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9.30 am
Mr. Kevan Jones (North Durham) (Lab): I am pleased to have secured this debate during arrhythmia awareness week. Early-day motion 617 has been tabled by the hon. Member for Hereford (Mr. Keetch), and it is timely to focus this morning on one aspect of arrhythmia: its threat to young people.
I declare an interest as the chair of the all-party group on cardiac risk in the young. When I was elected in 2001, I was, like many people, totally unaware of the tragic consequences of cardiac death in the young. I came to it, like many people, because of a related personal tragedy: the death of Levon Morland, the son of my good friends, Jeff and Sandra Morland. Jeff was a full-time trade union official for the electricians’ union and then the Amalgamated Engineering and Electrical Union.
Jeff’s son died in terrible circumstances. He went to bed one night and when his mother went to wake him the following morning she found him dead in bed. The circumstances were heartbreaking and, unfortunately, they are repeated weekly throughout the country. Since then, I have worked closely with the charity, Cardiac Risk in the Young, and I pay tribute to the founder and chief executive, Alison Cox, who works tirelessly on behalf families and supports people such as my friends, Jeff and Sandra Morland.
CRY’s work has three main strands. It raises awareness of sudden cardiac death in the young, saves lives through some of its work on research and screening, and reduces the anxiety of family members who are left behind. Because sudden cardiac death in the young is not well known, it does not receive great attention, and I pay tribute to CRY’s work during the past few years in raising awareness. We all assume that people die of heart attacks in their old age or middle age when they develop symptoms, but sudden cardiac death in the young is much more common than we like to think. Research so far suggests that one person in 500 has some sort of hypertrophic cardiomyopathy, making it five times more common than cystic fibrosis, which is well known.
A recent study in Iceland is worth examining. It suggested that 1.47 of the 100,000 population aged under 35 die of sudden cardiac failure. That major study examined death certificates spanning 30 years and found that the incidence was higher in men than in women. The figures reinforced CRY’s message that 400 apparently healthy young people die every year, which is eight young people a week. I shall explain later why some of those figures are not recorded.
The all-party group that I chair now has 112 right hon. and hon. Members, and during the past few years we have worked with CRY and CRY families. I pay tribute to those families who have lost a young person because anyone who meets them can only be inspired by their resilience and determination that some good should come out of their personal tragedies. That is expressed in two ways: fundraising to enable CRY to continue its work, and their enthusiasm in trying to spread the message. Sandra and Jeff Morland are an example. Since their son’s tragic death, they have raised some £100,000 for CRY, ably assisted by Mr. Jack Doyle, another former trade union colleague, and my hon. Friend the Member for Stockton, South (Ms Taylor). They have worked tirelessly to raise money, and that is repeated throughout the country by CRY families. I know that Alison Cox and CRY’s officers greatly appreciate that, because those families work hard to ensure that some good comes out of their tragedies.
One issue has been to raise awareness, and I played a small part in CRY’s postcard campaign in 2004. It was launched in every region and encouraged CRY families to write to MPs and other opinion-formers, and to the devolved Administrations to draw attention to the tragedy of the eight young people who die weekly from sudden cardiac failure. I understand that the campaign will be relaunched this year. It is a dramatic way of raising awareness of sudden cardiac death in the young. The dramatic front page is a postcard with eight photographs of young people. They are not models, but young people who have died of sudden cardiac failure. That brings the issue home.
I was at the launch of some of the campaigns, and meeting the parents or partners of the people shown on those postcards brings home the issue, especially when they explain not only how those young people died, but what they were doing. It is difficult for many people to understand the tragedy, but there is a story to each death. Many of those young people were active in sports and many, like Levon Morland, were just starting out on their professional lives. The issue becomes personal when one sees the photographs on the postcards.
I pay tribute to my hon. Friend the Member for Stockton, South, and I am pleased that she has been able to attend this debate. In 2004, her private Member’s Bill paved the way for a new chapter on arrhythmias and sudden cardiac death to be added to the national service framework for coronary heart disease. I pay tribute to the Minister at the time who took that on board in the Department of Health and recognised that that new chapter was important. It was not just written and set in stone; it was developed over time and we must continue to revisit it. It has raised awareness of sudden cardiac death in the young up the political agenda and within the medical community.
Another issue in which CRY is involved is saving lives through testing and screening with electrocardiograms for young people. I accept that that is controversial and that some members of the medical profession are sceptical about whether that is the correct way forward, but having seen the evidence, I am a strong believer that mandatory testing for young people is the way forward. I shall refer to some of the international evidence showing that it has a positive benefit. If it could avoid just one photograph being on the postcard in future, it would be worth it.
Research in Italy has shown that since 1982, any young person taking part in competitive sport must be medically screened with and ECG. That research has shown that some 2 per cent. of those screened have some type of cardiac arrhythmia. In the research done since then, the figures speak for themselves. From 1979–80 to 2003–04, the annual rate of sudden death among athletes decreased by 89 per cent. That is an astounding figure. One might ask whether that is a one-off, but during the same period, instances of sudden cardiac death among the non-athletic population in Italy did not change at all. Those figures show that screening is identifying individuals with the problem. Likewise, if we compare the figures with, for example, the United States or other countries where people are not screened, the contrast is clear. The Italians have got it right and have shown that screening helps to identify young athletes and others who are at risk.
The other problem associated with sudden cardiac death in the young is that although it is the people who die on the sports field who sometimes get the publicity, many people die away from the sports field. In addition, some people have self-selected themselves out of competitive activities because they have exhibited certain symptoms. The arguments show that screening is well overdue. CRY is setting up testing centres in different parts of the country, and I am working with it to try to get one in the Freeman hospital in the north-east. We are in negotiations on that. Having testing centres would help many families.
