PARLIAMENTARY RECEPTION 2007 – TRANSCRIPT OF SPEECHES

ALISON COX MBE

Hello and welcome everybody to this beautiful evening in this beautiful room in the Terrace Marquee, our fifth reception.  I would like to thank all of you who have come from all over the country to be here tonight and I would like to start by saying I am really sorry that Greg Whyte isn’t standing here instead of me.  David is going to tell you a little bit more about that when he speaks a little bit later on.  

I would like to start by thanking our hosts for this evening, Kevan Jones, Tim Loughton and Dr Vince Cable for allowing us to be here and our MPs that are here tonight and especially our All Party Parliamentary Group (APPG) MPs.  We have got 104 of them and I hope after the end of this evening we are going to get another couple of hundred of all the MPs that are left over.  That would be very nice, a good outcome.  

Thank you very much for our Patrons, Jeremy Bates from tennis, Kathryn Harries, the world of opera, Simon Halliday, rugby and Andy Scott, football.  We have also got a team from Northern Ireland and our Patrons for Northern Ireland are the very famous Pat Jennings, a fabulous goalie from Northern Ireland.  He is here tonight with a Northern Ireland team, rugby player Gary Longwell, another Patron for CRY in Northern Ireland, John Lundy, our Divisional Representative and John Carruthers and [……unclear……] are all part of our screening team, a very successful screening programme that we started in November in Northern Ireland.  

Thank you very much to David for coming back.  He has come back by popular request.  He was such a star last year and so many people wanted to see more of him.  I can’t believe he has found time for us.  He’s so busy filming all over the world and every time I saw him I said: ‘You are still coming?’ and he said: ‘I’ve got you in the diary’ and I can’t believe he really is here, and he is going to tell you a bit more about why Greg isn’t here.  

Our Bereavement Supporters are here tonight, many of them, and they make an invaluable contribution to CRY and supporting families through their own grief.  I would like to thank our CRY staff, many of whom are here tonight, and to those of our Trustees that are here tonight and thank you for all the hard work you do in supporting us.  

I would finally like to thank our sponsor, really important, I wasn’t going to forget that – Philips Medical Systems, with whom we have just launched a partnership and who are investing over 1 million euros into our screening programme and I have to say ever since they announced that we have had a huge surge forward in interest and the amount of work we had to do in our office.  I know I am gabbling a bit but that will only be for a minute or two, but it’s basically because Ann Keen who is the Parliamentary Under Secretary of State for Health has shot in.  She has got to shoot out again as soon as she has spoken because she should be somewhere else, so can I introduce you Ann?  

ANN KEEN MP 

Thank you Alison and to all of you here as guests, to my fellow Parliamentarians and Members of the House of Lords, thank you for attending.  This is your House of Commons and you are most welcome to enjoy a lovely evening on the Terrace.  

I was recently appointed to this very privileged position – just over a week ago and I was coming and attending the Reception anyway.  I put my name down to come along because I am concerned about the condition, I am concerned for families in my constituency.  Many years ago, when I had a proper job, I actually was a nurse and I did do cardiac nursing, so I’m interested from every level.  

I think what is so important tonight was to still honour the commitment I had made just to come along and stand and listen to somebody else speaking, but I at least came and introduced myself and to the community that represents CRY and to say there are so many issues that you need addressing that my door will be open.  

I know there is an awful lot of discussion at the moment around screening and how best families can feel more secure.  The tragedy that would happen to a family when you would lose a child, a brother, a sister, a  cousin, a friend.  All of those family names we can mention, you can’t really understand at all unless it has happened to you.  What I would want for all of you is what I would want for myself and so that is with the best spirit that I can say that to you.  

I really want to congratulate the APPG because all APPGs work so hard and we have got teams of experts within the Department, some who are here tonight and who are going to make a contribution and they all want to help as well and every person in this room, I am sure, has been affected in some way, or is committed in some way and that includes me and so it’s important that you know that.  

I want to congratulate Alison on being awarded this year in the Queen’s Honours.  That doesn’t happen without a lot of hard work, that is exceptionally important and Dari, who of course is a colleague of mine, who has worked so hard and all of you.  

