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Plain English summary

The risk of death for children undergoing heart surgery depends on their heart condition, the operation they
have, their age and weight, and whether or not they have other health problems (called comorbidities).

Previously, we developed a formula using these risk factors to estimate the chance of death within 30 days
of surgery. The formula was used by the national audit body, contributing to the suspension of surgery at
one unit in 2013 and the emotive media coverage surrounding this.

We aimed to:

1. improve the risk prediction formula by incorporating more information about comorbidities
2. develop online material to help people to understand how the NHS monitors children’s heart surgery.

For aim 1, the analysts worked with a clinical expert panel to incorporate more comorbidity information,
using national data from 2009 to 2014, leading to a better formula. The national audit body and hospitals
are now using this updated formula to monitor survival rates.

For aim 2, we wrote first drafts of the web content in May 2015. Over the following year, we held four
sets of two workshops (one workshop with parents of children who had undergone heart surgery and one
workshop with other potential users, such as press officers) to codevelop the website content. The
workshop participants drove the development of the website’s key messages, as well as the language,
layout and data presentation. As the website evolved, we carried out formal tests to see if one way of
explaining the concepts worked better than another.

The website (http://childrensheartsurgery.info/) was launched in June 2016; it was very well received and
was endorsed by charities, clinicians and the audit body.
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