Controversy over testing is caused by people saying that it raises anxiety levels among the individuals concerned and their families and siblings. It is clear that some of the conditions are hereditary, and that siblings can be found to suffer from similar problems. It is important to tackle the issue of anxiety, and to be fair to CRY it is trying to do so. It is not just a matter of randomly testing people and leaving them. If, for example, someone finds that they have sudden cardiac arrhythmia, support needs to be given afterwards—not just to the individual youngster, but to family members.
I am convinced that testing is needed. The next major step forward that we need to campaign for is to have a similar system to that in Italy. That would mean that young people who take part in competitive sport must go through some kind of ECG test. We should also consider whether to go further and build testing into school medicals. For example, I believe that when youngsters go from primary to secondary school, they have a medical—I do not know whether they still do, but before I went to secondary school, I had one—and I would welcome consideration being given to building the test in at that stage.
Within sport, there has been some movement on the issue. I pay tribute to the Secretary of State for Culture, Media and Sport. When he was a Back Bencher, he spoke about the problem at the first event that I held on the subject. He, too, came to the issue because a constituent had raised with him a problem related to a personal tragedy. I was pleased that, a few months ago, the Chancellor of the Exchequer allowed CRY to use No.11 Downing street to launch profiling screening in sport—along with the Football Association, the Professional Footballer’s Association and the Football Foundation. The Secretary of State has been pushing the issue with the Football Foundation, and I know that the Minister present also attended the event. It was a great event and many of the CRY families were there and gave a lot of support. They are raising awareness of the matter among young footballers. The FA and the PFA are introducing voluntary screening for 16-year-olds and are considering whether mandatory screening can be introduced across the board. If organisations such as those support the campaign of awareness, it does a great deal of good.
The concentration on sport over the next few years in the run-up to the Olympics in London will also provide an opportunity to raise the issue. CRY and Alison Cox are working hard to raise awareness among the professional bodies of other sports. The Olympics is a great opportunity to try to do something specifically in relation to cardiac risk in the young and screening.
I mentioned the work of the all-party group, but I must also thank the Department of Health because it has been proactive not only in listening to what I and other members of the all-party group have said, but in working closely with CRY. A few weeks ago, I was pleased to attend the launch of the new fast-track pathology service for coroners at the Royal Brompton hospital. The service is a ground-breaking and I do not think that it is provided anywhere else. Dr. Mary Sheppard—one of life’s characters—is a dedicated clinician in that area. Under the service, coroners can send away the hearts of young people whom it is suspected died from sudden cardiac conditions and get a fast-track diagnosis.
The service, which has been funded by CRY and by the fund-raising efforts made on behalf of those young people who have died, does two things. First, it gives a fast-track solution to coroners and allows them to get expert advice and diagnosis on what the young person died of, or what the problem with their heart was. Secondly, the service helps families by providing a quick turnaround on a diagnosis. Having spoken to many CRY families, I know that one of the things they ask when a young person who has been healthy until that day dies is, “Why have they died?” They need an answer to that and the service is invaluable in providing that.
Mary Sheppard is also building up the research and data on the subject, which I know CRY is dedicated to doing. It is only by incrementally building up the data that we will get a better understanding of why healthy young people suddenly die. On a note of criticism towards coroners, it can take many months or possibly a year to get a diagnosis, and the speedy service helps with that. The service is also important because it allows siblings to be tested. It is clear that if a young person has died, their siblings could also be affected. Early intervention and screening is important in that regard, and it also helps with the associated anxiety and with answering the question of why this happened.
I turn to the forthcoming coroners Bill, which I understand is in the draft programme and will be in the Queen’s Speech in the autumn. CRY and I have pressed hard for that legislation. The current coroner service is patchy and is based on an archaic system. When I was in charge of public health in Newcastle, I remember being told by the chief officer that I had to appoint a coroner. I said that I did not realise that that was my responsibility, to which he replied, “Oh yes it is.” It was only when I had to go through the process of appointing Newcastle’s current coroner, who is a very good individual, that I realised how ad hoc the system is.
We need not only a well-resourced coroner service—it will take money to achieve that—but a system whereby sudden deaths are examined in detail and treated uniformly. The difficulty at the moment is that if young people die suddenly during sport—for example, in a swimming pool, while riding a bike or even by falling out of a tree—their death is put down to an accident, when in many cases they died because their heart stopped beating. In a number of cases, the deaths of individuals in swimming pools have been put down to drowning—a tragic accident—rather than to sudden cardiac failure. It is important that we establish a standardised system for coroners throughout the country, so that cases can be referred and the data properly collected. I do not think that the data are properly collected at the moment. I hope that when the coroners Bill comes before Parliament in the autumn, the Minister taking the Bill through the House will meet representatives of CRY so that she can hear about issues that need to be included in the Bill, because I think that coroners, too, would be educated by some of the wealth of information that CRY has obtained.
The campaign to raise awareness is aimed not only at the general public, but at GPs. Some GPs clearly understand the subject, are on the ball and are aware of the referral process and what the possibilities are, but sometimes we expect GPs to be experts on everything, and this area is a specialism. Part of the work by the Department of Health could involve saying to GPs, “This area needs to be looked at closely.” I talked to Alison Cox this week and discovered that only last week, CRY had a case involving a young chap of 27. He had visited his GP with swollen ankles and breathlessness and was treated for tonsillitis. Unfortunately, two days later he collapsed and died. Sadly, that is not an isolated incident. There are numerous cases of young people having presented with symptoms of cardiac arrhythmia, yet that has gone undetected. Levon Morland was diagnosed and more or less told to get on with his life, but there are simple procedures that can be followed. Pacemakers can be fitted and other things can be done that will ensure that people do not suddenly become another statistic in the long list that we already have. Trying to get that across to GPs is important, and that is one thing that the Department of Health can do.
