PARLIAMENTARY RECEPTION TRANSCRIPT – WEDNESDAY 15TH JUNE 2005 

GREG WHYTE:


Ladies and gentlemen, if I could bring you inside on such a lovely evening ………

It is wonderful to see you all here this evening in what I am sure you will agree is an absolutely marvellous venue.  Even those that have been before - and this is our third time here as CRY - it is always a fantastic occasion to actually come here to what is really the centre of the country.  

It is really my job tonight to introduce everybody.  One of the first things I need to do is actually thank an awful lot of people but I will try and keep it as succinct and short as possible.  Just to let you know that as well as talking about the National Service Framework Chapter this evening, some of you will know that it is CRY’s tenth anniversary this year and it is quite a momentous occasion really with regard to CRY because the person who started it off and who has done absolutely sterling work over the years for CRY, is going to be talking this evening and we all know her and that is Alison Cox.  

Alison’s tenacity over the past ten years has been unparalleled in my experience and has really brought us to this place where we are now with the National Service Framework.  So as I say we are going to talk briefly - and I won’t say anything about it any further - but the National Service Framework Chapter, which I think is going to have a profound effect on how we look at Sudden Cardiac Death in the community, and hopefully will make a big difference to those that are affected and those that will be affected in the future.

One person I would to thank, there are a couple actually, but with regard to the venue here this evening, those of you who know, we need to be sponsored to come to a particular venue like this, and that requires a huge amount of support from MPs and one particular MP is Kevan Jones who has continually supported us over the years and say thanks to him and his colleagues who have also supported us.  There is one other MP, as well as all the MPs who continue to support us in our work, and that is Dari Taylor, who I seem to endlessly talk about when I stand at this podium and she has done an absolutely wonderful job for us and indeed, were it not for her, we wouldn’t be in this position today.

The others I would like point out very quickly are; Ian Botham, who is here this evening, and is going to be talking.  Ian has done an absolutely superb job since joining us.  He is the President of the CRY Centre for Sports Cardiology and ever since his arrival, as Alison pointed out to me, we seem to have accelerated in a great deal of the work that we do - so thanks to Ian.  Simon Halliday is here from Rugby, and I am sure that you will hear around that the work that we are doing with Rugby is certainly pushing the area of screening forward dramatically.  Roger Taylor from tennis - and always Mark Cox from tennis is also a patron of ours - and then obviously an event like this wouldn’t go ahead without those people who do support us, and so very many thanks to Siemens and Guidant who are sponsors of this evening. 

So I will introduce people as we go along, but it gives me absolutely the greatest pleasure to welcome the Minister for State for Health Services, and that is Rosie Winterton. 

ROSIE WINTERTON:



Thanks very much indeed for inviting me along this evening.  I must say it gives me great pleasure to be here to help to celebrate the tenth anniversary and your first Raising Awareness Week.  I think it does give the opportunity to actually look at a whole host of work that you have done over the last ten years that we really can truly celebrate tonight and I am thinking first of all about the raising awareness about sudden cardiac deaths in the young; offering information, support, and counselling to those affected; and things like the CRY Surgery Supporters Club for children and young people who have had pacemakers or implantable defibrillators fitted to treat their own heart conditions.  

I think what is so important about that, is that there was a situation where young people felt rather uncomfortable in some of the service provision which was for older people and what you have actually done is make sure that there is a very personalised service for them and something that I think we all want to strive for in terms of the delivery of our services.  The pioneering work - quite frankly - that you have done in; setting up screening clinics at the CRY Centre for Sports Cardiology at the Olympic Medical Institute; raising over £400,000 for cardiac equipment - and that meant faster access to diagnosis for the young at risk; and I think particularly the training of bereavement counsellors.

I was talking to Alison earlier about the fact that this department has been able to support you in that, and when we were talking I was thinking how incredibly brave it was of people to undertake that.  It must be incredibly difficult for those people who have suffered their own tragic losses to go out there are talk to others about their experiences.  But as you were saying Alison, how vital it is for people to be able to talk to somebody who has experienced what they have experienced and hopefully we have been able to support that, and of course the very successful Postcard Campaign that you ran and that gave - quite honestly - a very real push to a lot of the work that has been carried out over the past year and obviously again Dari, the work that you did in presenting the Cardiac Risk in the Young Screening Bill to the House of Commons.  

