DRAFT TRANSCRIPT

CRY PARLIAMENTARY RECEPTION  - 5th July 2006 

GREG WHYTE:

Welcome again, its an absolute pleasure for me as it always is to welcome you to this [reception?]…………that we have annually now, which is certainly amazing to the charity to have such great support …………..and in particular …….support from the MP’s who allow us this evening on an annual basis.  I’m sure you will agree it is an absolutely fantastic spot.  Those of you who have been before, I know why you come back, so ….sober.  

It’s a great privilege for me.  I will be compering the evening, I’m not particularly funny so bear with me, but certainly what we do have is someone very special with us tonight who is an awful lot more fun than I, a brand new patron who has joined us this evening and unless you have been in a coma or been on Mars during the past 24 hours, will know that our new patron has just successfully completed a Channel swim, yesterday in 10 hours 28 minutes. Even those who are uninitiated will know that is an outstanding achievement and actually puts him in the top 50 fastest times ever across the Channel which is fantastic, so David Walliams is going to talk later on and becomes our new patron.  

In addition it gives me great pleasure to introduce you, as here this evening is Kathryn Harries, who is becoming involved in CRY and it is wonderful to have her join us.  

Simon Halliday is here this evening, for those of you who are rugby fans will know Simon very well, but what you will know is that Simon is doing an incredible job for us in raising funds and in particular raising the profile of the charity, which is always important for a charity of our size.  

Unfortunately our long time supporters and our long time patrons Jeremy Bates and Mark Cox are at Wimbledon, as we speak, and as you can see from the weather they are actually playing this evening which is always great in the second week, although unusual, but they do send their best.  

Its wonderful to welcome this evening Andy Scott.  If you get an opportunity to speak with Andy at some this evening, his story is truly fantastic and if Sanjay is here, he’s probably late because he is always is….. but Sanjay can certainly reel out the story of Andy to you and I think it demonstrates the [importance?]…..of the programmes with which CRY are involved with and run.  

A special mention for Peter Snell.  Peter this year was running the London Marathon for us and he broke his ankle just prior to the London Marathon, but that wouldn’t deter him, so with specially spring-loaded crutches, he actually ran the London Marathon in 8 hours, with a broken ankle.  

Finally, I think that there are a number of people that I can stand here all night thanking, but I think there are three key people who we do need to thank.  We are one [only?]………………..APPG’s that have [cross-party?]………..support and that really is very important to us in the work that we do and in particular I would like to thank Dari Taylor, who has been a long time supporter for us and has done some fantastic work, Tim Loughton and [Dr. Vincent Cable?]…………………….. all three of whom have sponsored this evening and without them it wouldn’t have occurred and obviously, as always, charities are about raising money, and we need our sponsors [Philips?]……………..so thank you very much for this evening.  So that’s my drone over and it gives me great pleasure to welcome the Minister of State for the Department of Health and that is Andy Burnham.  

ANDY BURNHAM:
Good evening everybody, it’s a real pleasure for me to be here this evening.  Probably, like you I’ve not been on another planet  and did wake up to the news this morning to the thought of swimming the Channel with the songs of the Pet Shop Boys and Abba continuously going through your head, is probably as close to purgatory as I think I could imagine really, other than something to do with Liverpool football club, but It was an incredible effort and huge congratulations to you David.  

I don’t really come this evening as a Minister of the Department of Health but principally as a Constituency MP who first took an interest in the work of CRY through a constituency case which I will say a little bit more about but I am obviously here again with a dual function as a Health Minister.  I have been a Health Minister for about 61 days and few hours and counting and for those of you who don’t know me, when I was appointed to the Department a few weeks ago, Michael White, of the Guardian described me as the Theo Walcott of the Department of Health, and at the time I thought ‘well that’s alright, bright, young hope and all of that’.  Six weeks later and young Theo not having got off the bench, it doesn’t sound quite so great a tag to have round your neck does it?

But as I say I come principally as a Constituency MP and my interest in Cardiac disease in the young really began at one of my first surgeries and it was the grand parents of a young lad who died in the Lincolnshire area, Alison will know the case, and it was just sitting, listening to them actually, it had a huge impact on me and seeing them trying to understand and come to terms with the loss of a young person, literally taken away from them, plucked in his prime with quite honestly no preparation, how could they be prepared for that and this elderly couple were just utterly devastated and demolished by this and hadn’t even begun to come to terms with it and just listening to them talk had a huge impact and it was from there that I found out about the work of CRY.

It was a completely new issue to me but I have taken a close interest since then and sadly I think like all MP’s I have more cases within their constituency, literally behind my house two months ago a young boy dropped dead playing football in a park literally behind my house and it just leaves the community, a whole community, utterly in despair trying to understand and rationalise what has happened and that’s why the work of CRY is so crucially important in trying to foster an understanding of this issue but also, which I will come on to, get some change within the Health Service, and better understanding of how to deal with it.  