It has been a great privilege to work with CRY over the past six years. It has been a great privilege to work not only with Alison Cox and her team, who are very dedicated and passionate about ensuring that young people do not become another statistic, but with the CRY families. Many people are cynical these days and say, “Oh, what can politicians or MPs do?” Well, as a Member of Parliament, if I can help to avoid one more family going through the tragedy experienced not only by Sandra and Jeff Morland but by the many families whom I have met through CRY, it will all be worth it.
9.53 am

Ms Dari Taylor (Stockton, South) (Lab): It is a pleasure to serve under your chairmanship, Mr. Olner. I congratulate my hon. Friend the Member for North Durham (Mr. Jones) on securing this very important debate. In March 2004, I had the great privilege of presenting to the House the Cardiac Risk in the Young (Screening) Bill. More than 100 hon. Members wanted to sponsor my private Member’s Bill and, on the day, the Back Benches were reasonably full of Members speaking to the substance of the Bill.
As my hon. Friend stated, the Bill was inspired by the tragic death of Levon Morland. He was an energetic, athletic 22-year-old—a young man with his life before him. In fact, those were the words that his consultant used: “Get on with your life.” He could have had an operation, but such operations are pretty nasty affairs and that was especially so at that time, so his consultant said, “Get on with your life.” The fact is that he has no life to get on with. The heartache that that has caused his family has been monumental. The community and many of us who worked with the family, especially Jeff Morland, as a trade unionist, understood clearly the depth of the heartache that they were going through.
Inevitably, questions were asked again and again about the tragic death of Levon Morland. The belief was that it was a needless death, and the hope was that we could start to understand why he died when he had been diagnosed with Wolff-Parkinson-White syndrome and was receiving medical support. How on earth did it happen? Levon’s death caused us to ask many questions, and we became more and more informed about the genetic inheritance of diseases that cause heart problems—cardiomyopathies—specifically in young people who are particularly athletic. As time went by, we understood more and more about such diseases, and with that understanding, we became more and more convinced that more widespread screening and easier access to screening would enable us all to understand the symptoms and the causes of that fatal heart condition.
Significant to that process was, without a doubt, Cardiac Risk in the Young and particularly Alison Cox, the founder member and chief executive of the charity. There was very close support from Dr. Sanjay Sharma, who is a heart specialist at Lewisham hospital. Those people put an enormous amount of time and energy into persuading politicians and the medical profession that there was a real problem with cardiac risk in the young that needed careful analysis and understanding. Once they had attempted to do that with the medical profession, they attempted to do it with politicians. We are never the easiest group of people to persuade of anything, but they convinced us that, with the appropriate screening and the right pathology, people would begin to understand the genetic nature of those diseases and, with that understanding, put together treatments that could be effective and prevent the needless deaths of young people.
That is where we started, and my hon. Friend the Member for North Durham clearly outlined much of the process that we went through, but it is appropriate to add that we managed to persuade the Department of Health. We got support from the Minister, but we also got support from Dr. Roger Boyle, who is the Government’s heart tsar. He understood that there was a gap in the provision and in the understanding of cardiac treatments, and when I withdrew my private Member’s Bill from the Floor of the House, I was offered a national service framework. For me, that became a medical model that would enable people to understand the symptoms that young people were expressing.
Those symptoms were often breathlessness disproportionate to action or blackouts or fitting, and medics, especially GPs, were keen to say that that was a problem of stress or asthma or had another cause. Slowly but surely, with Dr. Boyle and the national committee of experts that he set up, those myths were being exposed. We have seen that national framework introduce a process whereby individuals who experience episodes of sustained palpitations or unexplained impaired consciousness trigger in the health service either ECG monitoring or echocardiography. That begins to give medics an understanding of irregularities in the heart beat.

The national service framework has also put together a suitable bereavement package, so that parents and families can understand what has happened, and through that understanding, they can begin to cope much better. Sudden death is a hideous thing to have to manage, especially in young people.
Added to that, we have the expert post-mortem, which is crucial. It is absolutely and profoundly valuable, because it centrally defines causation. Without it, we will not know what caused the heart attack. The post-mortem has resulted in a welter of research, explaining why Marfan’s disease, Wolff-Parkinson-White syndrome and the whole group of cardiomyopathies occur.
With that knowledge, medical services are beginning to become much more specifically related to the needs of young people. We are starting to evaluate families that have had cardiac diseases; that is critical, because if there is a genetic trace, the children have a 50 per cent. chance of inheriting the disease. It is crucial to see the trace working.
All in all, I believe that the national service framework and the committee of experts have been working in a most persuasive way to enable us all to understand what is happening and what medical provisions should be put in place. I wish it were as perfect as I want it to be, but it is not. The charity, Cardiac Risk in the Young, and the Back-Bench group are constantly pressing for better local understanding. We hope that the national service framework is being fully implemented, but we are aware that it is not.
My hon. Friend the Member for North Durham said that, in Newcastle, people are still pressing for a piece of kit that will enable effective diagnosis. That has taken from 2004 to 2008. We are four years down the line: how many more children and young people have died? Four a week? Eight a week? That is the scale of the problem; it is also the scale of the need. Good work is being done, but there is more to do.
We are—specifically, I am—concerned that GPs still do not understand the symptoms that they often see; they are not quickly tying those young people into the effective medical processes that could diagnose and offer treatment. There are gaps in what is being delivered, but I assure the House that what is being delivered is infinitely better today than it ever was.
