Speeches - Launch of CRY Centre for Cardiac Pathology


Alison Cox:  And that moves us onto our next speaker who is Rupert Hunter. Rupert Hunter I'd like to pay tribute to the enormous courage of Rupert and Stephanie that they have had fundraising that has been done on behalf of you, on behalf of Seb, on behalf of Howard, has been enormously moving for all of us. There are many families here tonight that have had fantastic responses to their fundraising, and I know that Rupert speaking tonight is not just speaking on behalf of Seb and Howard, he’s speaking on behalf of all of you that are here and that have had and suffered one of these tragedies. So here’s Rupert. (applause)

Rupert Hunter:  Thank you Alison. Sudden death in a person of any age is shocking. Sudden death in a child is unbearable. Sudden death in a child which could have been prevented is a parent’s worst nightmare. Sebastian falls into this third category and was robbed of his life which he so wanted to live to the full.  He died four years ago aged 15.  Ten years earlier sudden death also robbed Sebastian’s natural father, Howard, of his life.  He was just 32.  Both were super fit but collapsed and died whilst playing rugby, the game they so loved.  Although completely devastating Howard and Sebastian’s deaths are not unique as so many families here tonight are only too aware.

When it was established that the cause of Sebastian’s death was a genetic heart condition known as ARVC and that Howard’s death was clearly not the tragic one-off that Steph and her family were assured it had been, it was essential that Sebastian’s two siblings, Sabrina and Titus, were checked immediately.  Through ECGs and echoes they both appear to be fine and gloriously this has now been confirmed by a blood test and the weight of uncertainty has been lifted.  Soon after this however it became Steph’s passion to make misdiagnosis in sudden death victims, and the horror of multiple death in families, a thing of the past. Bereaved families deserve this at the very least and must not be told that their child had just died of natural causes, or that the cause of death was unascertained.

CRY is a remarkable and wonderful charity. It gave Steph the platform to express her views and wishes. Not only did CRY listen, they sought expert advice, have acted, and created this marvellous Cardiac Pathology Unit.  Thanks to the efforts of so many of you here today, Alison and her devoted CRY team, the CRY patrons, the CRY MPs, the medical professions, our London Marathon and Bath Half Marathon runners, our Three Peak Teams, our Summer Picnickers, our Haslemere Rugby Club supporters, so many individuals at Sebastian’s schools - Amesbury and Lord Wandsworth College - our wonderful family and friends.  Because of your amazing generosity, both financially and in the time you keep devoted to our cause, CRY has been able to fund Mary’s department and developed a Centre of Excellence in Cardiac Pathology which will hopefully become the norm. There is no doubt that if Howard had died within this current set up Sebastian would have lived.  

Steph’s simple goal four years ago was to ensure that when a family suffered a tragic loss it was essential that an accurate and speedy diagnosis was made, other family members were checked and if necessary treated, thereby preventing multiple deaths in families. That surely isn’t too much to ask is it? And for the sake of Andy, Ryan, Nina, Leon, Robert, Jennifer, Adam, Laura, Tom, Katrina, Simon, Hannah, James, Christopher, Katy, Paul, Andrew, Charlie, Sarah, Michael, Stuart, Jane, Phillip and Graham, all those brave souls on the front of the CRY postcards, and of course Howie our darling Bas and countless others, this Unit Centre will be the start of something very special and will save many lives.  (applause).

Alison Cox:  Thank you for that wonderful, wonderful talk. Special congratulations of course on your very sporty achievement of your Three Peaks Challenge that raised over £100,000 in one event, and many of those people that did that manic, what would you call it fundraising event, altogether to go up three peaks in how many hours?  How many hours did you have?

Rupert Hunter:  22 something or other.

Alison Cox:  22 including the travel, and you cover quite…anybody whose done it will know how much travel there is involved, so a fantastic achievement and a huge contribution to what we’re going to be able to achieve with the Centre for Cardiac Pathology. Thank you.