It was from that actually that Dari and I were Home Office PPS’s, both having since  escaped just about in time.  We talked about this issue at the time and Dari, when she came up in the Private Members ballot a few years ago, brought forward a Bill and it was a huge step forward and I was proud to be a sponsor of that particular Bill and it has since produced a major step forward, which was the Chapter within the National Service Framework and I’d like to pay tribute to you for that but what I would also like to say is I think CRY has just done great work within Parliament in terms of informing members of Parliament, equipping them with the facts and knowledge to become advocates for change within their local health system and what I would like to see is working within the Department is how we could help you take that work forward, because securing the Chapter quite clearly wasn’t the end of the journey, but the start of the journey, it was the beginning of the whole process where we help the health service get better at understanding the issues that are underneath this terrible, terrible condition and I think just as families struggle to cope, I think the Health  service is struggling to cope because it sees fit, active, healthy young people and doesn’t obviously immediately see them as people who will need help or need an intervention in some way so we do have a long distance to travel.

But I’ll just close by saying that I think it’s a tribute to the work of Alison and CRY and everybody else who has been involved in it and who supports it, that you see in this room tonight members of Parliament of all three main political parties, the divides in the house diminish when issues of this importance and seriousness to families are raised and I think it does mean we send a very important message to the families who have experienced this terrible tragedy that we do set aside differences and work together and try and get constructive change within our health system, within our society, to try and prevent this happening to more families in the future, so that’s it and I would just like to thank you for allowing me to say a few words Alison and congratulations to you for all the work that you do, congratulations to CRY they do fantastic work, but I’m sure every single person in this room will continue to work with you, me too in my new position to help you fulfil the aims of your organisation.  Thanks very much indeed.  

GREG:

Thanks very much Andy.  Next up is a long-term supporter, and I would like to say a very good friend of CRY and that’s Tim Loughton, who is the Shadow Children’s Minister and Shadow Health Minister.  

TIM LOUGHTON: 
Greg, thank you very much.  I am always delighted to be one of the sponsors of this event because being a sponsor of an event like this means you don’t pay the bill, but you do pay the bill if you trash the place so please try and keep it calm.  It’s also always deeply humbling here and I am going to keep this very short because there are lots of other far better equipped people speaking after me, far funnier people, people who have achieved a lot more.  I couldn’t run the Marathon without crutches in eight and a half hours, I certainly couldn’t swim the Channel in ten and half hours, I can’t swim anyway, but I wouldn’t attempt it in that time.  But most humbling about this occasion is those people, constituents of all of us, this is a problem that affects all MP’s across all the parties, of those parents and members of families who have experienced a real life tragedy and out of the blue and what I always say, it is a real tragedy, that it’s very hard for any of us who have not experienced it to assimilate, of losing one’s child, at an early age, but it must be a double tragedy to lose a child who was in the peak of health apparently, somebody who has been in the middle of a sports match, somebody who is athletic, who is fit, as so many of these young people have been when, suddenly, they have succumbed to a cardiac condition that nobody knew about and that’s why this campaign is so important, and has been so important and will  continue to be so important.  

Not just for the 400 young people who still die every year, but raising the awareness amongst parents, amongst families, amongst schools, amongst GP’s, to try and do anything we can to make sure people are conscious of that risk that is there and to take preventative action to avoid 400 more tragedies every year.  And our job will be done, when we don’t have to hold this reception any more.  Enjoyable occasion though it always is, as long as you don’t trash the place, because this is a group that was formed to deal with a problem.  This is an organisation led by Alison which is dealing with the problem and we want that problem to go away and a lot has been achieved in the last few years to raise the profile of this problem which has been absolutely fantastic.  The All Party Parliamentary Group with 83 or so members, which is an active group, Dari’s Bill, of course, which triggered so much of this, and the Postcard Campaign.  I still receive these postcards.  This was the most effective Postcard I think I have ever received in my nine years as an MP.  We get a lot of postcards; they’re a flaming nuisance, most of them.  This one was different.  This one spoke for itself, you didn’t need to read the words.  And that’s why this Campaign is so special because the people who have suffered and their families, speak volumes, by the pictures that they have left behind, because this is not some strange complaint that only affects somebody else, it’s a problem that can affect any of us, any of our families out of the blue which makes it so tragic.  

So well done to Alison and CRY.  Well done to the Parliamentary Group, of which I am very proud to be a member.  Well done to CRY for being so successful at attracting all these ‘Celebs’ to these occasions as well, which I think says something for the importance of this issue and the expertise with which the Campaign is run.  Congratulations on another successful year.  Congratulation, I hope, on what will be a successful year, next year, but I hope that’s the countdown to you not having to do it in the future, simply because the problem has been properly addressed and enjoy the rest of the evening and well done to all of your for coming, with all your own personal experiences here this evening.  It’s a very brave thing to do for many, I know, thank you.  

GREG:

Thanks very much Tim and thank you for your continued support.  It gives me great pleasure, as we do have cross-party support, to invite the Lib Dems up under the auspices of Vince Cable………  he’s now done a runner because he’s got to give a speech!

ANNETTE BROOKE: 
Surprise, surprise, I’m not Vince Cable.  However, I am the Liberal Democrat Children’s Family Spokesperson, so I’m really delighted that we can come here tonight and truly express our cross-party support.  I think that I personally attended all the Receptions that have been held here and it does just give us an opportunity to congratulate everybody who has been involved in, I think, this great sort of forward route that CRY has been taken.  I well remember Dari’s enormous energy and everything that was associated with the Private Members Bill, because I think outside of Parliament it’s quite difficult to appreciate what exactly is involved, how much you have to lobby members of all parties, to give you that support, and I just remember it so clearly in my mind.  