It is incredibly important that Alison Cox is a member of the expert committee. She is also the chief executive of CRY. It is impossible to say no to her. She is a fighter in every sense. If she thinks that what is happening is not appropriate, she will say so; and if it is appropriate, again, she will say so. I am delighted that she is a member of the committee. She is taking up the counselling process for all. Counselling takes place when a young person has died. We can all imagine how highly charged and emotional the situation can be. She goes in with her team and enables others to go in with their teams to explain and, we hope, to prevent the disease from occurring again.
Roger Boyle, another member of the national committee of experts, and Alison Cox have achieved—quite painfully, and with a serious fight—the recognition that cardiac risk can occur in the young and an understanding of why it occurs. That is a tremendous step forward. However, my hon. Friend the Member for North Durham is right that there is still scepticism. The absolute belief is that, to have a heart attack, one must be 50, fat and smoke fags. It is not true. One can be 15 and a seriously good athlete, with an inherited heart condition that could be fatal. It is about getting that understanding and that perspective. It is difficult to believe that someone who is so superb at his or her sport can have an inherited fatal condition.
Achievements to date have been excellent. I praise the work done on Teesside, most particularly at the James Cook university hospital in Middlesbrough. When my Bill was introduced and accepted by the Department of Health, the hospital had one electrophysiologist; it now has three. That is a great improvement. It widens access to specialist electrophysiology treatment, which is valuable. A cardiac genetics programme is also up and running. As I said, most cardiomyopathies are inherited, so the genetic relationship is crucial. That programme will therefore enable an understanding that, in some cases, but not all, genetics is the problem. Again, it is an incredibly valuable bit of kit.
Specialist nurses are being employed to support cardio-physiologists. Again, their work filters out into the community; it is explained to groups, young people in schools and parents what could happen if a young person has palpitations disproportionate to the activity that he or she is involved in.
We also have an arrhythmia clinic—a tremendous innovation. Sadly, it is available only in Redcar and Cleveland. I wish it were universally available, because it has a nurse-led team to do the screening. They support the work of the GPs, enabling them to understand when a problem is serious. They are incredibly valuable part of the complex delivery of treatment.
It would be totally inappropriate not to mention the charity, South Cleveland Heart Fund. The group works in the most persuasive way to raise funds. It has provided the James Cook hospital with an evoked potential mapping computer programme, which quickly diagnoses the problems being suffered by young people. It is a most valuable piece of kit. I offer the charity a big thank you; it is deserved. Again, however, a charity is raising funds to deliver essential national health service machinery. I do not criticise, but it tells us that, despite all the money that is being invested in the system, it still does not provide the answer.
The developments that we have seen in Middlesbrough are most valuable, but we still have a shortage of cardiac physiologists. There is a training process, but people have to be persuaded to become involved in that area of medicine, and a job still has to be done to achieve a full complement of cardiac physiologists.
In the past four years, we have seen the all-party group on cardiac risk in the young working in a very persuasive way. We are delighted with the work of the Department of Health. The committee of experts is an incredibly valuable addition. Chapter 8 of the national framework is valuable.
It is disheartening that a tragedy should have been needed to persuade Parliament and the medical profession to take seriously the fact that young people can have fatal heart conditions. I wish it were not the case, but I hope that Levon Morland’s family will accept that his tragic death has made us all wake up to the fact that we should include in the legislative programme the delivery of good health through a screening process and that we should have a greater understanding of what happens when sudden death occurs. I hope that the family accepts that it was not for nothing. It was not an accident but was caused by a fatal heart condition.

10. 09 am
Annette Brooke (Mid-Dorset and North Poole) (LD): I congratulate the hon. Member for North Durham (Mr. Jones) on securing the debate and on his work for the all-party parliamentary group on cardiac risk in the young. I was pleased that he highlighted early-day motion 617 on arrhythmia awareness week, which was tabled by my hon. Friend the Member for Hereford (Mr. Keetch). I pay tribute to the hon. Member for Stockton, South (Ms Taylor), who has brought her usual passion to the subject today. She always carries me along with her.
Sometimes, we parliamentarians think that we do not make much of a difference, but this is an example of making a real difference by working together with charities and the Government. I congratulate all the charities involved, many of which arose out of an incident in a particular family—those families, who have suffered, have shown great leadership and support. Obviously, we are going to refer mostly to Cardiac Risk in the Young, but I should like to acknowledge the many kinds of fundraising throughout the country to purchase equipment and push for change. It all adds to the partnership.
As well as the high-profile sports cases that hit the national news, I am sure that many of us know of cases from our local areas. A rugby team from our local comprehensive school was touring in New Zealand a few years ago when a sixth-former suddenly died during play. Distance added to that tragedy and made the situation more difficult to cope with. It affected the whole of the community that the school serves.
The precise incidence is difficult to quantify, but CRY has estimated that eight young people die every week of unexplained cardiac arrhythmia—400 per year—and throughout, it has continued to campaign for universal electrocardiogram screening of children.
We know that a number of types of cardiac disease affect young people and that symptoms and severity can vary from person to person—some patients never have symptoms. Sudden arrhythmic death syndrome can cause unexpected sudden death during or after excessive exertion. The reason for the onset of symptoms is not really known, and no particular symptom or complaint is unique. Many do not even realise that they have a disease—not until a member of a family presents are other family members screened and found to have a condition. The disease can be hereditary, so if a parent presents, there is a 50 per cent. chance that each child will have the disease.
Statistics show that the loss of a child is the hardest loss for families to bear. More than half of marriages in which a child dies break down. In cases of chronic illness, families have the opportunity to prepare in some way for the loss of a child, but because the heart abnormalities responsible for cardiac death in young people often cause no symptoms before sudden death, there is additional shock. As Professor William McKenna, who set up a clinic at the Heart hospital, has pointed out, SADS deaths are preventable and their impact is disproportionately severe. He said:
“It’s not like losing your grandfather at 92. Families fall apart.”
