List 1: General issues with long term follow-up collection in breast cancer trials – key themes
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lack of time/follow-up patient visits rescheduled





lack of personnel/staffing issues (e.g. continuity of staff) 





lack of tracking database/electronic systems 





GPs uncooperative 





lack of space to store CRFs/archiving 





(early) discharge of patients 





transfer of patients to another hospital/lack of integrated electronic patient records system in UK 





information detailed in patient notes inadequate 





volume of patients in clinics 





CTUs sending large batches of requests at one time 





CTUs sending requests for really old data 





CTUs expecting a short turnaround for requests 





lack of response from other departments within same hospital (e.g. histopathology) 





CTUs creating complex CRFs with unnecessary information/too many pages 





CTUs creating new (additional) CRFs (e.g. TACT Herceptin form)





patients not turning up for follow-up visits (e.g. not interested, well or parking/travel costs) 





R&D Departments and consultants not taking into account work required for follow-up when agreeing to take part in new trials 





CTUs not talking to one another when sending out large requests 





NCRN priorities e.g. recruitment over follow-up 





CTUs sending out duplicate requests 





differing follow-up schedules between trials and with routine practice 





bringing follow-up date back in line with date of randomisation 





difficulty (and/or cost) of retrieving patient notes (e.g. from secure off-site storage facility) 





consultants telling patients there is no need to follow-up anymore, but then trials insist on follow-up and patient gets worried 





postage/photocopying/telephone costs 