I also, like everybody here, of course, have had an experience in terms of the local school, just half a mile up the road, a rugby tour in New Zealand and a tragic death of a 17-year-old and it’s so close to us, it’s so tragic, what an important venture we are involved with tonight and charity to actually try to make things better, to try to actually make more people aware of the issues.  It’s just so easy to see that healthy looking young person and then obviously so difficult to cope with the aftermath of the totally unexpected.  

Everything really has been said by Tim, but I just wanted to say our special thanks for everybody who is taking this agenda forward in such a positive way and I, too, hope that we will actually, perhaps come almost to the end of the Campaign.  I don’t think we’ll ever be right at the end of the Campaign, but we are certainly going in the right direction and we are very, very proud, I think of everybody who has been involved.  Thank you.  

GREG:

It gives me great pleasure to introduce next a man who has undoubtedly been instrumental in some of the key work that CRY have been involved in over the past 24 months, particularly in the development and the delivery of the new National Service Framework Chapter and now, as we move forward in the implementation of that National Service Chapter, and that’s Dr Roger Boyle, the National Director for Heart Disease.  

DR ROGER BOYLE:

Thank you very much, and it’s a great pleasure to come and to join in this celebration of this really successful organisation that punches well above its weight.  

If I might just start, if you forgive me with an anecdote, which was my attempt to cross the Channel, not swimming actually, but crewing in a yacht owned by a Consultant when I was a medical student and we were right out there in the shipping lanes and wondering what was going to happen next when suddenly, he slumped against the wheel, like this and we thought he had died.  The boat started going round in circles and there we were with this very expensive yacht, wondering what the hell to do next – dead Consultant, no sailing skills whatsoever, and did we go to Calais or back to Folkestone, it was really a difficult decision.  Anyway, it turned out that instead of taking a couple of Panadol for his back pain, he had taken two Mogadon and was just deeply asleep, so after we managed to rouse him and pressed a few buttons to get the Navigation System to work, we did eventually arrive in France, where we did have a good dinner and survive, but it did take more than ten hours, I can tell you.  

Andy Burnham has already spoken about the fantastic support and counselling that CRY provides to those families who have had a tragic loss and all the sort of  innovative projects that CRY have been involved in are really things that you, as a group probably know more about than anybody else.  But, it’s been a tremendous contribution that has allowed us to develop and actually begin to deliver a National policy for Sudden Cardiac Death and Arrhythmia, which of course has been promoted very effectively by the All Party Parliamentary Group and Dari’s crusade which we welcomed and gave us the lever to get the Department of Health to take us forward into this big gap in the whole heart programme.  

It’s this heart programme that it is my honour to lead and so I was able to co-ordinate the development of this new Chapter for the National Service Framework and also to chair the programme board responsible for its delivery.  So this is not a small task.  The preparation of this Chapter though was actually a remarkable event, because it was a grass roots process.  Sixty eight people helped us do it and a grass roots document like that, producing recommendations to Ministers, if it really does come from where the problems are, which we are all too acutely aware, it is a very powerful document, once it gets through into the official work.  

In all of this work, of course, CRY has been very much to the fore and several CRY members have contributed to the various working groups that drew it up and helped us shape the document that was published in March, last year.  All their contributions were really useful, but I would like to single out Alison Cox as a special case, if you like.  Her energy, her knowledge, her compassion, ability to deal with families in the moment of their crisis is really amazing to behold and I think we all owe her an immense debt of gratitude.  

I’m pleased to report that all our efforts are beginning to make a difference.  Now this is a difficult time in the National Health Service as you will have seen and heard, but through our 32 local cardiac networks, spread across the country, there is a real sense of momentum, developing, in terms of implementing this new Chapter and all its complexities.  It is a complex issue because actually just this one Chapter is more complex than the rest of the National Service Framework put together.  It involves a whole lot of different agencies, it involves, obviously cardiology services, but it also involves the Coroners, the Pathologists, Nurses, Physiologists, Geneticists, GP’s and of course the families.  It’s a huge sea change to make all these things come together and to make a real difference and to co-ordinate different parts of this huge system but there’s a real sense of energy developing and that networks are all taking this very seriously as well one of their key priorities in terms of modernising and changing services, so I think that we can be optimistic that we are moving quickly along the right path although it’s not an easy path, when there are so many players to draw into it, but it’s not the lack of enthusiasm and drive to really make a difference in this area, and I think that we’ve got the building blocks in place.  

So we have made a start but there remains an awful lot still to do, so I look forward to coming to more of these Receptions, for you to help me to account and our implementation team, to make sure that actually we do deliver on this and make sure that all the work that has gone on over the last two years with CRY really do come to a useful and fruitful end that will prevent these sudden deaths and make lives easier for those people that still have these tragedies to face, so thank you very much.  

GREG: 
Our next speaker, particularly for those of you who are rugby fans, will well know his prowess and success on the rugby field.  I think what’s more important for us at CRY is the outstanding work he has done in such a short period of time, in both raising the profile of CRY and raising an enormous sum of money and that’s Simon Halliday.  

