The Information Journey Following Primary Treatment for Colorectal Cancer: the first three months


Background: The common belief is that the provision of reliable and comprehensive information to patients and their carers can have a positive impact on their experiences (DoH 1995).  With regards to patients with colorectal cancer, research has focused on the patient’s experiences around diagnosis (Taylor 2001; Broughton, Bailey and Linney 2004), treatment decision making (Sanders and Skevington 2003; Sanders and Skevington 2004), the effects of treatment (Burden et al 2005; Wilkes 2005) and the impact of living with colorectal cancer (Dunne et al 2006; Ramfelt, Lutzen and Nordstrom 2005).  However, there is little evidence about the information needs of this group who have completed first line treatment for their disease and have been discharged home into the community.  These patients have no routine contact with any health professional until a follow up outpatient appointment three months later.  As such, their information needs are unknown and questions relating to the potential or actual barriers to accessing and using health information they may experience have not been addressed to date.  
Aim: To explore the patient’s experiences and behaviours with regards to identifying, accessing and utilising health information over three months following discharge from hospital.

Study Design: This study uses a grounded theory design.  Grounded theory aims to explain basic patterns common in everyday life.  It is concerned with how individuals define events or beliefs, and how they react in relation to those beliefs.  Grounded theory encourages the researcher to be aware of `context` and how this may impact upon the subject under study.  The transfer from a `hospital culture` to the home environment may potentially impact upon the patient’s information needs and behaviour.

The Sample: The sample will include a maximum of 15 patients who have completed first line treatment for either colon or rectal cancer.  They will not require adjuvant treatment as determined from their histology results. 

Data Collection: Semi-structured interviews have been chosen to enable a detailed, in-depth exploration of the topic.  Patients will be asked to participate in two interviews, each one lasting no more than one hour.  The first interview will be within two weeks of their discharge from hospital, the second three months later.  Patients will also be asked to keep a written diary of any episodes where they have wanted or needed information between the first and second interview, and any actions they take to seek this information.

Involvement of Others in the Design: The design for this project was developed following initial discussions with representatives of a local `user group`.  Final consultations were conducted between the researcher, supervisors and a clinical nurse specialist.

Data Analysis: Interviews will be taped and transcribed and analysed using a qualitative framework analysis to ascertain themes in the data and provide understanding of key issues and concerns.
