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A full description of the study can be found in the publication available at: (add once study published)
1. Project information
1.1 Title: Core outcomes study

1.2 Authors: Jennifer Lemon, Jessie Cooper, Sylviane Defres, Ava Easton, Manish Sadarangani, Andrew J Pollard, Tom Solomon (Principal Investigator), Rachel Kneen

1.3 Background to the study: The Core Outcomes Study was a sub- study within the UK Childhood Meningitis and Encephalitis cohort study (UK-ChiMES) and ENCEPH-UK, a National Institute for Health Research (NIHR) programme grant for applied research on ‘Understanding and Improving the Outcome of Encephalitis’. Information on the parent studies can be accessed from the ENCEPH-UK website www.encephuk.org. 

1.4 Dates of data collection (Core Outcomes study): December 2013 to February 2014
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2. Methods of data collection
2.1 Participants: Parents of children and young people <16 years old who met the definition for clinical encephalitis. They were identified and recruited from the inter-related parent studies described above. Cases of encephalitis were purposively sampled to ensure a diverse and representative sample in terms of age, encephalitis aetiology and time since illness. Within this study, 11 interviews were conducted with 14 participants. One further parent was interviewed for the End User Experience study, another sub study of ENCEPH-UK, and consented for her transcript to also be analysed as part of this Core Outcomes Study. This resulted in a total of 12 interview transcripts, from 15 participants. 
2.2 Data collection: Data was collected by means of semi-structured interviews, between December 2013 and February 2014. A topic guide was used, which included prompts relating to: parents’ experiences of their child being diagnosed and treated for encephalitis; the impact of encephalitis on their child and family, and parents’ perspectives on their child’s future. The interviews were audio recorded and transcribed verbatim

2.3 Format of study data: Data for this study is in the form of a table of clinical and demographic details of parents and encephalitis cases along with the anonymised interview transcripts.

2.4 Data analysis: Transcripts were transferred into NVivo 10, a software programme for organising and analysing qualitative data. Following initial coding, thematic analysis was used to identify and analyse patterns across accounts.

2.3 Ethical considerations: This study was granted ethical approval by the National Research Ethics Service (NRES), East Midlands Committee (11/EM/0442), protocol number UOL000755.  All participants provided written, informed consent at the time of the interview. Identifiable details, including all names and locations, were anonymised during transcription.
3. Data access 
3.1 Data restrictions: Participants in this study gave consent for anonymised their data to be shared with other researchers but consent was not sought for the data to be made publicly available. 
3.2 Data access requests: Researchers who have an academic rationale for requesting access to the anonymised data (interview transcripts) and belong to a university or higher education institute can request access by contacting the Research data management team RDM@liverpool.ac.uk
On making a data access request, researchers should state their name and contact details, including their academic institute and employer. They should submit information about why they are requesting access to the data and what they intend to use it for. A request to access the data will not necessarily be accepted and it at the discretion of those individuals above. Of note, if any researchers are given access, the data must not be shared publicly under any circumstances. Data must be stored securely on password protected computers.
3.1 Citing of original publication: If the study data is used by other researchers in any future publications, the original paper by Lemon et al must be cited: (citation to be added once published)


