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I am grateful for the chance to address the Appraisal Committee in this way and although this is a personal statement of my experiences as a Cochlear Implant user I am also speaking on behalf of Cochlear Implant users throughout the country and perhaps more importantly potential Implant users as I passionately believe that everyone who has the potential to benefit from this life changing technology should have the opportunity to do so. As a founder member of the South Wales Cochlear Implant Support Group (SWCISG) and current Chairman of the National Cochlear Implant Users Association (NCIUA) I regularly see the transformation in peoples lives as they experience sound and hearing again and sadly also witness the despair and frustration of those who are denied an implant or who have to wait unnecessarily long periods for funding to be made available.

I grew up in a hearing family and had no hearing problems or direct contact with anyone deaf or hard of hearing and therefore had no real understanding or appreciation of what it could possibly be like to be deaf. All that changed in 1972 when at the age of 16 I contracted meningitis which left me profoundly deaf with no hearing of any sort. Although I successfully recovered from the infection it was evident early on that hearing aids would be of no benefit and as there was nothing clinically that could be done about my hearing loss I was discharged two weeks later into a silent and very different world to the one I left only weeks earlier. 

The only way I was going to be able to communicate now was by lip-reading or having things written down for me and although this was necessary in the early days it is not practical to use all the time and I set about learning to lip-read as well as I could. Learning sign language was considered but would not have been of any benefit to me as everyone I knew and communicated with did so with speech and hearing and this is still the case with the majority of deaf people and especially adults who lose their hearing for a number of varied reasons. The reality of the situation is that we live in a hearing world and where possible we need and wish to communicate in that world and to do so successfully we need hearing.

This was therefore how I embarked on my late teenage years and early adult life, as a deaf person who communicated by lip-reading, and this was how things continued for the next 23 years until I was given the opportunity, at the age of 39, to receive a Cochlear Implant and to return once more to the hearing world I had known all those years earlier.
Before talking about living with an implant it is important to try and understand just what it is like to be deaf, the constant struggle to try and follow what is going on around you, the dependence on other people to always try and help you understand and the feeling of isolation and being cut off from everyday sounds and activities, especially your own voice. Even the most successful lip-readers will not be able to follow every word that is being spoken and a large part of lip-reading is almost  ‘educated guess work’, reading facial expressions and mannerisms and generally trying to be one step ahead all the time. With this comes constant stress and concentration and it therefore follows that I did not go out of my way to engage in any conversations or activities that were ‘unnecessary’ which means that I constantly avoided and missed out on social events and gatherings, things that add so much to our enjoyment and quality of life. Even when I did make the effort it was difficult to enjoy a relaxed evening or social occasion with more than two or three people. It also meant that in practice someone had to repeat to me what was going on and this means that the spontaneity and fun is lost from many situations. This also puts a tremendous strain on the people closest to you whether that is a partner, family or friends as they are continuously trying to ensure that you are as involved as possible 

Simple everyday situations become difficult and stressful, shop assistants who become impatient because you can’t follow what they are saying, being late for appointments because a station announcement has told you your train is on another platform but the screen has not been updated and people telling you ‘it doesn’t matter’ when you have not understood them the first time – despite the fact that it does matter to you! This common attitude means that you often attempt an answer when not being entirely sure of the question and end up having totally misunderstood what was being asked. 

There is also a myth constantly perpetuated that deaf people live in a world of peace and quiet and in the increasingly noisy and hectic world we live in this is almost viewed with envy by some people. I was often ‘jokingly’ told that I was lucky that I did not have to listen to something or someone and all I wanted to do was scream that I would give anything to be able to listen to that! In my case constant tinnitus also meant that I was as far from peace and quiet as you could get.

All of this does not mean that I was not happy or did not enjoy a reasonable quality of life. On leaving full time education I was fortunate enough to find work within the NHS as a contracts assistant and in my mid twenties I met and married my wife and have two sons, now both in University, all of whom I am immensely proud of and grateful for. Along side this however was always the realisation of what I was missing. Easy relaxed conversations were difficult and not being able to hear my children laugh or cry or hear their first sounds or first words was a daily reminder of what I had to live with. I was also aware that career prospects were limited as a direct result of being deaf and the frustration at not being able to achieve what I felt was my full potential was difficult to cope with at times.

Then shortly before my 40th birthday I was given the opportunity to undergo tests to ascertain my suitability for a Cochlear Implant. As this was over 10 years ago and the procedure was still in its relatively early days I was naturally apprehensive about what to expect and despite all I have said it was not an easy decision to make at that time. I was unsure of what to expect after the operation and having been deaf for so long I felt I was coping reasonably well and worried about making an already difficult situation worse. However the constant strain of trying to lip-read and the desire to hear something again, no matter what, meant that I went ahead and in 1996 was fitted with my Cochlear Implant at the University Hospital of Wales in Cardiff.

Some weeks after a straightforward operation and having had no problems or side effects I was fitted with the external parts of the implant and when ‘switched on’ heard my first sounds for over 23 years and heard my wife’s voice for the first time in my life! The experience was without doubt one of the most amazing and life changing experiences I have every had and I can honestly say that from that day on I have never regretted the decision I made and only wish it had happened a lot sooner.