The average age for sudden cardiac deaths is 17. I have been re-reading the 2005 national service framework for coronary heart disease—chapter 8—and it is fascinating to see how much of what we are saying today is in it. For example, the aim of quality requirement 3, on sudden cardiac death, is
“to reduce mortality from sudden death and improve services for families”.
As the hon. Member for Stockton, South said, as well as the medical side of the matter, the bereavement package is absolutely vital.
National policies for heart screening vary from country to country—I was interested to hear the hon. Member for North Durham describe the Italian situation. In Greece, children are monitored from the age of four until adulthood, and in Japan, all school children are screened and given ECGs. I accept that screening across the board may not be feasible, but screening even of high-risk individuals is lacking—perhaps it is a postcode lottery, but I am not sure. All children with a family history of sudden cardiac death should be screened, as should children and young people who complain of palpitations and feeling faint.
Because the symptoms relating to sudden cardiac death, for example fainting or shortness of breath, are easily attributable to something else, such as asthma—it is easy to put that label on conditions these days—it is thought that the statistic of eight apparently healthy young people dying each week could be conservative. When the cause of death cannot be detected during a post-mortem examination, the inquest verdict can be incorrectly recorded as, for example, accidental death, asthma, epilepsy, which is sometimes misdiagnosed, or drowning.
CRY has campaigned for the screening of all secondary school pupils and offers screening to that group. When the Government issued their first NSF in 2000 describing the rights of patients, they did not acknowledge SADS, perhaps because only eight young people die of it each week, compared with the nearly 2,000 who are killed by coronary heart disease in the same period. Thanks to the work of CRY, the hon. Member for Stockton, South, who has shown great leadership on the matter, and many others, the chapter on arrthymia was added to the 2005 NSF.
I should like to pick up on some of the points that the NSF makes because, as has been said, a lot has been achieved in raising awareness, but it would be foolish to pretend that we do not have a long way to go. I compliment what has happened, but it is my job, on behalf of the Liberal Democrats, to ask the Minister where we are and what are the plans to take us forward.
The NSF states that
“it is particularly important that children and young people suffering from blackouts are expertly assessed”.
However, that statement was made in 2005. Will the Minister give us an update on how many specialist blackout clinics are in operation? What processes are in place to encourage referrals for GPs, accident and emergency staff, and other specialists?
When I looked on the internet last night, I saw that a blackout checklist has been developed by Syncope Trust and Reflex Anoxic Seizures to help doctors and parents. How widely is it used? The framework also said that the majority of those cardiac deaths are genetic. How far are we proceeding on genetic testing?
The markers of good practice for children and young people state:
“Every child and young person receives age-specific preparation, treatment, support and follow-up…Transition to adult services does not automatically occur at age 16 but takes into account the individual needs and wishes of the young person”.
How far are we moving along those lines? It is of course important to take on board the needs and wishes of the young person at age 16.
On delivering services locally, which was referred to, there are many occasions when the strategy at the centre is excellent, but we do not see changes on the ground. There is a long section in the NSF on what should be happening. It mentions
“guidance on making the initial diagnosis…improving access to a higher level of expertise”
And
“focused education of key carers”.
It says that:
“Those with long-term conditions may be managed in primary care and some will require hospital follow up”,
and mentions the idea that
“a multidisciplinary is key to…improved service”
and so on. My real questions, therefore, are where are we on the implementation of the framework and what plans do the Government have to take things further?
As has been mentioned, targeted screening has received some Government support. In February 2008, the Secretary of State for Culture, Media and Sport spoke at the 11 Downing street launch of the targeted screening campaign that was jointly organised by CRY, the Football Association, the Professional Footballers Association and the Football Foundation. That was around the time that Motherwell footballer Phil O’Donnell died, and his death not only gave us the impetus to highlight the issue of sudden heart failure, but got us into the mindset of seeing that young sportspeople should have a degree of screening.
The issue is how we extend provision to other sports activities. Most deaths do not involve high-profile sportsmen; many involve children whose lives might have been saved had the problem been diagnosed. The siblings and cousins of anyone who has died of cardiac failure have a significant chance of inheriting the problem. It is therefore of the utmost importance that they are screened and monitored for the symptoms of heart problems. The whole family may have the condition, and a second, third or even fourth shocking bereavement might occur if individual members are not checked—that has happened. It is shocking that 20 per cent. of people who die from SADS faint or black out during the previous year, while 25 per cent. have witnessed another sudden death in the family. The figures are there for us to see.
I congratulate CRY on making £300,000 available to coroners so that they can refer the case of a young person who dies suddenly of unknown causes to an expert cardiac pathologist, thus speeding up the inquest process and making parents aware of the genetic implications of what has happened to their child. In some ways, that might help families to come to terms with the loss of their loved ones, but it could also save the lives of family members and others who may be at risk. As other hon. Members have said, we must look for good to come from such tragedies.
The hon. Member for North Durham referred to the coroners Bill and he has urged us to see that there are ways forward. I, too, hope that Departments will liaise on this issue, because it is vital that they do so.
I was interested to read about the work done at the Heart hospital on family trees, and that is just one of the preventive measures of which we should make more use. More than half the individuals who have had family trees constructed are found to have a problem. I want awareness to be raised among GPs so that all children with a family history of sudden cardiac death are screened, along with young people who complain of palpitations or feeling faint.
