CARER EXPERT WITNESS  -  PERSONAL STATEMENT

BY TRICIA KEMP, (parent of an implant user)

AS EVIDENCE FOR NICE’S TECHNOLOGY APPRAISAL FOR COCHLEAR IMPLANTS

FOR SEVERE TO PROFOUND DEAFNESS IN CHILDREN AND ADULTS

To write an expert witness statement as the parent of a cochlear implant user is not easy.  It does not involve statistics; it involves something unquantifiable, and yet far more valuable; real life experience.  In my case it involves not only the very personal history of my son but also my experience from a wide range of observations I have been privileged to make of other implant users primarily through my role as the founder and Co-ordinator of the CICS Group.  This national support group, established in 1993, has now grown to a membership of approximately 800 families whose children use cochlear implants.  My wider experience stems from my positions as Vice Chair of the NCIUA, a Trustee of The Ear Foundation and a Governor of a School for the Deaf. 

In the early days of if implantation the Deaf community as a whole was very opposed to the concept.  However, over the years as they have seen the outcomes there is a much wider acceptance that the hearing world is not trying to stamp out deaf culture, but that parents are simply wanting to offer their children a choice.  Indeed, I am delighted that we have deaf families within the CICS Group who have chosen an implant for their children for the same reasons as hearing parents have done.

There is a great deal of interaction amongst the members of CICS at information and social events throughout the year and also via internet circles, some of which are international.  We learn from and support each other, and I am confident that on the subject of cochlear implants I am well qualified to represent the views of the vast majority of parents whose children use these devices. 

Cochlear implants do not cure deafness, but are quite simply the best technological aid available for deaf people.  They are not a miracle, but I believe the change they can bring about in a deaf person’s life is miraculous.  How do I know?  What does deafness mean for a young child?  Is it really that bad?

My involvement in the world of deafness began with the birth of my second son in 1988.  Arriving on the same date as his brother had done, I was much more geared up for motherhood the second time around, and aware of what babies should be doing at certain stages.

Straight away we felt that he did not respond to sound, but went along merrily assuming he would have grommets like his brother had had.  Four months later came a bolt out of the blue.  “Your son is profoundly deaf.  He will never hear, speech is unlikely and you must learn to Sign.”

The outlook was bleak:  he would not hear the warning sounds of danger, would not hear our laughter, be comforted by our voices at night, take part in his hearing family’s conversations, enjoy music.  The fundamentals hit home:  if he could not hear, and did not learn to speak, how would he make friends, how would he learn in school, what job would he be able to get?  I had never seen anyone using Sign Language; would a Doctor be able to Sign or a server in MacDonalds?  Would our son always need an interpreter?

He would always be on the outside, excluded from what was going on around him.  It may be “policy” to integrate deaf children into mainstream schools, but if a child has no hearing, cannot speak intelligibly to the other children and needs a one-to-one assistant to follow the teaching, how can that be “integration”?  A better description of this policy would be “exclusion”.

Regardless of what seemed like severe limitations, Signing seemed to be the only way of communicating and we embraced this.  Nonetheless, we were aware of and saddened by the restricted horizons:  limited people with whom he could communicate (relatives and friends would be unlikely to learn to Sign), extremely restricted choice of school (probably involving a long journey from home), reduced choice of friends, inability to function completely independently and the need for additional support from family members and/or interpreters, limitations on career path and increased likelihood of reliance upon State benefits.

These were my fears and are still, today, the fears of a parent of a newly diagnosed deaf child.

As our son grew these fears started to be realised.  It was heartbreaking to see him cling to his Support Assistant at Nursery – she was the only one who could Sign.  I had to accompany him to parties to try to help him understand the games - not easy to play musical chairs if you can’t hear 

the sounds.  You can’t expect parents organising a party for 20 children to organise games that are suitable for deaf children.  “He doesn’t understand - what a shame” was a common phrase.  Children did their best to ignore him, mostly out of embarrassment caused by not knowing how to communicate.  The usual invitations to “children’s teas” were very rare – parents tend to shy away from children who are “different”.

But this wasn’t just going to be for the toddler age.  This was going to be for life.  People have limited patience for explaining things to deaf children and adults, and often give up with a “never mind”.  The outcome for our son was destined to be isolation from the world around him leading in the longer-term to frustration and anger.

Hearing aids were useless for my son, as they often are for the vast majority of severely and profoundly hearing impaired children and adults.  They just amplify general noise and lead the world at large to assume that by shouting the deaf person will be able to hear them.