To give you a sort of flavour of myself.  When I worked in the Health Service I applied for the job in the way I applied for this one as well.  I really wanted to work in the Department of Health and I am very pleased that I have got this responsibility so to work with you will be a privilege and please use me whenever you can.  I feel confident that you will.

ALISON COX MBE

I would like to now introduce Dr Vince Cable who will talk on behalf of the APPG.  Dr Cable is the Liberal Democrat Shadow Chancellor and Deputy Leader and is also Vice Chair of the CRY APPG.  Thank you very much, Dr Cable.  

DR VINCENT CABLE MP

Thank you for that.  Unlike Ann I have no medical background.  I’m not a real Doctor.  I am here for one reason only which is to emphasise the fact that this is far too important an issue to be party political.  We have an all-party approach to this.  I represent one of opposition parties and we work together.  I was pulled into this, not actually because of any specialist expertise or because I had encountered this, but Dari Taylor is a wonderful advocate of your cause and she cornered me in a corridor and with great eloquence explained why this was a compelling cause and got me as a sponsor to her Bill and support the APPG, so I am delighted to be part of it.  

I think what attracted me to it was premature death, death amongst the young, is particularly shocking and here is not a terminal condition as many people who die young have, but something that is eminently avoidable in a prevention screening.  If the system works, a lot of these deaths could be avoided.  

What makes it difficult of course is that this isn’t something that can just be driven from the top down.  It’s the bottom-up initiative that has to be taken.  We all have responsibilities as MPs to work with our local PCTs to get them to influence their GPs in order to take this seriously and do the testing and be aware of the symptoms.  

If I can just add one final point, which adds to my own interest.  I represent Twickenham, which is one of the sporting Meccas, actually we were a Mecca for two sports – Rugby Union, which you all know about, but we are also one of the now leading venues for Rugby League.  Those of you who have come from the North of England will see the significance of that, so it’s a sporting centre and a lot of the stress related conditions that give rise to cardiac arrest amongst the young are often sporting based so it’s important that we have sporting fraternities on board.  So I would like to pledge my support to what you are doing.  It’s a wonderful movement, I am very happy to be associated with it and my congratulations to Alison and all those others who have done so much to develop it.  
ALISON COX

I’d like to now ask Professor Roger Boyle to have a word.  Roger is the National Director for Heart Disease and we have known each other quite well.  I’m going to say something else at the end.  He is the Chair of the Implementation Board for the New Chapter 8 that we have worked hard towards with a lot of others and that is on Arrhythmias and Sudden Cardiac Death and that’s really where we got to know each other.  

PROFESSOR ROGER BOYLE 


Hello, it is a great pleasure to be here.   I remember last year we were celebrating that David had just swum the Channel and we could actually still see the seaweed in his hair, so it’s really good to see you here and everybody else that’s here to support this really important cause.  

Early on in my career as National Director for Heart Disease I was cornered by two formidable ladies, one of them was Alison here, who I am delighted to see all her efforts have been awarded appropriately in the Queen’s Honours and although we had a hand in it within the DoH, it was really the grass roots that made this so important and it’s an award, not just for her, but CRY as a whole, so I think we should all celebrate that and we will try.  

Also Dari Taylor cornered me.  I spent many hours in her office being hectored and told that we needed to do something and that gave me the opportunity through a whole range of the political shenanigans to move on from what I was employed to do, which was to sort out coronary heart disease, to move on now to the broader agenda and to deal with, albeit the less common forms of heart disease, but those that still have such an important part in the lives of people and families who are affected by the inherited conditions and those really less common conditions that cause these real tragedies in young people.  

So I didn’t need any persuading.  I was really looking for an opportunity and these two very, very talented ladies gave me the opportunity, I have to say, and I was grateful for it.  

