TRPG Outcomes Group
Preterm and other groups of infants discharged from neonatal units have high rates of impairment and disability. In the UK the provision of neonatal intensive care largely arose in the late 1970’s. Almost three decades later, information on outcomes following preterm birth in the UK remain limited to single-centre or fixed period research studies. Longitudinal population based surveillance of health and development outcomes of vulnerable infants is necessary to plan services, counsel parents and ensure that children receive timely intervention. Recognising this need and that of integrating the capture of information on health outcomes into standard NHS protocols, the TRPG established an Outcomes Group aiming to address these issues. 

Achievements
The 2-year outcomes record (2004): This simple record was developed, piloted and implemented by the Outcomes Group; it enables the documentation of health status at age two-years in unambiguous terms that can be analysed objectively. It can be employed for all babies, regardless of gestational age; it can be downloaded here (link to Feb 2010)
Maternity and Neonatal Denominators (2005): A system for capturing denominator data was developed by the Group in order to present population-based outcomes rates. The denominator form is downloadable from here (link to denom)
Online version of the 2-year outcomes record (2007): The two-year record was incorporated into the Badger.net electronic neonatal system used throughout the UK; this is the first direct linkage in the UK of two-year heath outcomes with neonatal data; completion of the electronic two-year questionnaire enables immediate printing of a paper record that can be placed in the case-notes 
National Neonatal Audit Programme Two-Year Health Status Audit (2010): The Group is extremely pleased that the methodology and proforma they developed is being put this use and are committed to doing their best to ensure the audit is a success. 

Clinical Research Fellow (2010): Dr Hilary Wong (Imperial College) was appointed for three years through a NIHR Programme Grant by to conduct a study to ascertain the agreement between the two-year record completed by a clinician, versus a “Gold Standard” assessment of the same child. The population will be drawn from NW and NE London networks. 
Related issues

Two-year outcomes CQIN (2010-2011): This year, the Neonatal Task Force Toolkit was launched (www.neonatal.org.uk). Quality markers were identified by the Pan-London Perinatal Management Team as part of the commissioning and service level agreements in each Trust. Two-year outcomes have been selected for a CQIN payment that will be assessed by the number of online outcome records completed. Where a Trust achieves more than 50% of the expected two-year outcome assessments for babies <30 weeks, a bonus of 1.5% will be granted.

Neonatal Quality Standards: These are being developed by NICE; consultation on the draft standards closed on June 14th; it is hoped that the importance of follow-up assessment and documentation of the results is recognised.

Future needs
Lack of co-ordination of follow-up appointments TRPG Outcomes Group data confirm that a substantial number of at risk infants are discharged or lost to health surveillance before the age of two. The reliable detection of motor impairment warrants follow-up to at least this age. The difficulties with concentration, attention and memory experienced by a large number of extremely preterm children require systematic assessment into the school years and are further justification to ensure these children are not lost to follow-up. Work by the Neonatal Data Analysis Unit  (http://www.neonatal.org.uk/Healthcare+Professionals/News/SEND) shows that 40% of babies <32 weeks have one or more between hospital transfers. Family mobility, a particular issue for London and other urban areas, adds to the problems of tracking children and ensuring they receive follow-up surveillance. 
· The Outcomes Group is urging the Pan-London Management team to implement London-sector-wide co-ordination of follow-up
· The recommendation that a member of the Outcomes Group from each network is charged with acting as two-year “champion” has been accepted 

Patchy follow-up: Though some neonatal units stand out as sterling examples, overall the completion of two-year returns has been disappointing. There is very wide agreement that such outcomes should be collected. The TRPG Outcomes Group therefore surveyed clinicians to determine why returns have been poor. The reasons include 

· Follow-up is not funded through neonatal services 
· Community services are not resourced to support systematic follow-up 

· Recall of children and schedules for follow-up surveillance is inconsistent and variable
· Access to dedicated clinics and multidisciplinary expertise is inconsistent and variable  

· Consultant training in neurodevelopmental assessment is inconsistent and variable
· Lack of clinical and administrative support for follow-up 

· Lack of clarity regarding responsibility for follow-up and co-ordination 

The Outcomes Group recommends 
· network based follow-up should be audited 
· funding for follow-up should be included in the neonatal tariff 
· training in neurodevelopmental surveillance should be made available to clinicians 
· where local arrangements for follow-up surveillance by non-neonatal-service staff are working well, these clinicians should be provided with password access in order to enter two-year health information directly onto the electronic newborn record 

· the planned place of follow-up” entry should be completed for all infants at discharge

Progress on the Group activities can be seen in the Group’s newsletter (newsletter2010) 
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