I must say at this point that it was not for me that I wished my son had some hearing.  I could cope with people feeling sorry for me and my identity forever more being “the one with the deaf child”.  I fully accept that he is a deaf individual, but like it or not, it is a hearing world and it is my role as a parent to equip him as best as possible for life in that world.  I want equal opportunities for my son.  I want him to be a part of the hearing world into which he was born and to be able to access the many informative and pleasurable aspects of sound.  I want him to have a choice of school and higher educational placement.  I want him to lead an independent life.  I don’t want deafness to restrict his choice of friends or career, or to place limits on anything he might wish to do in his life.

At that time, the outlook for my aspirations for our son looked bleak until, at the age of 2½, he was fortunate to receive a cochlear implant which ended the isolation of the silent world into which he had been born. On 15th April, 1991, a cochlear implant enabled him to begin his journey into the world of sound.  He loved the hearing that this device provided from Day One.  As we watched him become more and more integrated into the hearing world and saw the great pleasure he derived from being able to hear my tears of sorrow turned to tears of joy.  It was just wonderful to see the sheer pleasure on the face of a boy, who had previously heard nothing at all, as he discovered the world of sound.  Some sixteen years later, not a day goes by when I don’t thank my lucky stars that he was born at a time that this technology could do so much for him.  Now a young adult, he agrees with us that his hearing is the most precious and valuable “gift” he has ever received. 

Without his implant he would have missed out on so much.  It has enabled him to join the hearing world and enjoy things that hearing people take for granted like joining in a conversation, or listening to an iPod like other teenagers do.  He can communicate within the hearing world, accessing education has been easier and his choice of friends wider.  Longer term he has a much greater degree of independence and better job prospects because he has more to offer.  He wears the processor every day without fail.  He is a great advocate for the technology, and is always happy to explain to parents of deaf babies the benefits that he receives from his implant.  He firmly believes that all deaf people should be given the opportunity to have an implant.  He describes himself as a deaf person who hears with a cochlear implant.  What better recommendation of this technology can there be?

I am not so narrow minded as to believe that all deaf people must, or would want to have a cochlear implant.  Members of the deaf community have their own strong and beautiful culture and are happy as natural BSL users, but those born into hearing families, or those deafened later in life do not have that advantage, and it is unlikely, even if they choose to join the Deaf community, that their hearing family will be able to fully participate in the Deaf world.

I have absolutely no doubt that a cochlear implant was the best possible intervention our son could have had to ease the considerable difficulties presented by a disability often described as “hidden”.  It is anything but hidden from those who do not wish to be part of the Deaf community – it is relentless every day, a life sentence to isolation from the surrounding world of sound - and without a cochlear implant, there is no escape. 

Initially a cochlear implant may seem to be an expensive intervention but the benefits across a whole life time are immeasurable.  For a deaf person who uses an implant the value cannot be measured in crude financial terms.  How can you put a monetary value on the benefits and joy of a child being able to fully participate in family life, to hear his cat purr and to access the hearing world in which we all live?  Not to mention the longer term benefits of easier access to education, increased independence, increased job prospects.

Analysts will no doubt comment on the financial aspects and the costs surrounding cochlear implantation.  I am not qualified in such a role, but I would say that for children implanted at a young age the costs of implantation must surely be outweighed by savings in other areas.  Implanted 

children will be less likely to need to attend special schools (a saving to their Local Authority not only of the school fees which could be in the region of £30,000 per annum, but also a saving of transport costs getting them to and from the school), they will be less likely to need Disability Living Allowance at the Middle or Higher Rate, they are not likely to need the services of an Interpreter to attend interviews, appointments, etc, and they are more likely to find employment because they have better communication skills and so will be less likely to claim unemployment benefits.

Increasingly these days with neo-natal screening and early intervention the outcomes of cochlear implantation are getting better and better.  Children, who in years gone by would have had no option but to attend a special school, are now able to attend their local mainstream school.  Those who would have been dependent upon Sign Language are now developing intelligible spoken language; some are able to use the telephone.  Cochlear implants have widened the horizons for deaf people giving them access to a world that previously they would only have been able to watch from the outside.

There are many additional benefits which lead to a vast improvement in quality of life.  The proof of this is evident in the many implanted children and adults that I have the privilege to know through my involvement with the national support groups. At the basic end of the scale there are the safety implications (an implant gives the hearing to identify alarms and speeding cars);  access to sound provides an end to isolation;  less dependence on Sign or lip-reading leads to greater independence; improved comprehension and communication means less frustration and more opportunity for involvement in hearing social and activity groups.  Acquisition of speech gives access to many aspects of the hearing world, including mainstream education and the likelihood of attendance at a local school leading to the development of neighbourhood friendships, involvement in local clubs, sports teams, etc.  These benefits all bring increased confidence and independence and a wider choice in life - choice of education, choice of friends, choice of partner in life, choice of career.  Even with these choices an implant user could still choose to be in the Deaf World; but without the luxury of an implant there would have been no choice involved in this decision.