The way forward is to pursue a step programme and gradually widen the scope of screening, and we have an opportunity to do that, because more and more young people are being encouraged to take part in sport in light of the Olympics. We could really add something to the preparations for the Olympic programme by making screening a special feature. That is worthy of consideration. We need to go step by step. If we do, we will perhaps reach CRY’s aim of universal screening. It certainly makes sense to take a step-by-step approach within some sort of a time framework. We need to prevent the needless deaths of young people.
10.24 am
Anne Milton (Guildford) (Con): I, too, pay tribute to the hon. Member for North Durham (Mr. Jones) for securing the debate and for his work with the all-party group. I also pay tribute to the hon. Member for Stockton, South (Ms Taylor), who spoke with considerable passion, although I understand that she has to leave the Chamber for an urgent appointment.
I pay tribute to the work of CRY, which was founded in 1995 to raise awareness of cardiac risk in the young. The fact that people can take a personal tragedy of immense proportions and transform it into a campaign to raise awareness, seek solutions and prevent the same tragedy from happening to others is outstanding. The work, resolve and positive attitude of the families involved is worthy of our highest respect in this place.
CRY also offers families support and counselling, promotes heart screening and donates equipment. It has also launched what I understand is the first centre for sports cardiology in the world. The hon. Member for Mid-Dorset and North Poole (Annette Brooke) mentioned bereavement support in particular, and the consequences of not having adequate bereavement support for families can be profound. The incidence of marriage breakdown and of depression and mental illness among parents and siblings is often undiagnosed and left at the bottom of the list and it is often not associated with bereavement. Dealing with such problems can take up considerable NHS resources—not necessarily at the time, or in the first year or two after the loss of a child, but many years later. We often do not count the cost of offering support in such cases.
Sudden cardiac death, which is dramatic, is thought to be caused by a heart condition that is brought on by exercise. We have heard a few statistics, but it is worth re-emphasising some of them. The hon. Member for North Durham said that sudden cardiac death is far more common than cystic fibrosis, which generally gets slightly more publicity. The figures for sudden cardiac death are, however, quite significant. Dr. Sharma, whom the hon. Member for Stockton, South mentioned, concluded that 395,000 people might have an undiagnosed condition that could trigger sudden cardiac death and that 130,000 of them are under 35. As had been said, that is often indicative of inherited cardiac disease. The Government have a real opportunity to prevent further tragedies by offering family members the appropriate care and screening.
The hon. Gentleman mentioned the association with sport. Like many people, I have a personal story. A good friend of my son’s played football every Sunday, but his family came home devastated one day because this young, fit 24-year-old had suddenly collapsed and died. That is devastating for a family. Why do we feel that a sudden death is so acute because the young person was playing sport? As the hon. Member for Stockton, South said, this is not about people being fat and over 50 and smoking fags; it is about young, fit people and about tragedies that we could avoid.
The hon. Gentleman also mentioned death certification and coroners, and there is no doubt that the issue needs addressing. It is difficult accurately to measure the deaths caused by cardiac abnormalities because when tragedies happen and young people die unexpectedly, the cause of death is often given as accidental or as the result of natural causes. CRY commented:
“In the UK unexplained ‘sudden death’, where there is no cause identified, is frequently classified as due to natural causes. Experts believe that the majority of these deaths are due to Sudden Death Syndrome or Sudden Cardiac Death. Until the law is changed and coroners have to refer hearts on to specialists we cannot find the true statistics.”
Not knowing the case of death of an apparently fit and healthy young child or other family member must be agonising.
The UK’s first ever fast-track pathology laboratory, which will help to analyse the causes of unexpected cardiac death in apparently fit and healthy young people, is very welcome. I gather that the unit, the CRY centre for cardiac pathology, is based at the Royal Brompton hospital, and was jointly established with support from Imperial college. The centre will allow coroners to refer cases directly and receive a full report on the cause of death, usually within two weeks. Currently families must endure a wait of anything from three to 18 months. One can only imagine how terrible that must be for them.
When I was at school—I am sure that many hon. Members will have similar stories—a young boy dived off the top board into the swimming pool, and was thought to have hit the bottom of the pool. I have no doubt, in retrospect, that it was an instance of the kind that we are discussing. I remember the top diving board being closed; it was a very long time ago, but there is no doubt that until we begin to find out accurately what causes such deaths of young people, we shall not make proper progress.
The hon. Member for Stockton, South, who presented a private Member’s Bill, and the hon. Member for North Durham raised the issue of what we do in this place, and the work that is done by members of all-party groups. I stress that I, like them, am questioned by constituents about what we do when we are not in the Chamber. Often it is commented that the Chamber is very empty. Today’s debate, in fact, represents the huge amount of valuable work that goes on almost behind the scenes, away from the glare of the television cameras. I am not sure whether doctors or MPs are the more difficult group to persuade. It is probably even-steven. It is often difficult to hammer home to hon. Members the evidence about an issue, and the truth of it—and is not it curious that it is often difficult to hammer it home to doctors too? We are probably as bad as each other, but that is why the work of CRY has been so invaluable.
The hon. Member for Mid-Dorset and North Poole mentioned the national service guidelines. Chapter 8 sets out clearly:
“When sudden cardiac death occurs, NHS services should have systems in place to identify family members at risk and provide personally tailored, sensitive and expert support, diagnosis, treatment and advice to close relatives.”
In a CRY survey carried out in March 2006, 97 per cent. of PCTs said that they had failed to develop a strategy for implementing any of the NHS guidelines outlined in chapter 8. Some progress has been made, and we must compliment the Department and the Government for that, but it has been very slow and turgid. Another CRY survey, from 2006, which was carried out in partnership with the all-party group, showed that 13 PCTs were taking active steps to review and improve their services. I hope that the Minister will bring us up to date and demonstrate what progress has been made, and how things are moving ahead.
