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Intro (Roger Gale MP):  I’ve seriously ignored the lady on my right you’ll have noticed [Laughter] I didn’t introduce her at the beginning, unfortunately Sanjay sort of let the cat out of the bag a bit, but none of us would be here at all tonight, and none of this would be happening if it weren’t for Alison Cox who founded it, is the Chief Executive of it, runs it, bullies us all mercilessly, gets people to join, gets people like Phil to come onboard and generally makes it happen. So from now on this is Alison’s show and she’s going to talk to you and then she’s going to introduce what I will describe as her team. Alison Cox [applause]

Alison:  At the end of everybody’s speeches I'd just like to say one word and start by saying welcome to all of you who have come from all over the country to be here and we’re hugely appreciative and the room is absolutely full and I'm thrilled to bits with all the people that have come.  Before I forget to do so, because I’ll get into terrible trouble, I'd like to say thank you especially to all our MPs. I do have to keep reminding myself that  this is your house and we’re here because you’ve invited us in and I don’t want any of us to ever forget that, and what you do for us is huge, we can't get anywhere. Somebody said to me at the very beginning ‘you’ll never get anywhere, no matter what you try and do, unless you make some noise in parliament and somebody starts listening’, and we do feel people really have started listening, thank you to all our MPs.  As I think it was Roger who said, 125 have joined us, and actually there’s 659 of you, so what about the rest of you? [Laughter] Okay, don’t forget, we’d like to have you all joining us.  It affects all of you, this is indiscriminate what happens.
My job now is two things. One, this is our 7th year and for some reason people say nice things about me, probably many more nice things about me tonight than they do for the rest of the year [Laughter] but they’ve paid tonight so they have to say nice things about me tonight.  What I really would like to say is, I would be absolutely useless without my team and we’ve got an awful lot our team here. I don’t know if any of them are in the room, but Kerry was on guard at the door, doing all the things about letting people in and not letting people in at the right time. He manages CRY, does an awful lot of important stuff in the office, I'd like to thank him. And I would like to thank my Deputy, Steve, and a bit of nepotism here, he’s my son [Laughter] sorry about that, but he got his Doctorate in Epidemiology and Public Health. I can't add up to save my life no matter what I was threatened with, but Steve is really very good at it, and without his insight and his understanding of the importance of research, and Sanjay will verify this, the whole research programme would not have gone forward the way it has, and he has made an enormous contribution, and in particular I dumped on him the full responsibility for organising the Test My Heart Tour, which I think anybody who was involved was really quite stunned by, and we were particularly too, thank you for Philips for that, and particularly to Steve for sorting out all the supermarkets and everything else, and also to all our doctors. 

I'd also like to say a big thank you to out Trustee Board, they’re here sort of incognito but they’re dotted all over the place and you’ll see ‘trustee’ on their badge and say please a very big thank you, they are very quiet about the contribution they make, it's huge. I'm going to finish off because I know our patrons and everybody else, I've been listening, has been thanked, so I'm not going to thank everybody else again, but I would like to thank Roger for doing all the things and saying all the things he’s done, and remembering them all in the right order, that was really remarkable [Laughter]. But my little spot tonight is particularly two things, I want to thank Sanjay and I want to actually raise the flag. It's a big night for Sanjay, we’re announcing he’s been made Professor [Applause and cheers] and you heard him talk and more than any other Consultant Cardiologist he brings tears to my eyes because his understanding and how he’s prepared to listen to the feelings and try and get inside and underneath that great big clanking gate that comes down after a tragedy and he really, really does listen as all of you will have heard. It makes him very special. I didn’t think anybody else would ever think him as special as we have always thought you were, but for somebody to think you were worth making a Professor is just amazing [Laughter].  He’s the first cardiologist in his year of course, he’s 44, incredibly young to be a Professor, and we are absolutely thrilled with St George’s for taking you on as Professor for Inherited Cardiovascular Disease and Sports Cardiology. The first time that has been set up anywhere as far as we know in the world, a clinic that’s combined to cover all the options and we’re very, very thrilled to have you onboard with us, and don’t you think we’ll ever let you go [Cheers and Applause].
Now my real point now is just to finish with what we’re all after, and that’s our kids that have been diagnosed in time and are being treated. They’re all over the room. I wonder if they could slowly make their way down, and I will keep talking. This time I've been told… restricted by Roger and I cut back, so you’re only going to hear from three of them. Up until now every year we’ve got more and more of them. We started with three the first year in 2002, and last year I think I got 13 of them to speak, and he said that was enough. He said ‘you can have two’, so I made it three [Laughter] and we’re going to hear from three of them. You’re Jade? I haven’t met you yet, that’s terrific. Jade, and Danii and James, but I would like the rest of you just to come and stand around, because what I wanted to say was this – this is what we’re about isn’t it?  This is what we’re trying to do. We’re trying to reach out and find people in time, and talking to any of these kids – you know when I started CRY in 1995, I wouldn’t like to tell you how many, many of the consultants said to me ‘Alison, better not to know, leave it alone. You don’t know what you’re doing. You’re going to open up a hornet’s nest, better not to know’. Every one of these kids will tell you ‘huh’ wont you? Right?  These are all kids that know – I remember what Rebecca said ‘I really had a problem with it in the beginning, my ICD’ – many of them have got Internal Cardiac Defibrillators in – she said ‘but now it's my best friend’.  Others will say that, and it's a great conversation starter [Laughter], others will say all sorts of different interpretations of that, but they are a remarkable group, we have tremendous fun when we get together. You don’t turn up often enough at our meetings as we know, which leads me onto another thing – this is the night we’re launching the beginning of our magazine, which is in the first place only two pages, it's going to be a proper pukka magazine in the end by the time you’ve all finished contributing properly as you do, to it [Laughter].  We are also launching tonight, we’ve got the two Janes, Jane Stubbs and Jane Slack. Can you put your hands up where you are Jane and Jane?  There we are, at the back. We are launching next year, and because of our screening programmes expanding we’re finding more and more people, we’re diagnosing more and more people, and so ‘okay what are you going to be doing with them then?’ they say to me.  And what we’re going to be doing is we’ve been having a clinic, well meetings, I won’t call it a clinic it sounds horrible, sorry I don’t mean that being mean Sanjay, it's not meant to be […?...] [Laughter], but clinic isn’t the right word, it's a meeting day, Sanjay and Elijah have taken these events themselves. They talk to the kids informally about their conditions. We have a counsellor who comes and gives them group counselling. And they also get the opportunity to meet each other. We’ve got a surgery support, as we call it, a ‘surgery supporters network’ and we are launching, with the two Janes, in the Midlands at the – well you’re associated with the Queen Elizabeth Hospital in Birmingham, and Jane Slack is a counsellor up at Leeds General Infirmary, and they’re going to be taking it forward so we will have meetings in the North, we will be having meetings in the Midlands and we will be having meetings in the South, and that will be the beginning of us eventually having these groups all over the country. So in five years time I will be telling you we’ve got about 10 groups and they’re in every region of the country to be dealing with the enormous number of kids that we’re going to be finding, instead of all the other terrible things that we know happen.

So, what I'm going to do now is, I'm going to shut up because it's all time you had another drink I know…
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