SIMON HALLIDAY: 
Thanks very much.  Alison said I had three minutes, so I’ll make that four.  

My connection with CRY is very straightforward.  When I retired from International Rugby, back in ’92, I coached a local side down in Esher and a young man there, Howard English, his sister is here today, in fact, Elaine, collapsed and died for no apparent reason, of a heart condition and we held a big dinner for him and a lot of my international colleagues turned up for that dinner and you put it down to ‘one of those things’ until ten years later his 15-year-old son collapsed and died of the same condition.  So, when I came here a year ago to support Stephanie, Howard’s widow and Sebastian’s mother, I was struck by the comments that were made and particularly by Ian Botham, who was here at the time, talking about how sports people could help and how we couldn’t rest until we have reduced that eight a week number to zero.

So, I’ve managed to get the Rugby Union to buy into this and so far a number of elite athletes, at the younger level, are screened, which is a start.  We have to obviously expand that into the rest of rugby but, and I think we will get there, but obviously you can’t do that overnight.  But at the same time, a number of us decided we would try and do something else, so I recommended that we have a go at running the Bath Half Marathon.  I used to play at Bath so it was a great opportunity to get back there and before long we had 14 of the grand slam team of 91/92, who were all in various states of disrepair decided they would have a go at it, to the sound of some popping ham strings and calf muscles, and it was actually quite amusing as we tried to train in preparation for it, to hear how much we really are all hypochondriacs, but eventually 70 people, including various others who were just taken up by the whole event, turned up and ran in aid of CRY and, other than raising the profile, I think, the impact that it had on everybody has been immeasurable and I guess, I sit here now, yes you know, proud of what we achieved, but very humbled to be involved in such a fantastic charity and I think as far as rugby is concerned, the challenge is now that we don’t just stop, it is just the beginning and we have to keep going.  The challenge for everybody is turn all the words into action and just keep it going and it’s tough, because there are a lot of charities out there but there are so many people who have said, ‘you don’t realise what you have got, in this case, until you are actually dead’ and when you put it that bluntly I think it has an impact, so I’m just proud to be involved, I’m very honoured to be asked to be a patron, which I have obviously accepted and I look forward to many more years of supporting this charity and taking that number down and bringing Rugby Union with it and the Director of  Communications of Rugby Union is here tonight, Richard Prescott, he’s been instrumental in raising awareness within the Rugby Union and we won’t rest until every school that plays rugby, every junior club that plays rugby, looks to screen its young people.  So thank you for your time.  

GREG:

Thanks very much Simon.  It gives me great pleasure to welcome Dr Mary Sheppard.  Mary is a very close friend of CRY and has been a close friend of CRY for a very long period of time and it’s really very important because Mary, unfortunately, deals with the end of the spectrum.  Mary is a Pathologist and we are hoping to forge much closer links with Mary through some research which I am sure she will outline now.  

MARY SHEPPARD:
Thank you very much Greg.  I’m a Pathologist and now most people know I exist, thank goodness I suppose in ways, but really you can’t face to face people like me when you are diagnosed with cancer, from which we make a very important role, but also tragically, sudden death.  

You meet me through Coroner’s system, because we pathologists carry out the autopsies and discover the cause of death.  

Now the motto of my Royal College of Pathologists is ‘We are the hidden science at the heart of medicine’.  Even our motto emphasises the importance of the heart.  But unfortunately a lot of pathologists ignore the heart and I do not believe are adequately investigated when there is a sudden cardiac death.  It is only now the importance of investigating thoroughly sudden death has come into prominence and really it’s through the work of CRY that really our important role has been highlighted and emphasised.  

I get hearts referred to me over the last five years from pathologists who are really uncertain because, believe it or not, medicine in an uncertain science.  We need all the help we can get, so as one of the few cardiac pathologists in the country working at the Royal Brompton, I have received these hearts, but for five years I have been ploughing a very lone furrow on my own, until I met Alison and Greg in the charity CRY.  To the National Service Framework, where I met them on a regular basis, I think they were a bit upset with me whining and whinging about the lack of support I was getting from both pathologists and from other specialities, so talking to them they asked me ‘what do you need?’ and miraculously they listened to my cry in the wilderness, I said I needed a microscope to investigate the hearts in detail, I needed a research assistant to help me do the work, I needed academic input to set up a database, because believe it or not, we do not know how many occur throughout the country.  If you don’t know the numbers how are you going to know the causes of these sudden cardiac deaths?  And I am the mother of four children, myself, all under the age of 20, so I know what a tragic, sudden death in a young person, so that has helped me professionally and emotionally deal with these cases.  With the help of Greg and Alison we have been able to set up a database already, but we hope to increase this work in the future.  

At my hospital, which is the Royal Brompton Hospital, London, they have been supportive of my work and also Imperial College London, and the National Heart and Lung Institute have also been supportive.  So I wish to thank Alison, Greg and CRY for giving me a very substantial grant of £180,000, but the real heroes have been the families who have raised the money and really have emphasised and I am very proud to say my speciality which role, in what is a tragic situation.  What we need to find is the causes of these deaths, why?  Because a lot of them are inherited, as you are very familiar with in families.  I know, through my work and I feel I help people to live not to die, so I am extremely grateful to CRY and to all of you here in the room and also to recognise my speciality, Pathology.  Thank you very much.

