NCEPOD Necrotising Enterocolitis (NEC) Study – Frequently Asked Questions

Which organisations should be participating? 
All hospitals in England, Wales, Northern Ireland and Jersey with a Neonatal Intensive Care Unit (NICU), Local Neonatal Unit (LNU), Special Care Unit (SCU), or Paediatric Intensive Care Unit (PICU) on-site.

What is the study period? 
1st January 2024 to 31st December 2025.

We didn’t have any babies diagnosed with NEC during the study period. Do we still need to participate.
Yes, if your Trust/Health Board has a NICU, LNU, SCU or PICU on-site, you would still be required to participate in the study as we will need to send an organisational questionnaire for completion. 

Which babies are included? 
Babies born at <32 weeks gestation who develop Necrotising Enterocolitis (NEC) at <40 weeks gestation and were discharged/ died between 1st January 2024 and 31st December 2025.

How are babies being identified?
Babies are being identified for inclusion using two methods
· Via the National Neonatal Audit Programme (NNAP)
· Via hospital Patient Administration Systems (PAS), using the local reporter spreadsheet  

Our Trust/Health Board have already submitted data to NNAP, do we need to return a local reporter patient identification spreadsheet?
Yes, we are still requesting local reporter spreadsheets to be completed for Trusts/Health Boards who return data to NNAP. While identification via NNAP is the primary patient identification data source, we are also asking for the details of babies who are coded as having NEC from local reporters to collect further information around any procedures undertaken. Data from the local reporter spreadsheet will also be cross referenced with the NNAP data as part of a coding improvement message.

Our Trust/Health Board doesn’t submit data to NNAP. How do we identify babies to you?
Where a Trust/Health Board does not return data to NNAP via BadgerNet, they have been asked to set up a study contact in the neonatal department who will be asked to populate the neonatal department patient identification spreadsheet with the details of babies who fit the study criteria. This study contact could be the neonatal clinical lead or head of service, the Perinatal Mortality Review Tool (PMRT) lead, or the Child Death Review (CDR) lead. We have already been in touch with those Trusts/Health Boards we think this would be applicable to.

Which ICD10 is relevant to this study? 
The ICD10 code for patient identification will be 
· Necrotising enterocolitis (P77) in any position

How do I return spreadsheets to NCEPOD?
Please return the completed data collection spreadsheet to ncepod@nhs.net password protected. You can also share the spreadsheet via Microsoft SharePoint/OneDrive. Please do not include the passwords in an email – instead, call the NCEPOD office on 02072519060 where someone will take the password for you.

What will happen once we have submitted our data collection spreadsheet?
NCEPOD will import the information you have provided into our study database. We will then randomly select up to 20 cases per Trust/Health Board for in-depth review. For each of these selected cases, there will be a corresponding clinician questionnaire uploaded to the online system. We will also request the case notes relating to the baby’s admission to be sent to us for peer review.

For any other queries about the study, please contact the NCEPOD office by telephone: 02072519060 or email: nec@ncepod.org.uk