That is not to say that those first early weeks and months were not difficult and the rehabilitation I had at that time was vital as I almost had to learn to hear again. Despite wanting to hear again the constant amount and level of sound was at times overwhelming and it was only as I began to distinguish different sounds and gradually learn to hear again that everything started to fit into place.

I began to understand speech more clearly and in a relatively short space of time was able to understand and have conversations without lip-reading. The change was almost immediate and as someone said to me on seeing me for the first time after having had my implant switched on, ‘the stress has gone from your face’ and that is exactly what it felt like, almost overnight I was back in the hearing world and my confidence grew daily with my growing ability to hear and understand.

One of the most startling discoveries for me at this time was how much sound, as distinct from speech, enhanced my life and added to my sheer enjoyment and quality of life. As someone who needed to lip-read my whole focus was on words and understanding them and it is natural therefore that my early measure of success of my implant was focused on speech perception. This is also why many measures of success of implants are centred on speech perception tests. However as I became more relaxed and familiar with my new hearing I started to rediscover the joy of just listening – a walk in the park now meant birds singing, children laughing and playing and people chatting away near by. It did not matter that I could not understand their words, I didn’t need to as they were not talking to me but just to hear them talking and know that I was part of their hearing world again meant so much to me, all of which can’t be measured in a speech perception test! To know someone has entered a room or is able to attract your attention means that you can relax and not have to keep wondering if you are missing something. The sheer joy of being able to hear my children, to listen to them learning to read, to hear them in their school concerts or their first attempts at mastering their violin (soon thankfully abandoned!) all are immeasurable and yet improve my and their quality of life beyond recognition.

I am also fortunate that my ability to hear soon improved to such and extent that I am able to use the telephone and have regained my enjoyment of music and I now enjoy the experience of attending the theatre and cinema and enjoy social occasions in a way I was never able to do in the past. There are of course times when I find it difficult to understand something or someone, a telephone call that goes wrong for example but I now have the confidence and ability to deal with this and it no longer frustrates or upsets me as it would have done in the past. 
I have also had a great deal of professional success in the years since my implant and now find my current role as a senior procurement manager within the NHS in Wales both rewarding and stimulating in a way that would never have been possible in the past. I regularly engage with senior NHS professionals and travel to meetings with colleagues across the country and know that this is also beneficial to my employers as I have reached a level of expertise and knowledge that would have been very difficult before my implant.
Outside work I have also become involved in several things that I would simply not have considered or been able to become involved with. Soon after receiving my implant I became a founder member of the South Wales Cochlear Implant Support Group as I wanted to do all I could to help others achieve the benefits I have been fortunate to achieve. Through my involvement with SWCISG I became involved with the National Cochlear Implant Users Association and was last year elected chair of the Association. I also understand that not everyone is able to benefit from an implant or may not want one and even those that do, need to come to terms with the problems associated with being deaf and I am therefore a Trustee of the LINK Centre for Deafened People and find this immensely rewarding. Nearer home I currently sit as a local parish councillor and have been involved with various school activities and associations as my sons passed through their secondary education.

Having tried to convey some of the benefits I and my family have received from my implant I am aware of just how difficult it is to convey on paper the huge increase in my quality of life and just how much it has meant to me. To say that the first thing I do each day is to put on my implant doesn’t convey the feeling of exhilaration I have each and every time as I marvel at how lucky I am to have this ability to hear restored, there are simply no waking moments that I do not have my implant switched on if possible.

However when I realise how lucky I am I also find it so frustrating that there are many people who could be benefiting from an implant in the way I am but who are simply not able to do so as a result of inadequate funding and the ‘post code lottery’ associated with Cochlear Implant provision. In the UK to-day we have this marvel of clinical knowledge and technology coupled with the some of the best surgeons and professionals in the world resulting in the ability to restore hearing to deaf adults and children and we at best ration it and at worst deny it all together! As an NHS professional involved with procurement I understand the economic problems associated with health provision. However I also understand the need to obtain value for money and can think of very few medical interventions to-day that can have such a profound and lasting impact on individuals and their families as the restoration of hearing to deaf adults and children. 

I have deliberately tried to keep this statement as personal as possible and as I have a unilateral implant I have not mentioned the potential benefits of bilateral implantation but this should not be ignored as there is a growing body of evidence to demonstrate this which is recognised in most European Countries and increasingly in this country for children with additional handicaps or those who have been deafened by meningitis. It is also clearly evident that by undertaking bilateral implantation at the same time it is going to be much more cost effective than doing this separately. 
I fully understand that the Appraisal Committee needs to evaluate much research and evidence and make decisions based on facts and hope that this statement supplies some of the facts associated with the real quality of life benefits of receiving an implant which should not be ignored but which may not be adequately measured at the present time.   
It also follows that as the benefits of an implant are universally recognised then the sooner a person receives an implant the greater the impact and the more cost effective the intervention is. Economies of scale also dictate that an increase in the number of implants will reduce their individual unit cost and therefore increase their cost effectiveness.

I passionately believe that every deaf child and adult who could benefit from a cochlear implant has the right to be given that opportunity and if they choose to do so then this should be available to them at the earliest opportunity as the alternative is to deny them the chance to benefit from this proven, safe, effective and life changing technology.

I would like to thank committee members for taking the time to read this statement and welcome the opportunity to attend the appraisal meeting and elaborate on any of the issued raised here

Nigel Williams
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