16 July 2008 : Column 89WH
Young People with Disabilities

10.58 am

Mr. David Anderson (Blaydon) (Lab): When I applied for this debate, which was only publicised last week, I did so as the chair of the all-party group on muscular dystrophy. Despite that, I was inundated by children’s campaigners from Mencap, Whizz-Kidz, epilepsy support groups and Every Disabled Child Matters. They all wanted me to raise their issues here today. I explained that because of the time constraints, that was not possible. However, the needs that I will raise today are linked, and may be addressed by some of the issues that we will discuss today. The fact that I do not go into any detail about the diseases does not mean that those campaigners do not have a genuine case that should be listened to by Government.

Within the all-party group on muscular dystrophy, we have worked very hard. I became a chair of the organisation three years ago. We have done a lot of good work with Government and have persuaded them to give us money for research to try to find a cure. In particular, we have discussed the lack of support across the country. In certain areas of excellence, particularly Newcastle and London, people who suffer from these problems get a much better deal than those in the rest of the country.

I shall consider the issue of the quality of life for people who suffer from these diseases and also how we can give our young people the best possible opportunity to make their way in life. I shall also consider how they can be given access to as normal a life as possible because quite clearly the young people who are affected by these diseases cannot live the normal life that most people in this room have. It is our responsibility to go as far as we can to make sure that their life is as good as possible and of the best quality.

What are we talking about; what is the scale of muscular disease in this country? There are more than 60 different types of muscular dystrophy and related neuromuscular conditions in the UK. It is estimated that for every one million of the population, more than 1,000 children and adults are affected by muscle-wasting diseases in the UK. Those disorders can be genetic or acquired. A number of the conditions, such as Duchenne muscular dystrophy, hit young boys very hard and are particularly aggressive. They cause progressive muscle wasting, weakness, orthopaedic deformity, cardiac and respiratory compromise, and result in premature death. Many young boys in this country—two a week—are dying before they get beyond their teens. That is quite simply unacceptable.

Other types of the disease cause long-term and life-long disability for many people. Some disorders can present in childhood or in young adult life; others have late onset conditions in adulthood. However, the sad reality for those suffering from all these diseases is that there is no cure, which is even more reason for us to do everything that we can to make life as good as possible for such people.

It has been shown that a lack of specialist diagnosis, treatment and care for these conditions, particularly for people with life-limiting conditions, can negatively affect their life expectancy. On the other hand, where neuromuscular specialist services are available, they have a real impact on quality of life—even if they do not necessary improve life expectancy. Another common factor associated with the disease is that patients almost always have heart-related problems. Muscle weakness is also often associated with poor ventilatory ability and respiratory failure, which is often over-looked by professionals, who are unfamiliar with the conditions. I do not wish to criticise those professionals; that is just the reality of what we are dealing with. Pain management is a common feature of the daily life of those suffering from such conditions and can cause nerve deterioration.

Despite the above points, neuromuscular services are not yet recognised as specialist services by the Department of Health. That is one of the things that we in the all-party group on muscular dystrophy are strongly arguing and campaigning for. In September last year, the Muscular Dystrophy Campaign published findings taken from interviews with young adults living with these conditions. Those findings resulted in the launch of a new campaign called “Bridging the Gap”, which aims to improve the transition into adulthood for young people and ensure that it is as smooth as possible, particularly for those suffering from these diseases and neuromuscular conditions. We, as a society, need to do all we can to ensure that the young people inflicted with these conditions are provided with the best possible access to appropriate work experience, proper training, higher and further education and good quality employment. Those for whom paid work is not an option should be given valued activities.

Sharp research, an independent research agency, interviewed 20 young people with the condition about their university plans and the experiences they have had. The list is in the report, but I shall mention some of the findings. Students found it difficult to find employment during university holidays. Some social services departments had little idea about how to implement feasible care packages for disabled students going away to university. Students who remained at home because of that felt that they had missed out on key parts of university life. The short time between A-levels and the start of a term sometimes caused delays because universities only started to make adjustments once they knew disabled students would definitely be attending that place of learning. Many universities reported that there was a huge amount to organise and their number one plea is, “Help us to plan early for others coming along.”

Following the success of last year’s campaign, the charity was awarded £250,000 by V, the youth volunteering charity, to set up a young network of campaigners across Britain. Yesterday, the Muscular Dystrophy Campaign launched the new campaigners’ network, trailblazers, at the annual general meeting of the all-party group on muscular dystrophy. Trailblazers aims to be part of the antidote to the problems identified in “Bridging the Gap” interviews by providing a real voice to young people with neuromuscular conditions.

The trailblazers network has 12 regional campaign groups that are led and run by young people with these conditions and other disabilities. The groups will identify, research, report and campaign on issues that are important to them in their region. Our vision is to ensure that all young people with these conditions can access work experience, training, higher and further education, and quality employment.