This is the second time this week that I have been able to put on record my gratitude not only to Dari but also to Kevan for the work that they have done.  We had a debate in Westminster Hall that was well attended, a lot of good speeches, but it was an opportunity to celebrate the work of CRY as well.  

I know that there was a bit of parliamentary bartering went on in terms of the Bill that Dari presented and then there was this negotiation whereby we said: “OK, we promise to introduce a new Chapter if you withdraw the Bill.”  So sighs of relief all around and that is how it happened, but it is important and that is what I think is so vital about the work of the APPG I know that Kevan and Dari and others are so involved in.  

This is what MPs have been doing to support you which is why there are so many here tonight.  So many colleagues who obviously value the work that you do and work with the APPG to make sure that that kind of awareness raising is done in the House as well as outside and I do want to thank everybody who worked so hard on making that Chapter a reality. 

Roger Boyle, who I have to tell people, is not very well at the moment.  He has been diagnosed with diabetes but he has talked so much - and I was told tonight that it is fine to tell people about that because now I think he is looking forward to lots of people making contact with him, encouraging him back and supporting him - but he talked so much about the work that everybody put in to put that Chapter together so that it actually worked for the people who need to benefit from it.

The involvement of people who obviously have first hand experience, have put that together and I know that one of the new quality requirements is something that you have been campaigning extremely hard for, requiring the NHS to develop systems to improve services for families who have lost a close relative from Sudden Cardiac Death so that other family members who are at risk can be identified and then given that expert advice and support.  So thanks to all that work, that very original objective that has at last been achieved and I know there are issues that we will talk about I am sure in the future.

Screening in sports I know is something that you have been campaigning for and I have to say I think the Group looked at some of the evidence and felt that it wasn’t yet in order to make that a requirement, but do let me assure you that we will keep it all under review for obvious reasons.  

I think that the progress that I have seen so far in terms of the first seven chapters of the NSF, the progress that has been made in achieving those has been quite remarkable, and I want to see similar progress on the new Chapter itself.

Let me finish by saying again, congratulations on the first ten years, it really has made a difference in terms of saving lives quite frankly, and I know that if we can continue with that kind of partnership between yourselves, Government, Local Health Authorities, then we can carry on improving those services and – Alison, you’re coming into see me and I am sure we will be met with a list of more demands and I look forward to receiving them. 

But I think what you can tell from tonight, as I have said, the work that has been done by the APPG but also by the numbers of MPs, you have a lot of friends here and I am sure that you will continue to have exactly the same impact and effect and influence as you have had so far, so thank you for inviting me.  

GREG WHYTE:


It gives me great pleasure to introduce a truly formidable woman, who - both myself and Sanjay cower when Dari walks in the room – Dari Taylor

DARI TAYLOR:


He is such a fibber, I am really so very gentle.  I don’t know how Greg Whyte can stand here and blacken my name in that way.  I shall speak to him later!

I am absolutely delighted to be here.  It is great to actually see so many friends in the room, old and new friends.  We really do need your help and we will never not need your help.  I am absolutely delighted to follow Rosie because in politics sometimes you make it with a Minister - sometimes you feel that the Minister understands just where we have been and where we need to be - and other times you know you are struggling to get through.  I know jolly well that we are hearing from Rosie Winterton tonight that she understands just where we have been and where we need to be so I am really very grateful to follow Rosie.  

I just wanted to say mine is a two-minuter tonight.  Many, many members from CRY have written to me and their words have been very warm and they have been very congratulatory, as though somewhere along the line I had delivered on my own.  I didn’t.  I want you to know and I want you to believe I didn’t.  Eric Pickles, from the Conservative Party, Vince Cables, from the Liberal Democrats and there are many others, who were there with me with my colleague Kevan Jones.  We only deliver together, but the most crucial thing I want to say to you is that actually we wouldn’t have delivered without CRY members.  I am sure you will believe me when I say when people write in letters to politicians -  “you are a star”  - we are really humble and say “no, of course we are not” but this time I do mean it.  