I’m also very pleased actually that we now have Ann Keen as our responsible Minister for Heart Disease.  We have spent the afternoon dealing jointly with an opposition debate on Stroke, which is also part of my portfolio now and has been for the last 18 months and so we have had the pleasure of briefing Ann and Alan Johnson, the new Secretary State for Health on issues relating to heart disease and stroke and I have to say that it has been very refreshing and really quite a new era for us and a lot of listening, a lot of dialogue and I think we have really got an opportunity.  

Now on Cardiac Risk in the Young we have made some progress, but I accept that we have not made as much progress as how it would feel to you people who have suffered tragedies or real issues within your own families.  All I can say is that it is actually quite a complex bit of our agenda to get right.  It involves so many different parties, getting GPs to be aware or these less common conditions.  It means, when there is a tragedy, getting people like Coroners officers, Coroners and Pathologists, to understand that although this is a tragic, awful event, and you tend to react to families and try to deal with the crisis, rather than what should happen next, is a really difficult bit to get right. 

So we’ve got to take a whole lot of people with us and we haven’t got all this right yet.  What we want to do is to get the inherited conditions actually better managed, in a smaller number of centres right across the country and that’s where we are trying to develop policy to get that bit of it right, but it’s not something that you can sort out just overnight, although with Mike Yates, who has been working solely on this area over the last two years to make progress, and we are making progress, but I would not, for a minute, agree that we’ve got it right everywhere, for everybody, every day of the week.  There is still an awful lot to be done, but CRY have really been filling many of the gaps that the NHS have not been able to do, which is to sort out all those crucial issues, giving impartial advice, getting fast-track to people who do have the expertise to the families that suddenly find themselves in these impossible conditions.  

I have a range of children myself aged from 29, a Doctor trying to find his way in the world, but actually preferring sailing to medicine, to a little daughter who is only 4 and a half, so I’m sensitive to what it means in terms of the family issues, and we are going to continue to really drive this as hard as we can, but we can’t do it actually without the sort of impartial support that CRY gives us every step of the way.  So it’s my great pleasure to be here.  I don’t live in Twickenham, Vince, but I live in Richmond, just next door, which is still Lib/Dem territory at the moment, and long may it remain that way.  

What we want is to get the international stations at Waterloo transferred to South West trains, so if you can give us any help with that, we’d be grateful.  

ALISON COX MBE
Roger mentioned the award that I’ve got, on behalf of CRY, and as a tremendous tribute to all of the people that have supported CRY or the families that have suffered and all those young people diagnosed, that’s very much how I see the award I got.  However, when I actually got the letter in May to say that the Prime Minister was considering me, I had just come back from a Bereavement Support day up North.  I was absolutely knackered.  All I wanted to do was get home in time to walk my dog and go to bed, and I picked the letters up off the floor and I put them on the bed and I shot off with the dog.  When I was on my walk I was thinking “cor, one of those letters that looked really strange, it had On Her Majesty’s Secret Service written all over it”, and I thought, “there was something odd about that” and I thought “I’m in awful trouble”.  Then I got back and it said ‘Prime Minister’ at the bottom and I thought “Oh, crikey, this is terrible.”  

I opened it and it said that I was being considered for this award and would I agree and I thought “well that must be a mistake” and said to Roger I was so persuaded it was a mistake that I actually put it on my mantelpiece, under a pair of socks, and thought well I remember it if it’s under the pair of socks, but I won’t think about it any more, because until I see it in the Press, I just won’t believe it and part of the reason for that is that as I told Roger, I felt I’d given him such a terribly hard time in the three years since Dari got her Private Members Bill heard in 2004 and I’m sure Mike will agree that I’ve given them both a terribly hard time, a dreadful time.  As I say to all our families, I’m going to be carried out feet first unless we make a difference and I think Roger and Mike were very persuaded of that.  So that’s why I didn’t think it could possibly have happened, but I’m very grateful that nobody blocked it, in fact, Roger said that he thought it was quite an OK thing and I am very grateful for that and, as I said, it means an enormous amount for all of us in CRY that we have been able to put our head above the parapet in that way and have what we are doing recognised, and that’s very much the tribute to everybody that has suffered a tragedy.  Thank you.  
I would like to introduce The Right Honourable Andy Burnham who is now the Chief Secretary to the Treasury.  I have known him ever since he joined our Parliamentary Group, which was about five years ago.  At the first meeting of our Parliamentary Group there were actually three of us, Kevan Jones, the Chair, Andy the MP and there was me.  That is why I will never forget Andy.  He has been the most fantastic MP for our families and for his own constituents.  Pauline Jolly is one of our bereavement supporters.  She is here today and I would like to introduce you to her before you go.  It was her parents that you spoke about last year Andy.  On behalf of all the MPs that have helped us and our families, I would like to say what an incredible difference it makes when the MP does take time out to talk to a family.  An awful lot of people just feel that MPs are on another planet and when I actually say to them “do get in touch with your MP” they get quite frightened about it and the MPs that welcome them, help them, support them, do become legends in the family and you are one of them, so welcome please to Andy Burnham.  

