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Monday 22 March 2004

Dear friends

After so much work, and so many letters from families and supporters, many
people were disappointed when I withdrew my bill on Friday 12th March. I want
to write to say thank you for your valuable work, and explain why I withdrew
the bill. What we have achieved will save lives, and is more flexible than a
bill.

What happened at the debate?

Four hours of constructive debate saw MPs from both sides give very positive
speeches, ending with the Minister for Public Health, Melanie Johnson.
Melanie’s speech said two things:

• There should never be legislation on a specific medical procedure, as this
interferes with clinical judgement. Laws are clumsy, slow-moving, and not
suited to this level of detail.

• However, the work of the bill, and the persuasive and moving letters that
have been written to the Department, MPs, and the Prime Minister,
persuaded Melanie that “I am not prepared to leave matters as they stand”.
She is to establish an expert group to draw up new guidelines for health
service providers, through a new chapter in what is known as the National
Service Framework. CRY will be represented in this group.

What is the National Service Framework?

The National Service Framework (NSF) is the way Department of Health
guidelines and standards are transmitted to doctors and hospitals. If the
Department had decided independently that something had to be done about
young cardiac deaths, they would certainly have taken action through the NSF
rather than through a new law.

All hospitals and health service providers are held to account through
the NSF: if the NSF says action must be taken on sudden cardiac death
in the young, action will be taken. The NSF is a powerful and adaptable way
of changing clinical practice, outlining the latest CRY research, and
communicating the urgent need for screening and treatment. It is, in effect, my
bill translated into effective action. For this reason, I withdrew my bill.



So in raising the issue of sudden death in the young, we achieved a positive,
substantial response and educated many in Parliament and the Department of
Health. There are certainly stumbling blocks ahead – the medical
establishment has to be persuaded. However, together with CRY, Dr Sanjay
Sharma and Dr Greg Whyte, my parliamentary colleagues and your
campaigning, I will be keeping the pressure on the Department of Health. I
want to emphasise that overall the Department of Health is very supportive –
largely thanks to the fantastic work of CRY families.

What happens next?

The first step is the formation of an expert group, which will be chaired by
Sir Roger Boyle, National Clinical Director for Heart Disease, and will
include representatives of CRY. Melanie Johnson’s speech said:

“The terms of reference of the group will include writing a
communications strategy to raise awareness in primary care of signs
and symptoms of conditions leading to sudden cardiac death. It could
also make recommendations about how deaths are certified in these
tragic cases.”

Raising awareness amongst doctors and accurately certifying deaths were the
main aims of my bill, so I am satisfied that this group has the potential to
deliver.

Action from now on will be focused on making sure that CRY concerns are not
swamped by the needs of other heart conditions, and keeping up the pace of
change. Drawing up a strategy and deciding on evidence-based medical
guidance is of course time-consuming, so we expect the whole process to take
about a year.

Once again, none of this could have been achieved without the persistence
and passion of CRY supporters. The letters you wrote, and which many of you
were kind enough to copy to me, were moving and effective. Thank you.
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