The stars are in this room tonight, they’re parents, they’re relatives, they’re brothers and sisters of people who have actually been in a family when sudden death has hit.  Sometimes the symptoms were known and medically undiagnosed or ignored, sometimes people went home.  “Your problem is a bit of a nuisance, get on with your life” - and they have no life to get on with.  The stars are in this room tonight and I want that very clearly understood from me.  

I think we have a job to do.  We have the Minister, very warm, very positive about the achievements but I want to ask you a question: “Are we there?”  Has this NSF, this blueprint, actually given us the tools that we require so that we can prevent sudden death? That we can ensure a greater medical understanding of the symptoms that could actually achieve a fatal heart condition?  “Are we there?”   I have to say to you I think we are there in part.  We have got this now very clearly on the agenda, we have got it on the radar, but we have got work to do.  

I went to see my cardiac team in Middlesbrough - a tremendous body, highly thought of - and these were the words from that team: “we warmly welcome this NSF but we have serious concerns and they are that there is a national shortage of electro cardio physiologists”.  We actually have 54 nationally so we have a job to do.  They went on “we also have a shortage of back up infrastructure, including Cardiac physiologists and specialist nurses.”  The statement very clearly was: ‘we are so appreciative of what has been delivered but there is more to do’ so I am saying to my good friend Rosie, we do appreciate your support but we are minded to say to you there is more to do.  

I am very keen to say to the BMA, this specialism has been under-represented and we need you now to make sure it is not under-represented in the future; and to Alison, CRY, the tenacity we have shown today is the tenacity we must continue showing.  We have a job to do and if we do that job then sudden death will hopefully become something that we historically reference but we won’t constantly say: “eight young people this week.”  

The job goes on, great to see everybody.  We have got lots more to do and we will do it together, thank you very much.  

GREG WHYTE:


Thanks very much Dari, be under no illusion the support that we have from the MPs is absolutely fundamental to the work that we do, particularly when it comes to work on a governmental basis, so I would like to personally thank Dari for all of the work that she has done for us.  

It gives me great pleasure to introduce another MP and that is Tim Loughton, who is the Shadow Children’s Minister and the Shadow Health Minister.  

TIM LOUGHTON:


Greg, thank you very much, and I am delighted to be here and as President Reagan was always ready to say: “It’s good to see such a dense crowd here this evening”, as you are!  

This is becoming a bit of an annual parliamentary position and it is good and it is right that organisations such as CRY should be here in the heart of where decisions are made and it is important that you are.  But you are represented by a good many fans in parliament – 73 members I gather is the latest figure of the Parliamentary Group – the Early Day Motion which we put forward before the election was signed by well over 100 MPs, we have re-tabled it after the election, it was up 50 something today.  

There is a natural body of support for this whole subject and this organisation which is fantastic, across all the Parties as Dari and Rosie have said, and it is right that you are here during the Awareness Week, this week and I think CRY is one of the best examples and most effective example I have seen of a voluntary organisation, a charity, lobbying effectively Government, lobbying MPs, lobbying with supporters and parents to achieve action and that has obviously paid off in a relatively short space of time.  

Dari’s Bill, last year, which had enormous cross-party support, which lead directly, as Rosie has said, to promise of the new Chapter in the NSF.  The fact that CRY themselves have been invited by the National Clinical Director of Heart Disease to be on the new Programme Board, but also as Dari said, we must not take our eye off the ball.  This job is by no means completed at all.  We have a blueprint, we have a blueprint for action, but we do need to see the action and there are concerns about the people available to deliver that action and we must keep up the pressure until we have seen that that is going to be delivered and we must make sure about the awareness amongst doctors generally up and down the country, for whom awareness is alarmingly low in some cases and it really shouldn’t be and that’s why CRY and parents of children are so important in lobbying on that.  

I want to congratulate CRY particularly for all the support that it offers, the bereavement support network, those sort of things that are not obviously offered by the State, by our public services, that CRY has filled a gap so effectively and I know from people that I have been involved with who have benefited from that.  The realistic and well considered recommendations that CRY make at the heart of Government and most of all this awareness campaign.  