ANDY BURNHAM MP

Thanks very much indeed.  Good evening ladies and gentlemen.  It’s a pleasure to be with you and I will keep my remarks brief – I know you have had a number of speeches.  You mentioned my job change Alison.  I’m beginning to think you might get a few ‘boos’ when you mention the Treasury and walk up to a podium but I think I just about survived there.  It is strange for me really.  I was here last year as a Health Minister, as a ‘spender’ if you like and this year as Chief Secretary to the Treasury.  

On the day I was appointed I was thinking “Chief Secretary to the Treasury”.  I rang home.  “Mum you had better get that Casio calculator out of the loft, you know the one I had for my O levels” and my O levels maths is certainly under some considerable pressure at the moment, but I’ve begun to discover it’s the easiest job in Government actually.  You sit behind your desk and say ‘no’ all day.  It’s not very popular though.  As Alison says I come principally as a constituency MP, representing families who I know have been through the terrible ordeal that many people represented in this room have either been through or they know of people who have been through it.  In the last year I have had the opportunity to see some of the services that CRY provide at first hand.  I went to a session where CRY came to my football club and were screening all of the young players at the request of a local mum who I am working with, whose son died a couple of years ago, so I came and saw the session that you provided and it was fantastic.  

In some ways I want to continue my involvement and as far as I’m concerned  a thing that I wanted to update you Alison on, but generally people here, is that I think the link with sport is so important and the route which sport can play to help people understand the risk but also get them some access to screening or to other services.  I have been talking to the Football Foundation and the PFA about how we might get you together with them and sit around a table and see whether or not there is something that can be done to put some more money into football and it is really great to see Pat Jennings here this evening supporting this cause.  There is a very, very close link with football, of course, and many young people sadly die while playing football.  I want to see if we can get you all around the table and see whether or not there is something that can be put into football, possibly to provide more defibrillators or screening as I saw recently.  The football side have agreed to come to it and I hope you will come too Alison and we would certainly welcome Roger to let us know what the money could be best spent on.  I should think there is so much more we can do.  

Before I left the Department of Health I became more and more interested in this whole area about how you might reduce the risk and get people to preventative services and I believe it is Seattle where they have made a huge investment in community based defibrillators and expanding the community responder team.  Maybe that is not the right way to go, but I’m sure we can learn something from that as to how we get more access to support at the very point where it may most be needed.  I wonder if we might work on that Alison.   I think we should build on that link and I know from the FA that they are really keen to see if they can lend their weight to that, so just to say ‘thank you’ very much indeed to all for coming and for the work that you do to support CRY.  I have seen many Parliamentarians from all Parties around the room this evening, of course Vince having hosted the Reception.  I think the onus is on all of you to put pressure on all of us to do even more and you say hopefully one day we will make a difference.  I think you are pretty well known in the DOH.  While you do challenge, that is exactly the thing you should do.  You should challenge us, you should push us, the Treasury as well, to do more.  I think there is no danger as you already have made a considerable difference in this field, but I think Alison, while you did get the award, I think it was recognising you and also the fantastic efforts of so many people up and down the country who are working with you to try and change perceptions and change the culture on this important issue.  Thanks very much for inviting me to say a few words.  Thanks to all of you for everything you are doing to support this fantastic Organisation.  