The issue of specialist nurses has been raised. The Royal College of Nursing published a survey this week: 330 specialist nurses had been contacted, and there was still talk of vacancy freezes and redundancy. There are also numerous anecdotal accounts of specialist nurses having to undertake general ward duties, so that although on paper they show up in a head count as specialist nurses in practice, they do not spend time in their specialism. There is no doubt that specialist nurses can make a crucial difference. Working with cardiologists they can have a significant impact. The issue of GPs and diagnosis has been mentioned several times. Continuing education and the raising of awareness among GPs is exactly the sort of work that specialist nurses can do. The picture is not dissimilar with respect to conditions such as epilepsy. Children with epilepsy are left undiagnosed for months or perhaps even years because teachers and GPs are not aware of the implications of something that the parents or child might describe in terms that would not necessarily suggest a more serious problem.
I want to finish by asking the Minister what she is doing, what impact the debate has had on her thinking, and what she will do to encourage PCTs to do more to implement the national service framework. Time and again charities and organisations welcome, as CRY has done, guidelines and documents; but precious little happens by way of implementation. With every week that goes by without the implementation of the guidelines, another child dies and there is a personal tragedy for the family. The implications of that tragedy will probably go unrecorded, but the family will be left with the enduring suffering that they will have to bear for the rest of their lives.

10.36 am
The Parliamentary Under-Secretary of State for Health (Ann Keen): I congratulate my hon. Friend the Member for North Durham (Mr. Jones) on his success in the ballot, and I am grateful to him for continuing to raise awareness of this important subject, particularly through his work as chairman of the all-party group on cardiac risk in the young. I pay tribute to the group’s membership as a whole.
Every young death is a tragedy, but when that death occurs very unexpectedly in an apparently fit and healthy young person, in the prime of their life and with so much to look forward to, the impact is much greater. Hon. Members have expressed that passionately today. In this day and age, we have come to associate death with increasing old age. When young people are struck down before their potential is fulfilled, without the time for their families and friends to adjust and say goodbye, and when the fear that another family member may have inherited the same potentially fatal condition is added, the stress on the grieving family is almost impossible to imagine.
Most sudden deaths in young people occur, as we have heard, as a result of an inherited cardiac condition. It is often difficult to detect the risk beforehand, because the person will probably not show any symptoms. That makes it very difficult to find proactively everyone who would benefit from targeted support and treatment. As an absolute minimum, when a tragic sudden death occurs, we must do everything that we can to determine the risk to other family members and ensure that they receive the best advice, support and treatment.
Chapter 8 of the coronary heart disease national service framework, which was launched in 2005 and covers arrhythmias and sudden cardiac death, is the Government’s statement of intent for the development of those services. It states that, when sudden cardiac death occurs, NHS services should have systems in place to identify family members at risk and provide personally tailored, sensitive and expert support, diagnosis, treatment, information and advice to close relatives.
I will in a moment cover some of the key progress that has been made since chapter 8 was launched, but I want first to pay tribute to those whose hard work resulted in the launch of that important document. It is widely recognised that chapter 8 might not have come about without the considerable efforts of Alison Cox of Cardiac Risk in the Young, who I am proud to say was awarded a well-deserved MBE last year. My hon. Friend the Member for Stockton, South (Ms Taylor), who has apologised for having to leave to attend a Committee and who spoke passionately today, and the hon. Member for Mid-Dorset and North Poole (Annette Brooke) are also very able people who have contributed to chapter 8. We are keen to ensure that ownership of the policy is retained by all who had a hand in its conception and development and that they are encouraged to work together on its implementation. We are delighted that Alison Cox and other members of CRY, along with other patient organisations such as SADS UK, the Cardiomyopathy Association and the Arrhythmia Alliance, continue to be involved in the implementation of chapter 8 nationally and locally.
On the day that I was appointed to this post, I was fortunate enough to be invited to speak at a CRY parliamentary reception. I have endeavoured to follow the organisation’s progress closely ever since and to lend it whatever support I can. It is a privilege to be the Minister responsible for cardiac services, but with that privilege comes great responsibility. I hope that I can explain some of that work in my reply.
As well as working with the Department of Health and other national organisations to develop high-quality cardiac services for young people and their families, CRY provides significant funding to help join up and fast-track the complex range of services necessary after a sudden cardiac death to determine the risk to other family members, which is very important. In addition, CRY provides funding for research into heart conditions and has recently established, in collaboration with the Royal Brompton hospital, the CRY centre for cardiac pathology. CRY and all those involved in the development and ongoing implementation of chapter 8 are to be congratulated.
It is important to recognise how complex this clinical issue is. Families who have lost a loved young person and may themselves be at risk from a familial heart condition need access to specialist services provided by a range of different professions. If families are to be assessed properly and get the right information, support, care and treatment, the different professions need to work together. Getting the various service elements to complement each other takes time, and some might say that the development of such services has been slow, but it is important to recognise that many significant developments have taken place since the launch of chapter 8.
Under the auspices of the Royal College of Pathologists, pathologists and cardiologists have established a UK network of specialist cardiac pathologists to ensure that coroners can call on the right expertise in suspected cases of sudden cardiac death. My hon. Friend the Member for North Durham praised Dr. Mary Sheppard, and I add the Department’s praise for her work. The Department of Health recently funded the establishment of a database to record information on cases referred to those specialist cardiac pathologists; £35,000 was made available. The database should provide invaluable information on where and why such deaths are occurring, what specialist pathology is sought and provide cardiac pathologists with a local audit tool. My hon. Friend asked whether I would meet the relatives; of course I will, to gain as much information and knowledge as we can.