There are a lot of MPs here this evening who go to many of these sorts of launches.  We come and enjoy the terrace with an assortment of different charities and bodies but I have to say I think CRY’s campaign is amongst the most effective campaigns that I have ever been to and that is why I am particularly pleased and honoured to have been invited to be one of the speakers here again.  

I went to the South East launch of that excellent postcard campaign and I think I can genuinely say that this is one of the most effective campaigns and campaign pieces of literature that I have ever seen.  It is a postcard that speaks for itself.  It doesn’t need many words on that postcard, those eight faces, eight normal, healthy young people, who could be any one of our children or anybody else we bump into on the street, which mean so much.  Those eight people who will still die each week because of in some cases, avoidable heart problems and that really does say so much and I think it was a really effective campaign and I applaud CRY for the way it has gone about it.  

I admire the great bravery - and it is bravery - of the family and the friends of those young people who have helped in those launches, who have given their permission for the photographs of their children to be used in this launch in the hope that it might produce some good that those eight are not followed by another eight in years to come.

Like many I became aware of this problem by a particularly tragic case in my constituency of a fit, sporty, 17-year-old young man, who suddenly dropped dead one morning, and what was particularly galling about it was the press coverage of this sudden unexplained death as well, which only compounded the injury.    

Losing a child unexpectedly is bad enough but losing a child with the possibility that you might just have been able to do something about it with a little more preventative research, is a double tragedy - and losing 400 apparently healthy, young people each year is difficult to imagine and surely anything we can do, anything the Government can do, anything CRY can do to raise the awareness of that problem must be worth it if only to save just one of those lives and hopefully many, many more in years to come.  

So congratulations to CRY and it is a first class, really impressive organisation that has done an awful lot of good in a relatively short space of time and in closing in many respects I am not going to wish you a successful ten more years because in many respects I don’t want to be here in ten years time – I want to be on the other side in ten years time but I don’t want to be here still lobbying for greater awareness and greater preventative care that could avoid eight children / young people dying every week and I hope the message will have gone out, the preventative measures will be taken for granted and in place but what has been achieved in these ten years will prevent your organisation actually having to exist in ten years time because it has actually all been done and the eight deaths a week become history, a piece of history that I hope will contribute to a much better future for many of our young children.  

Many congratulations and Alison particularly to you, the indefatigable Alison Cox, for making it all possible and you really have – thank you very much.  

GREG WHYTE:


Thanks very much for the very kind words.  The next person is going to be representing a very important group to us and that’s the patrons.  Having high-profile patrons is absolutely crucial to the work that we do because they have an instant impact on raising the awareness.  

Two particular people I would like to mention are Professor Bill McKenna and Mark Cox who have done an outstanding amount of work for us since being patrons, since the very start of CRY.  

One of our newest patrons is a gentleman who will speak tonight who has done an outstanding amount of work since his arrival and has certainly see an acceleration of the work that CRY has done over the recent years and that is Ian Botham.  

IAN BOTHAM:



Good evening ladies and gentlemen.  What a wonderful setting.  My involvement and people like myself – I think what we can do is bring that word we have heard on numerous occasions – awareness, so that people understand what is going on and certainly when we talk about screening with sports people, I actually would like to see screening throughout the country and I think you could look at major companies.  

I can’t believe it is that hard to find six buses that are equipped with scanners and they would cover the UK.  It happens in America, it happens in parts of Europe, so why doesn’t it happen here?  Prevention is better than cure.  It costs a lot less in the long term.  

If you go around the schools and target the 10 – 15 year olds, we could screen them, even screen them for cardiac problems but also for diabetes and many other things.  It could all be incorporated on one bus and those buses – six of them around the UK – think about it.  South West, South East, Midlands, North West, North East, Northern Ireland.  They could spend their time going around the schools.  

I think it is something that could be looked at and also talking to friends at the back there, Derek was saying, that why don’t we target someone like Nike, the conglomerates of sport or some of the pharmaceutical companies, someone to sponsor one bus and if you could find six sponsors, you have got six buses going around the country continuously to the schools and… 400 kids a year, eight a week - it’s ridiculous in this day and age, it really is ridiculous and it shouldn’t be allowed to happen.

