well as between them and parents. All too often I have been asked to accompany a parent to a review meeting to help with a particular problem - only to find out that there was no problem in the first place, just poor communications or miscommunications or no communications at all! With the benefit of hindsight it is often easy to see that we make an assumption, the wrong assumption, during our early communications which result later in a difficulty or a problem or sometimes even a crisis.

Poor communications can however also be due to issues of  confidentiality and to lack of information sharing between the professionals involved. Often, I have found that professionals are prevented from sharing some of the information they have on a VI child because of the confidentiality clause in their contracts. This can, for instance, prevent educators from knowing important facts relevant to the education of the child. I firmly believe that appropriate information should whenever possible be shared wisely rather than withheld altogether.

To demonstrate some of the important barriers which can impede and prevent team work, I would like to use the experiences of three children, all visually impaired, one with additional disabilities. Each had quite different challenges, but all managed to achieve far more than they would otherwise have done, thanks to determination and help from various sources, but particularly from their parents. I believe we can learn from their experiences and build on them.

The first is James, who is blind and has severe learning difficulties. He cannot walk and he cannot speak. His mother tried but failed to improve the VI provision for James at the local school and then fought to get him the best education and support she could find. One and a half years later, James started at a school with specialist VI provision - but that eighteen months had involved more than twenty letters and a dozen meetings! After only eight weeks at his new school, everyone involved noticed an amazing improvement in James’s learning.

The second is Peter. He has severe nystagmus and very poor eye sight but used to go to his local mainstream school. After school however he would regularly come home tired, stressed and emotionally upset. He was bullied and this was inadequately dealt with by the school. He was also often given homework he couldnt see properly, especially the diagrams in science.

Peters parents felt that this kind of schooling was not going to be appropriate for Peter, particularly since the Local Education Authority (LEA) operated a strict inclusion policy and offered little extra help. There followed over a year of dialogue between parents and LEA, culminating in Peters  assessment. Even after the assessment, however, Peter still got no additional help. The parents then took the case to an Appeal Tribunal. Three days before the hearing, the LEA agreed that Peter should go to a specialist school - where he then flourished.

The third case is Anna who has albinism, photophobia and nystagmus. She has no vision in one eye and very little in the other (3 over 60). She, like Peter, started off  in a local mainstream school alongside fully sighted children. She received regular visits from the peripatetic teacher, who recommended and obtained the necessary special equipment for Anna. An assessment was then set up, after which the LEA agreed to placement in a school for the VI where she did very well academically. Nevertheless, in due course, Anna herself chose to go back, before university, to a mainstream day school which had appropriate specialist provision. There were no tribunals nor appeals. Just cooperation and collaboration between professionals and parents - as well as the visually impaired child!
Three quite different examples. Three quite different needs. In each case there were caring and committed parents. But look at how much effort was needed for the first two - and how much easier it was for the last one, where there was working together and cooperation throughout. It could be - and should be - and would be - much easier for all parents if there was more teamwork, more working together, between professionals of all kinds and parents of all kinds - particularly for the parents of visually impaired and otherwise disabled children. The question is:  how and why, if this is such an obviously good idea, isnt it already the experience of most people to whom I speak?

There are many reasons why there has not already been more teamwork between all those involved with our VI children, and I mentioned some factors earlier on but let me pick out one or two others that I consider to be equally important:

Control is one of them.  Professionals were involved in all the above cases and clearly in two of the cases there were barriers, with little working together as partners.  Partnerships are often adversely affected by who or what is in control, be it the administration of the school, the specialist teacher, parents, local or national policies, or funding agencies. Working together, as equal partners in a team, is in my view the key.  To quote from C. Handy, from his book Understanding Voluntary Organisations: Teams are groups of people who are there with a shared and common purpose, each lending a particular piece of expertise towards a goal from which they all benefit if it is achieved. Another factor is:

Views of the VI child. Only in Annas case were the views of the child taken into account.  In Peters case his wishes were totally ignored. In the UK there is now some guidance in the revised code of practice to encourage LEAs and schools to seek and take account of the childs views throughout the Special Educational Needs (SEN) process. I welcome this proposal, since I firmly believe that we should seek childrens views and take account of them. Parents and children can usually help if they are active partners in designing specialist provision. I believe that there should be full participation, simply because:
Everyone supports what they helped to create.

Policy is yet another factor. National and Local policies can hinder or at least not help. For example, the UK Government supports the development of inclusion. Hence for Peter,  largely due to this policy, there was some local specialist education provision available - so he just had to fit in with what there was. His parents were supposed simply to accept that provision.

Let me take a moment now to say that I do welcome  the development of inclusion.  But  I also

believe that, for more VI  children to be taught  in  mainstream  schools rather than in specialist 

schools - and to be taught there well -  there are a  number of challenges which first need  to

be addressed.


In Peters case, the level of  support in mainstream school was inadequate, forcing  his parents to try and obtain a placement for him in a specialist school. This  took a long time because policy had been put before the needs of the child. At present one of the UK Governments expressed intentions is that parents should have a choice of type of school - mainstream or specialist - another is to increase the number of children with SEN in mainstream schools. If these two intentions are to be compatible there need to be in place sound mechanisms for ensuring that inclusion in  mainstream schools works - and works better and more consistently. 
Our efforts need to become focused on making ALL mainstream schools better, with more welcoming places for VI children and particularly for those children who have additional disabilities. Only then will mainstream schools become a real option for more parents. 

Funding is however a major issue - certainly in the UK. Parents often do not even know whether it is the school or the LEA which should be taking responsibility for the support of their childs needs. Frequently, each of these points to the other as having both the responsibility and the funding to meet the needs of the VI child, while the VI child is missing out on education.  

To remedy this situation, I have often advocated that funding for SEN should follow the VI child. I was very pleased to hear at ICEVIs 10th World Conference that such a policy was being developed in the Netherlands. The new policy is apparently for there to be a Pupil-linked financing system. Schools would no longer be given funds automatically for providing specialist education. Rather, funds would follow the individual child wherever they were being educated. I believe such a policy would strengthen the position of parents in giving them freedom of choice.

We have come a long way and most countries in Europe now have much better provision for VI children than only a few years ago: attitudes are changing towards specialist education. But there is still a problem if a particular region is trying to provide a service with only a few trained people and very little equipment, often relying on recycled materials or generous donations and gifts - as Professor Marek told UNICEF in his recent Internet interview. That is precisely the time when the voluntary sector, particularly self-support organisations - and grant making organisations - are most needed as part of the TEAM which seeks to provide education for our VI children. 

Finally I would like to convey my special thanks to ICEVI Europe for offering me the opportunity to present this paper. It has been an honour and indeed a challenge. I have tried to build on the theme of the 10th World Conference: Stepping forward together: families and professionals as Partners in achieving Education for all - and to integrate this into the theme of this conference: Visions and strategies for the new century. I have today put forward some of my suggestions for better strategies in this new century.

My vision is that we should ALL be working together towards shaping the education process of our VI children. We are all here today because we want to make a difference.  Professionals, Educators, Funders, Government and Voluntary Agencies and, last but not least, Parents and VI children themselves. So lets start working together.......... as a T.E.A.M.

Because:
 Together.Everyone.Achieves.More.   

Mr Chairman, Honourable Guests, Ladies and Gentlemen, thank you very much for your attention.
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