In the few small years since there were three of us at that Parliamentary Group, the landscape has changed considerably.  It shows you what you can do in politics when you do come together and you do rally behind an important cause.  Keep the pressure on us, just think how far further forward we could be in four years .  If we see the same level of progress as in the last four years since you have been really banging the drum.  Thanks a lot, thanks for inviting me, you can be 100% assured of my continuing support, even if there are no cheques, I will hopefully be invited back next year.  Thanks to all and thanks for coming.   

ALISON COX MBE

I have an annual award and it’s way of saying ‘thank you’ to an MP.  This is a picture that is painted every year for us by John Bennett, who lost his daughter Laura.  She stood us in her English class to give a presentation and then  she was dead and John’s therapy is to paint and I would like to give this picture to Andy for all he has done.  When he says his ‘door is open’ he really means it.  I have actually got it in writing.  I would just like you to have this.  

[ALISON PRESENTS PAINTING TO ANDY]

Our next speaker is Dr Sanjay Sharma.  He is the Consultant Cardiologist and Director of Heart Muscle Disease at Kings College Hospital, London and Sanjay heads up our screening programme.  He always has done.  He’s always been prepared to put his head above the parapet because pro-active screening is a controversial issue.  Nobody has done it before and there are all sorts of very good reasons why.  It is very complicated and it needs an awful lot of energy to see it through and I would like to ask Sanjay to come up please and just say a few words for us.  

DR SANJAY SHARMA 

Thanks Alison.  Thanks all for giving me the opportunities to address MP’s, our families and our supporters.  It has been my pleasure really to be involved with CRY.  I have been involved with them for 11 years now and basically all of this arises as a result of many sudden deaths.  

In the UK there are about 100,000 sudden deaths and most of these deaths occur in elderly people, due to coronary artery disease and heart failure.  But sometimes an adolescent or a young individual may die suddenly and these deaths aren’t just infrequent events.  They are costly, in terms of life years.  A sixteen-year-old person dying, loses 70 years of life.  

Most of these deaths are preventable.  Conditions that cause death – cardiac conditions – can be identified and treatments can be instituted to prevent such catastrophe.  The main ambition for CRY – the ‘goal number one’ really was to do just that.  To identify young people, young apparently healthy individuals, who may harbour cardiac conditions, with view to offering treatment and as she has already alluded, this is a controversial issue.  We have about 500 of these deaths per year and they are far less than the 100,000 that we get in the more elderly population and it’s not something that the Government would be able to do with the current infrastructure and financial constraints.  So we took it upon ourselves to start a screening programme and that’s what I am going to talk to you about in the next two minutes.  

We targeted the athletic community on the back of the fact that a few high-profile athletes had died suddenly and we worked with the British Lawn Tennis Association, with the Football League and then came the Rugby League, then came British Rowing, then came British Swimming and eventually we had 16 or 17 national sporting disciplines that we screened. 

We also got involved with screening families of victims of sudden adult death syndrome and infiltrated into schools such as Eton and Millfield to try and identify individuals who may have cardiac conditions and I am pleased to say that our efforts were worth it because we have identified several young people with potentially very serious conditions and since then we have actually referred some of these people for treatments, some have defibrillators in situ, some have had ablation of accessory pathway, so something good has come of this.  But what I can tell you is that this screening programme really has surpassed my expectations because apart from that CRY has been the first to actually identify the upper limits of wall thickness and cavity size in British athletes.  Nobody else has ever done that before.  CRY is the first Organisation in the world to characterise cardiac dimensions in adolescent athletes.  We would have to know that to be able to differentiate pathology from physiology.  CRY is also the first organisation that basically characterised ECG changes in athletes and that document now is the blueprint for the European Society of Sport Cardiology.  CRY is also the first organisation that has actually looked at Cardiac adaptation for Caribbean athletes.  We know they are different Caucasian athletes in the way they adapt to exercise.  