 We need everyone’s help and the way that we can do, what I can and what other people can do is make people aware – bang the drum, if you like, and say to people “come on, get off your backsides and let’s do something.”  We have done it with leukaemia, to a degree, when in the 1970’s you have a 20% of survival, and now you have an 80% chance of survival.  We are on the road to beating that disease.  

We can do this, the money can be raised through sponsorship, through efforts by donations, whatever.  Sometimes if you get off your own backside and make an effort you actually feel quite good about it as well.  So I’m saying let’s have a look at ways of doing that.  Let’s see if we can tap-up some of these big companies and see if we can get six buses going around the areas and I think it would save a lot of pain, trauma and also in the long term, be a lot more cost-effective and certainly make a lot of people’s lives a lot better.  

So thank you very much for your time.  It is something to think about.  To the MPs that have supported us, to Rosie, thank you very much and I really do believe that if we stay positive and think positively, we can do something about it.  Thank you all very much for your time.  

GREG WHYTE:


Thanks very much Ian.  The next speaker and our final speaker, it’s not a difficult introduction.  She is the only woman that I know that is powered by Duracell batteries.  She is truly the most formidable woman in this room this evening – Alison Cox. 

ALISON COX:



I would like to start by saying a very special ‘thank you’ to Ian who has come tonight with Kathy and Becky and it is great to see them all.  Ian is organised by Kathy and she does a fabulous job for CRY and we do enormously appreciate how I can connect with her to find out if there are any opportunities of Ian’s time and I would especially like to say how fantastic it is that the number of times I have just thought “cor, I had better Ian to do that” and I am on the phone, I’m faxing you and it has come back straight away that you are prepared to do an interview, go on our postcard campaign, you were the face of the campaign and I think there could be 85,000 postcards that have gone out with your face on it Ian – it’s quite a lot – but thank you for allowing us to do that and spending that time with us tonight.  

Ian’s been an absolute rock for us – he has made a huge difference.  We are a tiny charity, who have grown quite fast and have achieved quite a lot, but when you get somebody of Ian’s status and you can put him in front of the media, believe me the media are keen to listen and that is what he brings to our campaign.  Since launching our APPG in July 2002, we have kept Ian in touch with the campaign at every level and he has always been on hand to be there for us with everything that we need.  

A lot has happened since we met here last year.  That was two days before Dari’s Bill and that Bill proved to be a wonderfully orchestrated debate by Dari, supported by the MPs, many of whom I know are here tonight as we have a very full room.  The debate as we know elicited an offer from the DoH for the new Chapter in the NSF.  This new Chapter was called Arrthythmias and Sudden Cardiac Death.   

That was great, but I became ever so anxious then and my anxiety was that this new Chapter wasn’t just about young sudden cardiac death, which is what our entire aim and goal is.  The new Chapter addressed all age ranges.  Most of these deaths are elderly deaths, just over 10% are under the age of 35.  So to ensure that young sudden cardiac death was not going to be sidelined in the new Chapter we did start this lobbying campaign and that was the idea of Kevan and chaired by the APPG.  

We launched a postcard – I don’t know if Kevan really quite meant us to do what I did.  I think he meant us to have one postcard with eight pictures on but I decided that wasn’t going to work as well as we needed so I did a different postcard for every part of the country.  We have got eight launches, three are remaining to do and Rob Thorne is here tonight.  He is our printer and he has sponsored the postcards and I would like to say a special thank you to him.  His son Nick died and that is how he got involved with us and I think we have got at least 85,000 postcards that have been printed and sponsored by Rob.  

So I can tell you it has been a very successful campaign so far and that the campaign appeals to support from our MPs to join our APPG.  There were only seven in that group before Dari’s Bill and it rose to 83 before the Election, it dropped back a little bit, but we are motoring again now and I hope that perhaps after this evening, some of the MPs that are here will consider joining.  