There is, of course, a range of outcomes, but even children with significant additional difficulties can derive benefit from access to sound.  It connects them to the surrounding world, can alert them to danger, and bring happiness from making noise like banging on a drum or perhaps hearing their pet dog bark.  These achievements may seem insignificant to people who have no experience of multi-handicap, but if they could see the exhilaration and excitement of such a child as he discovers that hitting a tin with a stick makes a noise, they would be left in no doubt as to the value of even just the recognition of sound for these children; it represents a major improvement in quality of life for them.

Implants are not a cure for deafness, but they are the best aid that technology can currently provide.  They make a real and positive difference and must be available to all who may benefit from them.  With volumes of research confirming the tremendous benefit already provided by one implant and the simple fact that the human race has two ears with which to hear, logic indicates the desirability of hearing in two ears.  As beneficial as a single implant is, binaural hearing will provide another piece of the jigsaw.  Within the national support group alone, there are already well over 40 children, including my son, who have benefited from bilateral implantation.   It is not surprising that the reported benefits include better hearing in background noise, improved localisation of sound, the avoidance of having to turn the head to a speaker on the unimplanted ear side, the ability to follow group conversations better and easier listening generally, thus reducing the tiredness caused by the sheer effort of continual concentration.  In addition, with bilateral implantation comes the certainty that the “better” ear has been implanted and the assurance that, in the unlikely event of device failure, there is already an implant in place in the other ear.

Deaf people need every little bit of hearing they can be given.  It must surely be sensible and an efficient use of resources to offer simultaneous bilateral implantation.  Not only does the patient undergo only one surgery but there are economies over carrying out the procedure sequentially as 

there is only one assessment period and one surgery slot, and the devices can be mapped together at the same appointment.  One would assume that implant manufacturers, who may well be concerned to provide the most benefit for the implant users, but whose primary concern will be profit motivated, will see the logic in reducing the price of their device where two implants are to be provided at the same time, as implant users do not (as a rule) change manufacturers and are therefore locked in to be dependent on that particular company for routine maintenance for life.  Any such reduction will, of course, have a positive impact on the value for money calculations.

U.K. Implant Centres are slowly introducing bilateral implantation for children who have been deafened by meningitis and for those with additional handicaps, such as impaired vision.  Clearly the Centres consider this to be beneficial and necessary for these groups of children so surely there is no reason why it should not be available for all deaf children.  It is scandalous that the U.K. lags far behind the rest of Europe where bilateral implantation is commonplace.  Implant users and their families in the U.K. want the introduction of a system that offers a choice of unilateral or bilateral implantation on a timely basis for all deaf people who wish to have the procedure, and for funding to be available to all those who wish to have a sequential bilateral implant.  However, at present not only does the timescale for the provision of unilateral implants vary across the country, but in some parts we have the totally unacceptable position that implantation for adults is not available at all.  This must change.

To sum up simply:  

Are there any alternatives?  To enable severely and profoundly deaf adults and children to access sound in a meaningful way there is no alternative.  Hearing aids do not work for this group of individuals.  They must be offered cochlear implantation and should be given the choice of a unilateral or bilateral procedure.

Are there any disadvantages?  Nobody enjoys a surgical procedure, but the safety record in the U.K. is exemplary, and when looking at the likely outcomes, the tiny risk is nothing compared to the potential likely benefits.  An implant user will be reliant upon the life-time commitment of their Implant Centre and the continuing availability of replacements.  The procedure is now well enough established for this to be guaranteed. 

I, and thousands of other parents of implant users, not to mention adult implant users all over the world know what this device can do for deaf people.  It is worth far more than it costs in financial terms.  How could anyone think this is not an efficient use of resources?  ow HhhFor deaf people who wish to have access to sound it is absolutely vital, and to them and their families there is no doubt that cochlear implantation is an efficient use of resources.  Funding is often available for expensive treatments which, at best, can prolong a patient’s life for a short period.  Money spent on a cochlear implant provides an enormous range of benefits throughout a whole life-time. 

In the language of today’s implanted teenagers the decision as to the cost effectiveness of cochlear implantation would be a “no brainer” -   and these children would never have had access to such colloquial expressions without a cochlear implant.

There is little that can be done for some conditions.

There’s a huge amount that can be done for deafness.

People like me live with the proof every day.

There must be an end to the post code lottery in this country.

Funding must be available throughout the U.K. for the provision of choice of unilateral or bilateral implantation for all who want it NOW! 

Tricia Kemp

12th November, 2007.
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