Apart from diagnostics and these physiological goals, CRY has also been pivotal in identifying the prevalence of things like Hypertrophic Cardiiomyoptahy.  Nobody is the world has actually ever done in sportsmen.   CRY has just identified that conditions like Long QT are more common than Hypertrophic Cardiomyopathy.  Again, nobody has ever done that before.  

So we have achieved a lot and basically on the back of this we have also nominated guidelines which are nationally and internationally recognised.  

“Where do we go from here, where is the next tier?  We’ve done the athletes, but what about the general population?  What about the recreational individuals who are at risk as well?” 

I think our vision for the next five years really is to get through to as many schools as possible and identify adolescents with these conditions and thanks to a very generous grant from Philips of 1 million euros, we will be able to do that.  We will be able to create an infrastructure.  We will be able to recruit personnel and expertise to allow us to do this, and this gives me the opportunity to thank Philips and also to thank all these families that have been fund raising for us for the last 11 or 12 years.  Also for the support of our Trustees who have never actually blocked anything that we have wanted to do.  Support of the MP’s, support of my colleagues, my family members, my wife who basically is the victim of a lot of the work I do, because she hardly sees me and also it gives me the opportunity to thank our technicians, the unsung heroes, the cardiac administrators, the screening managers, who have worked so hard to enable us to fulfil our ambition and to allow us to go forward with our goals.  Thank you very much.  

ALISON COX MBE

I was about to say that the progress we have made on our screening programme is so very, very much due to Sanjay and to Professor Greg Whyte, who is not here tonight and they are one heck of a team – you couldn’t ask for more from both of them so we owe it all to you – thank you for setting it all up for us.  

Now we are coming to the superstar of the evening, David.  We have all been waiting for him, haven’t we?  

I would like to introduce a very, very special person.  I don’t have to really say an awful lot for those of you that were here last year.  They know that David came within hours of crossing the Channel, in record time.  He was here for us because he promised to be and to promised to be here tonight and he is again.  I really can’t say any more than that.  He is an absolutely fantastic guy.  He has helped us so much.  He has  done the DVD for Philips for us, which has been a huge a success.  I think we had 600 hits in about six minutes, once it got on the website.  So what could you want more than to see David all his ECG and stuff, so he is going to have a little word with us about it all – David Walliams.  

DAVID WALLIAMS 

Thanks.  I have been a Patron of CRY for a year now and in that year I have really seen CRY grow.  The technology you can see here that is so kindly provided by Philips has been a really great step forward.  Professor Greg Whyte, who can’t be here tonight and Dr Sanjay Sharma actually gave me an ECG tests and one of these which as Alison said was for the promotional DVD.  

I’m not sure everyone would have to be totally nude for this test.  Or indeed have a full internal examination.  Greg and Sanjay assured me this was normal.  Luckily the results of the test were fine.  My heart is in great condition but unfortunately I am expecting twins – boom boom!  Anyway, I’m really proud to be here tonight and I really want to pay tribute to Dame Alison, not a Dame really – I am – she’s not.  

I want to pay tribute to Professor Greg Whyte, who is not here tonight, and the reason he is not here today is because he is actually in the English Channel.  He is taking a group of women from the TV show This Morning in a relay across the Channel and the last time I spoke to him he was about two miles from the French Coast so we’ve all got our fingers crossed for him.  

I think tonight really belongs to the young people here who suffer from this condition and I think their bravery is an inspiration to all us, so thank you very much.  

SURGERY SUPPORTERS CLUB

Alison: Could we please have up our young people at the podium? 

My name is Louise, I’m 31.  When I was 15 I had a massive collapse.  I collapsed on the pavement outside my house.  I was diagnosed with Dilated Cardiomyopathy.  I know I was very lucky to survive the collapse.  A couple of years later my dad died of a heart condition.  My uncle also died of Dilated Cardiomyopathy, as did my grandfather, 36, 31 and 42.  I’ve had a de-fib since I was 17.  I lived 15 years before my collapse.  I’ve lived 15 years since it.  The last 15 years have been great.  Long may they continue.  