I would like to thank Kevan for his terrific support for CRY and I wonder if I could just take a moment to give him a little present.  The thing is with this little present that for the last two launches that we had here, at the first one I gave Julian Lewis, who started it all off, a picture and then I gave Dari a picture and I have to say before I gave Dari her picture last year, the protocol isn’t quite right to give it to the secretary before the chairman but I know all about things like protocol.  I don’t get it right but I do know a bit about it now!   So I phoned Kevan up and I said: “is it ok, because it is Dari’s Bill, I really want to be giving her the picture next - are you going to mind?” and he said: “no not as long as mine is a bigger one than Dari’s” so… (presents picture to applause) …the painting that has been given to Kevan is one that has been done by one of families.  He is an artist and he does them in memory of his daughter Laura, who dropped dead when she was 14, standing up to give a little talk in her English class and so it is an especially special present for us and hope Kevan likes this – I know that Dari said that she liked hers and Julian liked his. 

I would like to just say a word about Roger.  He is the National Clinical Director of Heart Disease, Roger Boyle.  He has been a crucial figure in the new Chapter and very supportive of CRY’s work.  He promised Dari, and these were promises that were all kept, that the new Chapter would ready in 12 months from when her Bill was heard.  I have to say that Dari knew… I didn’t believe that would happen, did I?  Nor did a lot of us, nor did a lot of CRY families.  It wasn’t just me.  It was true though and on March 4th this year John Reid announced it and that was a tremendous confirmation of what the DoH was trying to do for us.  

Roger also promised CRY representation on the Sub-Committees and we had four members in the sub-groups which was fabulous representation and then, most crucially of all, we had representation on the new Implementation Board and the Implementation Board is something that they are going to carry me out ‘feet first’ from if we don’t get what we want.  So thank you for putting me on that.  Could I just say that Roger is very disappointed that he is unable to be here tonight, as Rosie said, and what we do have is, if you don’t mind, and I know people have been signing it already, we have some ‘get well’ posters at the very end of the room and we plan to laminate them after this evening and send them to Roger so that he knows that we have been thinking of him and if anybody feels they would like to sign that, we would be ever so grateful.  

Can I just say now that the new NSF Chapter is great.  It addresses the high risk groups.  Young people with signs and symptoms and also gives people information about what to do after a death or a diagnosis because these conditions are genetic and have serious implications for family members.  Already our job at CRY has been made significantly easier by the new Chapter.  We now have Governmental support for a clear protocol and a way forward for individuals who seek our help and if they have signs and symptoms, after a death or a diagnosis, we know what to do and where to guide them.  

But this is what we call ‘reactive screening’.  CRY wants more than that, as Ian said.  What we want is that, when many of these deaths that we see don’t have any symptoms, those are the people we want to reach as well.  I know it is ambitious but it is at the heart of what we do and it is always what our families want.  The only way to save that kind of life, when there are no signs at all, is through what we call ‘proactive screening’.  

This is why we are delighted with the Rugby Football Union initiative, who recently announced the development of their screening programme.  They are going to be taking ECG testing right down to its grass roots level and into the schools and the clubs.  This initiative has been vigorously supported by Simon Halliday - who Greg mentioned and who is an international rugby player and he is a friend of Stephanie Hunter, who I know is here tonight - and Simon has really driven the RFU forward with taking this new initiative.  We had a meeting with the RFU and they said to me: “now what would you really like Alison?” and I said: “what I really would like is for you to get right round to clubs and schools.”

Nobody has actually done that yet, and if we can do that we are going to be finding the kids most at risk and the ones that we can really save.  What happened with Stephanie was that she lost her husband ten years ago, he was 32, and he dropped dead in a rugby match.  She was assured that this condition was not genetic, she asked repeatedly if she should be worrying about her other children and she was told she didn’t need to worry and ten years later, and that was last year, she lost her son Sebastian.  He died tragically in just the same way as his dad, running for a rugby ball and that was the death that we know we would have found if there had been screening in rugby and I know that the link between Simon and Stephanie and the RFU has been one of the reasons we have been able to take that forward. 

We are also very pleased to have here tonight Dr Halliday from Eton and Dr Llewellyn-Jones from Millfield.  Those are both schools that we offer ECG testing at and I am sure they would be pleased to talk to anybody as to why they feel that kind of screening was important, again, proactive screening, looking in schools for any kids that have these problems.  

Caroline Gard in another person who runs a community-based ECG clinic which Mark launched last year in the Colchester Hospital.  Caroline is driven after the death of her son Andy, who was 17, and she had no idea that he had anything wrong with him.  

