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Present

Paddy Yeoman (Nottingham University Hospitals)

Keith Girling (Nottingham University Hospitals)

Chris Whitehead (The Walton Centre Liverpool)

Hilary Madder (JRH Oxford)

Chris Kearns (JRH Oxford)

Roger Lightfoot (Southampton)

David Menon (Addenbrookes Hospital)

Ian Tweedie (The Walton Centre Liverpool)

Jignesh Tailor (JRH Oxford)

Ian Piper (Brain IT Glasgow)

Introduction

Paddy Yeoman welcomed the delegates. He explained that, due to financial constraints, it had not proved possible to hold a full NCCNet meeting as had originally been planned. However this smaller meeting had been organised in order to maintain momentum and take stock of progress so far (Morning Session) as well as to prepare for a full NCCNet meeting early in 2008 (Afternoon Session).

 MORNING SESSION    Where are we now? – Progress Reports

· Admin Group

Keith Girling informed the group that they had not yet met it person but had made contact via email. Keith went on to say that it was the opinion of the group that NCCNet needs to appoint some key officers as soon as possible in order to get the ball rolling (Chairperson, Treasurer, and Secretary etc). 

NCCNet has huge potential but needs to outline its key objectives, membership and constitution.

It was decided that this would best be done with officers in place.

· Data Steering Group

Paddy Yeoman informed the meeting that this group had met on 3rd July at ICNARC in London.  They discussed the form an NCCNet wide data collection system might take.

As agreed at the NCCNet meeting last spring, it was agreed that the long-term objective would be to include data on all categories of neuro patients admitted to critical care units who have agreed to participate. However this should start with data on patients with traumatic brain injury.

It was agreed that we should work closely with ICNARC and the proposed RAIN project. This would considerable advantages in terms of resources (financial, structural and technical). It was essential that information collected should include all the major pre-admission factors known to affect outcome and that we should categorise types of injury according to standardised definitions.

We should identify the Glasgow Outcome Score at 6 months from injury as the main outcome determinant. Times and dates were important, as were data on interventions and complications.

As far as possible data collection should not be duplicated (eg that already collected as the ICNARC Dataset and the CCMDS.

It was important that data input was accurate and consistent. Ideally this should take the form of a trained audit clerk with Consultant supervision, but this would have financial implications. 

A robust system of follow up should be established. Possibilities included:

Use of the rehabilitation services (case managers etc) who may already be involved (however the service varies geographically and not all patients are included).

A GP based system using structured questionnaires (used with reasonable success in Nottingham)

A centralised system with patient contact details being sent to a small group of trained individuals who would carry out a telephone survey using a structured interview technique. This last suggestion would have the advantages of consistency and least bother to participating units, but would again have financial implications.

Security of confidential information (both for patients and trusts) was a major consideration.

Kathy Rowan agreed to supply a list of the minimum data that would be required for the RAIN project.

Paddy Yeoman agreed to contact other groups with experience of establishing neuro related databases at local and national levels.

Following the meeting contact was made with the Oxford and Brain IT groups, both of which kindly agreed to give presentations to the Nottingham meeting.

· Oxford Database Presentation 

Hilary Madder and Jignesh Tailor presented to the group their “Oxford Head Injury Evaluation and Auditing Database”(OxHEAD), which was started in 2004/05 after a two-year pilot. 

This is an ‘Access’ database that had been professionally designed by there IT department with clinical input from a neurosurgical trainee and an ITU consultant. Data was collected from the Neurosurgical team, Intensive Care Unit and the Emergency Department. This was collated and entered by a research nurse.

Jignesh Tailor gave an excellent presentation showing its structure and analytical capabilities.

At the meeting it was agreed that this should form the basis of the “front end” of an NCCNet National Database. The Oxford group stated that they would be happy to share the structure of the database for the benefit of NCCNet. Paddy Yeoman will meet with the Oxford team to develop a pilot dataset / database.

· Current Practice Group

Ian Tweedie and Chris Kearns presented, their groups progress over the past few months.

They had sent out a questionnaire to 32 Neuro-intensive Care Units across the UK using the NAS linkman system. 

A Scenario had been devised with the aim of gaining an insight into each unit’s approach to the management of a severe traumatic brain injury. So far they had received 14 responses and from these some

general themes were apparent:

· All have full daytime consultant cover.

· 12 of the14 have a specific NICU ring fenced neuro-ICU beds, with an average of 9.33 level 3 beds (Range 6-17) per unit.

· 11 of the14 currently collect ICNARC andCCMDS data.

· The majority were unable to provide data on refused admissions.

· 6 of the14 were able to provideTBI ICU mortality data

They were currently examining the responses for themes relating to therapies / targets and logistical issues 

It was clear that the linkman system was inadequate for ensuring contact with the critical care staff and that the survey needs to be easier for the respondent to complete and return electronically.

Some questions need to be better defined to avoid ambiguity.

The conclusions of the Current Practice Group were:

· Extremely general for now

· From the snapshot of responses, it appears that the general thrust of TBI management is similar across the UK.

· The majority of respondents are already collecting ICNARC/CCMDS data.

· They need a much more robust communication system with each neuro-critical care unit.

Brain IT – Ian Piper

Ian Piper presented the work the Brain IT Group had been doing in relation to collection and analysis of ITU monitoring data from brain injury patients for the purpose of technological evaluation much of this is collected on a minute-by-minute basis.

Their experience in establishing definitions, validating data, sending data to a central server, as well as devising a constitution for their organisation would be of considerable benefit to NCCNet.

Ian generously offered his advice / experience in the future.

AFTERNOON SESSION – Where do we go from here?

Proposal Organisational Structure

The proposed organisational structure will consist of:

· Secretary

· Treasurer

· Databse coordinator

· Chairman of Project Steering Group

The Project Steering Group to have 5 to 7 members and the following remit:

· Project Design

· Grant application

· Ethical approval

· Project Supervision

· Publications

There will be a named point of contact for each unit and a representative form each Unit (ITU Consultant) and possible other members i.e neurosurgeons.

The group discussed having a website to try and keep people included and Roger Lightfoot agreed to look into this.

The meeting agreed that it was important to appoint officers to interim positions and that these should be opened up to other members at an AGM to be held early in 2008.

It was agreed that for the time being the following people would be appointed on a temporary basis to the following positions


Lead of Project Steering Group – David Menon

Database Coordinator– Paddy Yeoman

Co-opted Technical Special Advisor – Ian Piper

Treasurer – Chris Kearns

Secretary – Ian Tweedie For the north of the country and Roger Lightfoot for the south of the country.

Local Membership (Units)

Chris Kearns agreed to find a venue for the February meeting. The group agreed that Queen’s Square in London would be an ideal location proving it is financially viable.

Summary

The group felt that they now have a way forward.

The Data Steering Group are to build on Hilary Madder’s database. They will work with Kathy Rowan and Ian Piper to clarify definitions.

The Current Practice Group will fill in the few gaps they have and present their findings at the next meeting.

The next meeting will be of a larger group and will take place early in 2008.

The group also talked about getting establishing identity in the form of a mission statement and set of aims and objectives.

NCCNet should establish a website.

I would like to thank Joanne Litchfield for organising the meeting and agreeing to take over from Amanda Banks who is unable to continue for personal reasons.

I would also like to express our gratitude to Jenny McCall of Codman for sponsoring the meeting.

A special thanks to Amanda for all her considerable help over the last year.