GREG:

Thanks very much Mary.  It gives me absolutely great pleasure to welcome our next speaker, a man that’s become a friend of mine over the past nine months, although I don’t think he will share that same feeling through some of the sessions that we have done.  It’s a great honour to welcome a new patron to CRY and that David Walliams.  

DAVID WALLIAMS:
Thank you very much.  As you might know, Greg has been training me for the last nine months for this Channel swim and we have really bonded, I think, over the cold water, in the early mornings and the greasings, in particular, and one day he was greasing me, we weren’t going swimming, we were just in his house, greasing me up, I don’t really know why, but anyway he said: ‘Would I like to become a patron of this charity?’ and he gave me all the literature and I was really gob smacked and the range of things it does from screening young people to bereavement counselling and it’s a real pleasure to be here tonight and meet some of the young people who are affected by this condition.  I promise to help in any way I can as a patron.  I will do anything, other than swim the Channel again.  Thank you very much.  

GREG:

Thanks very much David and I know he is very unaccustomed to public experiences.  It is with always great pleasure that I introduce our next speaker.  Alison Cox holds a very privileged position within my family because she is, in fact, the only woman that my wife allows me to keep up overnight and I know that her phone bill, over the past few days, with the swim coming up, has increased significantly but fortunately we are here and that more importantly Alison is here.  

ALISON COX:

Hello, thank you for coming and I’d like to just, because it’s written on my card, but I would like say that I’ve heard an awful lot about me tonight.  Actually I’m about CRY, I’m about our staff here tonight, and I think there are 11 of them.  I don’t know if they could hold up their hands please so everyone could see.  They are fantastic.  It’s not me, it’s them.  It’s them and all of you.  Actually our staff, they are all throughout this room, please thank them too.  They are phenomenal, so thank you.  

I would like to say, on behalf of our families, I think it is unbelievable that we have David here tonight.  I have to say, until I saw him, I did not believe he was going to come.  I didn’t like to keep saying that to Greg, but I didn’t believe it and I couldn’t say it to David.  I didn’t know him, but I’m really excited for lots of reasons.  One of the reasons is, when he sent us his poster, with his fabulous quote about us, I don’t have a television so Little Britain means absolutely nothing to me.  I know he is terribly important, and everyone said ‘wow’ and I just thought this is great, but when I saw his picture, I just said ‘is he really that good looking’?’.  Everybody said; ‘Well, he doesn’t look like that on the telly’ and actually it didn’t matter to me because I don’t have one and all I’ve heard from everybody going up that I’ve introduced to David said: ‘Are you really that good looking, am I really talking to you?’, so apart from that really it is fantastic that he is here.  I know he is spaced out, I know he doesn’t know whether he’s swimming or standing, but it is a phenomenal achievement to turn up.  I was quite encouraged when I spoke to Greg on the beach on Monday, because they were thinking of going on Friday and they were thinking of going on Monday and then they went on Tuesday and Greg said: ‘but actually we are definitely going tomorrow, because David’s practising his speech, so he is definitely going tomorrow.’  So thank you David, first of all for being here.  

I would like to say a special thank you to all our MP’s.  We need you like you don’t believe we need you.  Would you please listen?  We need you, we need you in our APPG.  We have got 95 actually Tim, it’s gone up since we last counted.  We have got 95.  I don’t want 95.  There are 659 of you in this House.  I want you in our APPG so nobody can stop us then.  I’m serious.  If you believe in us, please join us.  There is no reason not to join us.  I don’t want to hear any excuses that there are 3,000 All Party Parliamentary Groups.  It doesn’t matter.  Join us, we are different.  So thank you for coming, seriously, and thank you for having us in your House.  

Traditionally I have always given a picture that has been painted for us by John Bennett, whose daughter Laura was 14 when she stood up to give a presentation in her English class and dropped dead.  What John does is he paints and he paints every year a picture for me to give to somebody at this Reception.  I always give it to an MP, but I’m going to kind of go sideways this evening, with your permission, it’s a bit too late anyway, so I’m going to go sideways, whatever, but it’s not going to an MP, but it is going to go to somebody who I keep saying to him: ‘I really think you should be an MP’ and he keeps rolling his eyes at me.  

Now this man, in January 2002, went to work in a normal sort of way, and then during the course of the day, was told that his son Levon, had been found dead in bed.  Jeff Morland has been with us ever since.  It is through Jeff Morland’s connections as the Chair of the Labour Party North, that we have got an All Party Parliamentary Group started by Kevan Jones, who is in Afghanistan tonight and Dari Taylor, who is the Secretary, has done phenomenal work, dedicated a Private Members Bill, which frankly has changed the face of CRY, and all his other friends that have joined us, have supported us and they have done that and kicked the whole of the All Party Parliamentary Group off through Jeff, so I would like to say, please Jeff have our painting tonight.  