Last month there was a 17-year-old competitive athlete, whose mother asked if he could be given an ECG test, she just wanted it for reassurance, the boy had absolutely no symptoms at all, and the condition Hypertrophic Cardiomyopathy was found.  That is the most common killer in young athletes and that is unquestionably a life that has been saved by Caroline’s initiative, being driven entirely by Caroline, one of our core group families.  

There are some people who feel it is better not to know if you have got this problem.  What I would like to ask for now is our Surgery Supporters, please - Anthony, Laura, baby, Emma, David, could you all come up, Louise - this is my gang and I am going to introduce you to each of them.  These are all young people who have had life saving surgery after a diagnosis.  Those of you who might remember last year, might remember Danii’s ‘bump’.  This is the product of the bump.  This is Aunty Laura and Aunty Laura has been lent little Dylan and for those of you who were wondering what he was doing here, he was really very special, as you can see.  

We had two babies last year.  Another member of our group, she was 27, she was longing to come tonight and wasn’t able to either, but she also had a baby, tremendously successfully and everything has been absolutely fine. 

Can I just introduce you one at a time: this is David, David is now 26, you have had WPW for quite some time now.  You have had two ablations, he is an international athlete with aspirations.  He hopes to be in the Olympic team.  He was certainly training for it before he had his last ablation and was as suggested, he was in the running, so he had his ablation, he has taken a step back.  He has started training again and he is hoping he doesn’t have to have any more ablations which is going to interfere with his training – you do have to have another ablation – so this is the guy who is going to have his third ablation and we are talking to somebody who really does know what goes on when you have these things.  

This is Laura, Laura last year for a while and to a certain extent still is, became the face of CRY because Roger Taylor, who I hope is here, yes, Laura and Roger know each other because Roger gave us this place, he had a charity place given to him by the All England Tennis Club for the Wimbledon Championships and the person that was chosen was asked to toss the coin at the men’s singles finals and we had the most beautiful picture of Laura standing between Andy Roddick and Roger Federer, looking at this coin, which she tossed up ever so carefully and cleverly and it is the most wonderful picture and we were very thrilled and we kept saying thank you to Roger because it has been used all the time and I think particularly by the DoH, who frequently use it as a successful case study.  

What happened with Danii and Laura was their father dropped dead at 32 and sometime later they found out that these conditions were genetic.  They were tested, nobody did anything about it, they came to CRY and we were able to encourage them in the right direction to get proper screening, then they wouldn’t do anything about it again and we supported them again with getting ICDs in so Laura is an ICD person, an Internal Cardiac Defibrillator that she has and her sister has and in spite of that we have Dylan and he has been an ever such good baby, haven’t you?  

Now we have Anthony who is 25.  When Anthony, from the age of 4 to 12 was passing out so frequently, they decided that there was only one thing for it and that he belonged in a psychiatric institution.  Nobody would allow him to a children’s party, no parent would have him, he was not allowed to do any sport, he had to sit all around the school, he had to have an escort, he had to have an escort to and from the school.  A pretty gruesome childhood and then at 12, after 8 years, somebody actually decided to have a look at his heart and they said: “aah, we think you have actually got a heart problem.”  

He was then given medicine and he was given a pacemaker eight years ago and then he really started go live and you really don’t want to know the kind of things he does now and every time he comes to our Surgery Supporters Club.  When Sanjay hears the tales of what these people do, he rolls his eyes and he puts his head down and he says: “I’m not quite sure what I should say next, but do remember you have things that aren’t quite as usual as other people and you need to remember that.”  But the main thing is they have a great time and I know that Anthony does things like scuba diving and abseiling, let alone the normal things like playing badminton, which he could never do before.  

Emma is 17.  When she was 14 she had surgery and during the course of the surgery the anaesthetist was uneasy about what he found, wanted her to go and have further tests, and Emma was found to have HCM and it has been treated and she has an ICD in as well.  

So, here we are, how can anyone say that it is better not to know.  Look at these kids – they are pretty amazing.  

Our message is ‘through screening lives are saved.’  Screening also feeds research.  ‘Through research answers will be found.’  That is the heart of our programme and thank you all for the tremendous support you have given us in coming here tonight.  Thank you, goodnight.  

