Meeting with Department of Health to discuss the National Programme for IT, Electronic Patient Records and Genetics

6 December 2005
Present:
Dr Iona Heath (HGC)

Mrs Gwen Nightingale (HGC Secretariat)

Mr Phil Walker (DH)
Dr Heath and the Secretariat met with Mr Walker from the Department of Health to discuss Electronic Patient Records (EPR) and how they will relate to patient’s genetic information.
Mr Walker explained that there was a need to drive the National Programme for IT forward, but that they were building appropriate safeguards into how the data could be accessed.  He said that Harry Cayton, the National Director for Patients and the Public, was involved in the project and looking at patient concerns that had been expressed about the system.  He also said that the professions were feeding into the process.  
Dr Heath asked about the circumstances in which data could be excluded from the EPR.  Mr Walker said that patient information could be excluded from the electronic record if the clinician agrees to withhold it and if the action won’t impact on a third party.  He explained that having one person withhold their data was not cost unrealistic, but it would become more difficult if many people chose to withhold their data.  Dr Heath then asked about the information that would be inputted into the system as general patient notes, for example the information that a GP might input for their benefit, but that the patient would not want to go any further.  Mr Walker said that the system could not currently recognise free text and if the system had that capability, there would be an information sharing control that could be switched on or off.  He also explained that several fields were currently automatically excluded from information sharing (mental heath and GUM) and other fields might be added if the need was there.  He said that a decision is currently being made about who should be able to view this sensitive information and with what controls.  

Mr Walker explained that the EPR system will have a sealed envelope control where information can be placed in a file that would only be able to be accessed in an emergency or if the patient consented.  If the information were accessed there would be a record of this and this access would be audited.  He said that the aim of this system is to give the patient control and minimise the risk that the medical team would access information inappropriately.  
Dr Heath asked how the information contained on the EPR would be given out when insurance companies asked for the information and suggested that this was one of the issues that should be explained.  She suggested that the Secretariat followed this up after the meeting.
Action:
Secretariat to follow up how EPR will be used with insurance requests.
Dr Heath asked whether NHS Direct would input data onto someone’s EPR.  Mr Walker explained that this was still being decided because although it is important to record the information, there was no system to verify that the person on the telephone was who they claimed to be.  He said that a decision had not been made as to whether NHS Direct should have access to the EPR either.  

Mr Walker explained that a public awareness/training session would take place and that HGC could be involved work when it was ready.
Action:
HGC to be placed on the EPR mailing list.
Dr Heath said that the HGC’s Consultative Panel could be asked about their concerns about how their genetic data could be used and who has access to it now and how they should do in the future.  Mr Walker suggested that the Secretariat got in touch with the National Progamme for IT’s stakeholder involvement co-ordinator to explore this.  He said that she had questionnaires that HGC might like to comment on.  
Action:
HGC to ask the Consultative Panel about whether there are their special genetic needs with regards to EPR.