JEFF MORLAND:
Thanks very much.  This is a great privilege and an honour.  I didn’t expect anything like this coming down tonight and my wife Sandra’s just took a fit over there.  She’s just too upset to come up, too happy I think, but thanks very much for the recognition but without people like Jack Doyle, a friend of ours who is now a County Rep, without Dari Taylor and Kevan Jones, Sharon, Roberta Woods, Dave Anderson and all of the support we got from lots of MP’s from all parties in the House and Independents, we hope that we did something as I think for the family, if Levon’s death was a catalyst for anything it was I think to give a big leg up to the Parliamentary work that CRY set off to do four years ago and it’s a tremendous evening whenever we come down here and thanks tremendously for all the support but we could never have done it without the help of a select bunch of people, MP’s, solicitors like Browell Smith & Co and Thompson’s who have been absolutely stalwart in pushing this thing forward in the political arena and, of course, I can’t go without saying Dari Taylor who has been an absolutely fantastic supporter, for my family and for CRY as well and it’s an honour to know this lady [Alison] as well.  Thanks very much.  

ALISON COX:

Ok, so what am I going to do now?  What I’m going to do now is move very swiftly on and say please can I bring up my kids, my gang.  Can they all come up.  Surprise, surprise.  We normally have 5 or 6.  Why is it we have got 13?  Nothing to do with David, of course!  Here you go.  They all wanted to meet him and he has promised to have a picture with them at the end.  So I told them they have got ten seconds each to just tell you their story.  If they forget anything, I shall fill you in.  

Rebecca, you can start.  She is terrified.  

Hi, I’m Rebecca Goddard, and I’m from Shaftsbury in Dorset.  I’m 30 years old and five years ago I was diagnosed with Long QT Syndrome.  I had a series of about three or four seizures and it wasn’t until the final seizure, when I was 25, that I was actually diagnosed with it.  I now have a pacemaker, which is keeping me ticking over nicely and I also have a beautiful daughter, Grace, who I have brought a picture of to show you.  Thank you.  

My name is Louise, I’m 30, and I’ve got Familial Dilated Cardiomyopathy.  I walked into my dad’s house one day and I found him lying dead.  He was 42.  His brother had also died with it, my grandfather died of it and a lot of my family have got it.  I have had an ICD since I was 18 and six months ago, a girl I have been friends with, since I was 6 years old, dropped dead of Long QT Syndrome, we think, after being misdiagnosed, as being a drama queen and a hypochondriac and I know very much that if she had had an ICD she would still be here.  

Hi there, my name is Mike, I’m 24.  Back in November I was playing a game of rugby and I collapsed with a cardiac arrest.  I was later diagnosed with ARVC which is Arrhythmogenic Right Ventricular Cardiomyopathy, and I had an ICD and have been well ever since.  

ALISON COX:

Can I just say, what Mike omitted to say was he is a medic and he actually dropped dead, or effectively went into a coma, during a rugby match, and he was resuscitated by all the medics that were there.  Fortunately, everybody was a doctor, so they had a rota, waiting for the ambulance to arrive, which got lost.  He was kept alive for 25 minutes, and usually a person is brain damaged after two minutes.  Anyway as everybody was worrying about that, he got to the hospital and within weeks Mike was back and finished the fourth year of his medical course, so isn’t that amazing.  Thank goodness for the doctors.  

Hello, I’m Dr Driver.  I am a 27-year-old.  I used to have Wolfe Parkinson White Syndrome.  I have had four cardiac ablations, so I’m free now.  All I can say is we are the [lucky ones?]……………………We are lucky.  We have been diagnosed.  It’s the kids out there that are not diagnosed.  That makes the impact.  On the poster down there, you see all the faces.  Have a good look at those, and the impact sits in your heart.  It makes me cry almost, because I’m lucky, I’m cured and I just hope that one day we can screen all young kids to pick up all these cardiac anomalies and make them safe so that nobody has go through the trauma of having to lose a child, because its awful.  I’m an emergency medic, I work in A & E in Leeds.  We’ve had a few of these come in and its heartbreaking to be working on a child and you have to tell the parents ‘I’m sorry, there’s nothing happening,’ so please support CRY.  I’m proud to be part of CRY, I’m proud to be friend of Alison and for myself thank you for supporting CRY, it’s been great.  

My name is Tony Eames.  I’m 26-years-old.  I was diagnosed at the age of 12, after having roughly a thousand attacks, so it was ………….every single day and I tried to do this speech at school and fell over, so just standing here in Parliament, looking out over the Thames, is quite an achievement as it is.  I think the key thing is, like David said is that standing here today is about the work of CRY and I’m lucky to say that I can live my life through a check list and the answer to the check list every day is to achieve things and to make sure that I can do things that some people are unlucky enough and haven’t been able to do, so I kind of make sure I live my life to make sure that we enjoy it and again I hope that one day this surgery gets fuller and bigger and we will need a bigger venue for all of the young ones, so thank you guys.  

ALISON COX:
What Anthony didn’t say was that between the age of 4 and 12 he had these panic attacks, as they told him, and wanted to put him in a psychiatric institution which his parents refused to do.  At the age of 12 they finally looked at his heart and that was when things started to improve for him and he was allowed to play sport, so his childhood was denied him but, my God, is he making up for it now.  

My name is Julie.  I am 29.  At the age of 21, I caught Viral Myocarditis which shut down all my major organs.  I was rushed to hospital.  Within a week, on was on six life support machines and was told that I couldn’t have a heart transplant.  I was going to die before that, so they inserted an artificial heart for six days.  I was the first person in the country to have the operation and the first person in the world to survive it.  I’m in the Guinness Book of Records for having no pulse for six days, so that was an achievement in itself, and now I’m absolutely fine, just on medication, but, hey, who cares?  