At the other end of the spectrum, the Department of Health issued a document in March 2007, setting out a blueprint for the development of specialist inherited cardiac conditions services in the NHS. We are working with service commissioners and providers to ensure that all who require a risk assessment for such conditions get a comprehensive assessment from a service with all the necessary expertise and knowledge, but it is what happens between the coroner’s involvement and assessment and treatment at a specialist centre that is crucial and needs to be better co-ordinated. Organisations such as CRY have made an enormous difference through patient awareness and bereavement support and by linking directly to specialist NHS and wider services. However, the Department of Health, with other stakeholders, is currently working with the British Heart Foundation to determine how the pathway for those at risk can be better co-ordinated.
The hon. Member for Mid-Dorset and North Poole mentioned specialist black-out clinics, which are being developed across the country. Manchester in particular has a specialist unit, from which many other units are learning and gaining expertise.
Anne Milton: When does the Minister expect those specialist centres to be available to people throughout the country? There is concern in many areas that services are patchy. It is important that they should be rolled out and available to everyone.
Ann Keen: Such services are being developed across the country. They are at different levels of development, of course, as I am sure the hon. Lady appreciates. To sum up today where we are with them is not possible. Every clinical expertise develops at its own pace. Best practice at many centres is being considered. As I mentioned, Manchester has the ability to offer best practice to other centres in progress. Important developments have taken place. The developments promoted by organisations such as CRY are the building blocks—or steps, as were mentioned—for a better-quality service for those who need it.
I mentioned that an absence of symptoms can make it difficult to determine who may be at risk from one of the inherited conditions that could result in a sudden cardiac death and what that risk may be. There have always been arguments for and against the national screening of population groups for inherited conditions. My hon. Friend the Member for North Durham mentioned the important possibility of considering what medical assessments could take place in secondary school. That is something that we could and should consider; it is a valuable contribution to the debate.
The UK National Screening Committee has reviewed the evidence for screening for the most widespread inherited cardiac condition—hypertrophic cardiomyopathy—on a number of occasions and is doing so again. However, the committee has always concluded that there is not enough evidence to warrant either a blanket screening programme or one targeted specifically at those groups thought to be at high risk, such as young athletes. If a person is found to have an inherited heart condition, it may never affect them. Also, if they are involved in sporting activities, there is little evidence to suggest that removing them from that environment will either reduce or increase their risk of dying suddenly from the condition. A person who tests positive will therefore face significant dilemmas. Should they continue the career that they have mapped out for themselves? Should they start a family? They can also be penalised financially with higher insurance premiums. Those are some of the hard facts that would be faced by those screened.
Whether or not widespread screening takes place, we must encourage and support any initiative that raises awareness of inherited cardiac conditions and gets people to question whether they may be at risk. That might involve people simply asking themselves straightforward questions about the health of living and deceased relatives and deducing whether there might be a risk. My hon. Friend the Member for Stockton, South mentioned the James Cook university hospital in Middlesbrough and the work taking place there. Without question, I endorse the work of specialist nurses in that area.
Anne Milton: Does the Minister therefore share my concern about the Royal College of Nursing report that I referred to, which deals with the number of specialist nurses facing frozen vacancies and redundancy?
Ann Keen: The hon. Lady raises the issue constantly as though we were not considering it. Of course, everybody is concerned about the reports that professional bodies, such as the Royal College of Nursing, bring to the table, but I think that she would agree that, at this time, all the specialist nurses in the country are being used as effectively as they can. That trend is only growing, and I am sure that she would want to represent it positively.
Parents of physically active children might want them to undergo a clinical test, having weighed up carefully the pros and cons associated with such an action. If the family decide that they want to have a personal test carried out, CRY can offer that service, for a small fee, along with all the necessary information and support.
This country has about 6 million footballers, ranging from those who have a kick about—one with whom I live was having one this morning—at the weekend to professionals. I was delighted to be part of the recent launch of an initiative promoted by my right hon. Friend the Secretary of State for Culture, Media and Sport, and hon. Members referred to the reception held recently in Downing street. It is imperative that we work in partnership with a number of organisations, including CRY and national football organisations, to promote awareness of such conditions. The initiative also raises awareness of the excellent services that CRY offers, giving people the choice of personal testing if they wish to exercise that choice.
In conclusion, we heard the statistics for young people and their families: we are told that eight young people die every week, which is such a tragedy. The heartache of all concerned is well-recognised by hon. Members here and those of the all-party group on cardiac risk in the young. We have a long way to go in the development of services, but I believe that, in the spirit of the all-party group, we have made progress, as has been mentioned by most hon. Members today. For those at risk of an inherited cardiac condition, we need to do, and have done, so much. We must thank stakeholders more widely and recognise the way in which everyone has worked together. My hon. Friend the Member for North Durham mentioned the Olympics being used to raise awareness, which is a very positive initiative that we should consider further.
Annette Brooke: A tremendous push and a large amount of resources seem to be coming from the charitable sector. It would be nice if the Minister gave us further assurances that the Government will play an equal role in pushing this agenda.
Ann Keen: I hope that I have made it clear that we are working in partnership. My hon. Friend the Member for Stockton, South mentioned the important and positive work carried out by Roger Boyle and the Department in partnership with stakeholders. I understand why the hon. Lady feels the need to push me on this, but I can assure her that hon. Members need not do so: we are working very positively with CRY, and will continue to do so with all stakeholders. No one can have been unaffected by what they have heard here today. However, most importantly, we must give a big thank you to the families for the positive way in which they are always willing to work with us. That must be the end statement of this debate. I pay great tribute to those very brave people who are assisting future generations in this country.
10.53 am
Sitting suspended