Hi, my name is Julie, I’m 30.  At the age of 21 I contracted Viral Myocarditis which caused my heart to inflame and basically my whole body shut down.  I was hooked up to a life support machine.  Within a week all of that happened and I actually had to have an artificial heart because there was no time for a transplant.  So I had an artificial heart for six days, which allowed my own heart to recover, and now I’m absolutely fine and I’m so proud to be a part of CRY.  

My name is Kerry, I’ve got Wolfe Parkinson White Syndrome.  I was diagnosed when I was 16.  Brushing my hair one day, I just collapsed, had a heartbeat of 268 bpm by the time I got to hospital.  They’ve stopped my heart twice and re-started it and I lived to tell the tale.  I’ve had 2 ablations, I’m still on tablets, still having tests, in fact I’m having an operation two weeks before my wedding in August, but, hey, it’s one of those things and again, like Julie and everyone else here, CRY is amazing and thank everyone for your support.  

Alison:  And, you got top junior journalist of the year last year.  

READ BY ALISON:

When Emma was 14 she had a routine knee operation, where it was discovered she had a heart murmur.  The GP referred her to a cardiologist, because he was concerned about it and Hypertrophic Cardiomyopathy was diagnosed, so she has now got an internal cardiac defibrillator in and I think she’ll have it for life, but she is fine about it.  Emma is now 19.  

I’m Bradley, I’m 21.  When I was 15 I collapsed at my part time job and actually died.  When I was taken to hospital I had a heart rate of 31bpm, but they sent me home with a supposed faint.  My mother wasn’t very happy and took me back and they later diagnosed me with a heart condition called Brugada.  Since then I’ve been fitted with an ICD and I’ve been fine ever since.  Again, CRY is absolutely brilliant, and especially Alison.  

Hello, my name is Jack Mason, I’m 24.  I have Wolfe Parkinson White, which I was diagnosed with at 19.  We had read an article in the Daily Telegraph where it said athletes were just dropping down dead.  I was currently an international level fighter, went and had the test, the doctors were not happy and they referred me to St Thomas’.  They told me not to worry about it.  I bumped into Alison at Asda when I was working.  She overheard me talking and she was shocked and got me in touch with all the right people, so I owe my life to Alison really – thank you.  

Alison: Jack went to see Sanjay and he sorted him and I’d like to just say that Bradley and Jack were on the DVD with David, so do go into our website and see what’s going on.  

My name is Sophie and last year my heart stopped and I only survived because I was at work and within sight of a few medically trained colleagues.  My diagnosis was inconclusive but my cardiologist feels that I have right ventricular [……unclear……] Cardiac.  I was ablated and I have an ICD and CRY were a great support for my bewildered family last year and I’m very grateful for that.  

I’m Laura John.  I have Long QT and have an ICD fitted, as does my older sister, Danielle.  She was going to try to come tonight but she didn’t want to have to drag the boys down, both of them now, Tyler and Dylan.  Dylan has just turned three, and Tyler will be one in October.  You don’t know about them yet, but they should be OK.  I do owe a lot to CRY so thank you and congratulations.  

Hi, I’m Tracey.  Sophie was just talking about having RVAT.  I can’t pronounce it, so that’s what I’m going to call it.  When I was 25 I was diagnosed with this.  I was a track athlete for Great Britain – 400 hurdles.  I was trying to compete to qualify for the Olympics and the training wasn’t going well, racing wasn’t going well and eventually I went to the OMI, which is the Olympic Medical Institute, where Greg and CRY were based, and they took me to see other doctors.  They actually discovered that I had an abnormal heart rhythm and eventually RVAT was diagnosed  for me so I had ablation, which is the radio frequency surgery, and now I’m fine, and I actually had my first race again since then on Saturday.  I was very, very slow, but I’m very pleased that I am back running, so thank you.  

Alison:  So now I’ve got my gang of three.  I’ve kept them for the very end.  This is Tiana.  She’s beautiful.  