ALISON COX:
And what Julie didn’t say, was that she came within 20 minutes of full organ closure by the time she got to the hospital.  She had 20 minutes left to live to have the surgery.  

Hi, my name is Kerry.  I’m 28-years old and I was diagnosed with Wolfe Parkinson White Syndrome when I was 16.  I collapsed brushing my hair, I wasn’t even doing any sport and I was rushed into hospital, had a heartbeat of 260 bpm and I’m lucky to be here and I’m grateful to the doctors I had at the time and I’m still under Cardiology now.  I  have had two ablation surgeries, which have worked, thankfully.  I still have issues, but, like Julie says, ‘hey, we are here’.  We know CRY has done so much to help me.  Alison has been a God send, I didn’t even know CRY existed until I met Alison and I’m so grateful to her for introducing me to CRY.  

Hi, I’m Laura.  I’m 16 and my dad died when I was four of Long QT Syndrome and it was then found that both me and my big sister have it and I just want to say a huge thank you to CRY, to everyone here who is supporting it, because without you guys I couldn’t be here and neither would my big sister and her son, who we don’t know if he has got it yet, but hopefully he won’t but thank you.  

ALISON COX:

Laura’s big moment came when she was invited by Roger Taylor to be the person tossing the coin at Wimbledon and she has got a picture which is iconic now, because the Department of Health certainly use it whenever they are launching bits and pieces about Sudden Cardiac Death and she is standing between Andy Roddick and Roger Federer with an ever such big smile on and a CRY shirt, so thank you.  

My name is Bradley.  I was diagnosed about five years ago with Brugada Syndrome and I just collapsed at work and I was sent home several times by the hospital but taken very harshly back by my mother, who wasn’t happy, and then I was diagnosed with it and I was fitted with an AICD.  I’ve known Alison since then.  What a lovely, great lady she is, and there is not really much more I can say that hasn’t already been said, apart from please just keep supporting us, we need a lot more support to get to our goals and thank you for being here tonight.  

ALISON COX:

And what Bradley didn’t say, was that the very first time he dropped, he didn’t realise he had died.  He had hit the floor so hard, it re-started his heart.  They told him he had a faint and he had to then come to terms with it later, the fact that he actually died and he had just been lucky to hit the floor so hard, because he is such a big chap, I suppose.  

Right, and now we have got our big star, Ok, I’ll help you, I promise, I have got it all written down.  This is Arrie, he is ten.  

Hello, my name is Arie and I am ten years old.  I live in Streatham and I collapsed on the football pitch and I have been diagnosed four months ago.  Thank you.  

ALISON COX:

I am going to read what he actually said.  Would you mind, it’s so beautiful.  ‘Hi, I’m Arie.  My name is Arie Hunt and I’m ten years old.  I have just been diagnosed with Long QT Syndrome.  It took me a while to come to terms with it, but coming to the meeting and hearing Alison and the rest of the group has really helped me.  I’m still very upset that I can’t play football any more, which I love so much.  I dreamt of playing for Arsenal and England one day.  Oh well, I was half way there when I collapsed on the pitch, during the match for the second time.  I would like to say thank you to CRY and everyone else for talking to me and listening to me, (because he came to our last Surgery Supporters club meeting) and that you were all so fantastic and you helped me so much.’  And I think we did, thank you.  

Hi, I’m Lisa, I’m 19.  I was born with a hole in the heart but it went undiagnosed until I had pneumonia.  I had a double by-pass when I was three and various medication failed to cure anything so I had my first pacemaker when I was five.  I’m now on my third pacemaker and I’ve had two ablations.  When I was nine they said that I had two months to live and I should go home and enjoy the time I had.  I did that.  My parents tried doctors in Germany and America, and they couldn’t do anything.  Dr Ward, and adult Consultant in St George’s, said that he would try an ablation.  He did that.  The first one didn’t work, and the second one did and it has ever since.  I owe my life to him and I now owe also to CRY, who helped me through so much and I really appreciate it.  

Hi, my name is Sharon.  Two years ago I was diagnosed with Wolfe Parkinson White Syndrome.  I had nine different ……….  Lucky to say that in September I had an operation to cure me.  Since I was diagnosed, I contacted CRY and they have been really supportive.  It’s a long wait, for me to have an ablation.  The answer to all my questions and the primary school teacher and a boy in my class, his sister was diagnosed with Wolfe Parkinson White Syndrome and also the nephew of my classroom assistant and because they knew I had had this illness and they knew the symptoms, luckily they went to their GP’s and found out about it and they were cured and I just want to say if they hadn’t met me, what would have happened to their children?  

ALISON COX:

So, what an amazing gang.  What a lot of energy.  This is what we are about, isn’t it?  I would like to say a very special thank you in concluding to those of our Bereavement Supporters that are here tonight, who have all lost their children or partner and I think they are incredibly brave to come.  They have had two years of training, through a Department of Health grant, which has enabled them to have the confidence to know that they are saying and doing all the right things in counselling other families that are going through the same, excruciating experience of a loss.  Thank you, you are very, very special to us and to be able to stand here and see all these kids, too, makes you very special indeed.  Thank you, thank you everybody, thank you for supporting us.  We really need you.  Thank you David, putting your flag above our boat, we really, really appreciate it and thank you and have a good time.  