READ BY ALISON:

My name is Tiana and I’m 11 years old and I come from a town in North Wales.  Last September I started feeling unwell with a fast heart and fainted.  I went to hospital and they all said I had Long QT Syndrome and that made me feel very, very scared.  I didn’t know what it even meant.  So that didn’t help me, but now it’s made me very angry because it has stopped me doing what I like best for nearly a year now, because I can’t even go with my friends swimming, not even to their house, because they are scared of what might happen to me.  I thought ‘OK, I might be small, but at least I can get to live my life’, but that’s all changed for me, so I’m completely very sad, but the worst thing is that I’ve got it for ever and ever.  It will never go away.  It’s really scary.  Thanks to CRY Surgery Supporters Club I met Ari and Jamil, who have the same thing, so I don’t feel so different when I’m with them.  

Hi, my name is Ari.  I was diagnosed with LQT about 18 months ago.  I collapsed on the pitch.  It was scary.  I’m on beta-blockers and living.  I met David Walliams.  

Hello, my name if Jamil and I got diagnosed with Long QT about a year ago last year and basically what happened is my mum went into hospital.  She said that she had Angina, but she didn’t.  She had an ECG done and it said that she had Long QT.  Then it said that I could actually have it as well because it is hereditary.  I got tested and they said I have LQT.  We started reading about CRY.  We came to the Supporters Group and they are really helpful, give advice and meet people.  

Alison:  All of these write-ups and all of these things being said are very specially written up in our leaflet.  Do please ring them.  The spelling of some of them is really beautiful, believe me you won’t believe it until you read it.  Ari, you will see from last year to this year, there has been a huge difference and I’m sure his mum would verify that and I think does as well.  How much better he feels a year on down the line and he is going to have a word with Tiana.  

You have met our gang that are here tonight.  I think I’ve done everybody.  I would like to say a special ‘thank you’ to them.  We are very grateful to you for coming tonight and telling everybody your story because you actually are an inspiration and I think for our bereaved families that are here tonight I’m always in mind how hard it must be as well as well as how wonderful it must be to see the young people here.

Certainly when we started Roger was talking about the progress we have made.  12 years ago I didn’t know of anybody who had survived and I think what is happening now is really a huge difference.  We are nowhere near where we should be, as Roger said, but there is an unquestionably a much greater level of awareness and particularly with LQT syndrome.   These three kids have all got LQT, so there has been progress made.  Doctors are picking up the conditions and diagnosing them and our kids here tonight are a tremendous reflection on how robust they are and how well they can adapt, having been diagnosed with this life-threatening condition.  They are a fantastic group.  We have a lot of fun on our days together and thank you all for coming tonight.  

ALISON COX MBE

I would like to introduce Kathryn Harries now.  You will all be dying for a drink and you will glad to know that you can have one in one second and while you are having your drink Kathryn, who  is a beautiful opera singer, is going to sing for us a Welsh folk song. 

This is actually revenge on Ken Livingstone because he wouldn’t allow her to sing because she is crossing the eight Bridges of London in memory of the eight young people a week that die and she is doing that walk on Sunday with 350-400 CRY people.  400 people are following Kathryn across the Bridges of London, so watch out for them next Sunday, but because Ken Livingstone wouldn’t let her sing as she went across, I said well why not come and sing to us tonight.  So that’s what she is doing.  Revenge!  

KATHRYN HARRIES 

This is a deeply bizarre thing for you to have to endure, but in fact I did my walking challenge myself last Saturday when I walked from Hampton Court Bridge to Tower Bridge, which was 32 miles, which was absolutely brilliant.  I could have gone on – glad I didn’t and as I say this Sunday we have the eight Bridges Walk, so if you haven’t signed up already, please do, it would absolutely wonderful to have an MP or a star of stage and screen.  However, who that possibly be?  Anyway, the song I have chosen is quite short, so you won’t have to put up with it for too long.  It’s called the [……unclear……]  I have already apologised to the Welsh people present.  I am Welsh but I learned it ‘from me dad’ and it means ‘watching the wheat’ and it’s just a simple Welsh folk song.  As I don’t have a piano on my person and I don’t have an accompaniment with me, I’ll just get a note. 

[KATHRYN SINGS]