DARI TAYLOR:
This has been a long night everybody, and I’m well aware that the wine hasn’t been circulating easy, so panic not, I’m not going to speak for very long. 

I wanted to say actually a number of things.  I tell you, the one thing for me that is so pleasing is that I look around the room and so many of you wink at me and it’s like I have become part of that charity group, Cardiac Risk in the Young and so thank you very much for winking at me.  Will you please keep on winking at me?  I like it very much.  

I wanted to say to you, most particularly, all of us can keep it going, yes we can.  That’s for sure, but I tell you what, we can’t keep it going without all of you.  You’ve heard everybody say tonight, we have 95 Members of Parliament, who are part of the All Party Group.  That is quite astounding.  That is absolutely quite astounding, because we don’t trip it anywhere around the world.  We work in this grouping, but the straight fact is, in the Cardiac Risk in the Young, the charity, there are 800 members.  That is our potential army.  That is our force and I want to say to all of you, we have put out a questionnaire, to your PCT’s, the Primary Care Trusts.  We want to know ‘what do they know about Cardiac Risk in the Young?’. 

You have heard all our youngsters talking about their diseases, as if everybody would understand them.  They don’t understand them.  So we want to know what do the PCT’s know?  We want to know what do the General Practitioners know? 

The straight fact is, they don’t know.  We still have the situation where people are fainting, fitting, black outing and they are saying ‘it’s stress’.  Nobody is considering that it’s one stage more.  That there could be a heart disease.  They are young, fit, active.  They are not 50, fat and smoking fags.  That is the tradition in hearts.  So, we really need you.  So please don’t think that Members of Parliament, however much I thoroughly adore my colleagues, and Tim is still here, and he is probably one of the few that is still here, because actually, well, they’ve gone.  To some of my colleagues at the back, well done, brilliant.  Annette is still here.  The better looking Vince Cable is still here, but we need you.  Let me tell you now, a letter from you, to your Member of Parliament, asking your Member of Parliament, to ask the PCT what are they doing about Cardiac Risk in the Young.  What are they doing about the National Service Framework, will really be so important.  

In politics we all know it.  You can persuade, as an electorate, or you can threaten, as an electorate, and I’m saying to you, you use either, or.  So let me say thank you very much.  I was delighted that Jeff Morland and Sandra received a very clear support from Alison tonight.  We are in the process of organising another dinner in the Northern region and we’ll keep on doing that because we know, money is crucial, but I couldn’t do it without them. 

I wanted to say to Greg and Alison, you are wonderful, keep going, we all know it.  I want to say to Roger, still here, Roger, brilliant so far, but we want more and you know it.  I wanted to say, most particularly to Tim, let’s keep talking, let’s keep persuading and pushing Government and I most particularly wanted to say to Ann [Mary] Sheppard, thank you so much.  We absolutely crucially need the pathology of a death.  If we don’t have it, we don’t understand why.  

So please, that small piece from Ann [Mary] tonight was so incredibly valuable.  You speak to your Coroners, please, you speak to your Pathologists.  We need them on board with us and of course then there was David Walliams.  Well my daughter is not speaking to me is she?  You know.  She said: ‘who is that, and you haven’t invited me to come?’  I said: ‘no’.  I’m going to pin him up against a wall, on my own.  I have to tell everybody, you see he is keen, he is keen!  I can see the look.  I’m mean, look, I have greased a turkey all my life.  I’m up for this, you know.  Thank you so much David.  I know it’s very, very difficult for you to believe politicians.  We desperately, desperately, ease into sweet words.  We mean it.  We need you on board.  We thoroughly appreciate it.  

Of course I have words for Simon.  Don’t think Simon you’re getting away with it.  I can hear you talking to the English of Rugby Union.  I want to know where’s the Welsh?  This woman happens to be from the Rhonnda Valley.  So where are you?  Has he disappeared?  Is he into hiding mode?  And when we hear about Grand Slams in the future, Simon, if you have go to talk about Grand Slams, you’ll be a bit more sensitive to the fact the Welsh are often at the back end of those Grand Slams.  

Let me just end by saying this.  I’m very, very keen to say to you ‘yes, we shouldn’t have these Receptions’, but I’m equally keen to say to you: ‘wouldn’t it be tremendous if in five years, we managed to move this issue, so that treatment, diagnosis and understanding of young people who have heart diseases that kill, that we have got to a point where we were down to nil, or the minimum, and we were coming back here to celebrate the fact’.  We need to say to each other ‘we are never going to end Receptions for Cardiac Risk in the Young’.  They are so important to us.  We are always going to say ‘we need all of you’.  We especially need all of you, but we are actually going to say ‘one day, someone will be standing here saying ‘let’s raise a glass, this last year we had no deaths from Cardiac Risk in the Young’’.  That’s our move.  So please everybody, the wine is over there, the tent is over there, and we are all here to talk to each other.  Let’s keep celebrating and working together.  Thank you everybody.    
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