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Introduction

Coeliac disease is an immune mediated enteropathy which is sensitive to dietary glu-

ten (Chand & Mihas, 2006). Adherence to a strict gluten-free diet can eradicate un-

pleasant symptoms and improve quality of life in people diagnosed with coeliac dis-

ease.  Coeliac disease is associated with serious complications including osteoporos-

is, infertility and enteropathy associated T cell lymphoma. The risk of such complic-

ations is reduced by strict dietary adherence (Green & Jabri, 2003). Despite these 

known benefits of a strict gluten-free diet a significant number of people with coeliac 

disease fail to adhere to the diet (Leffler et al., 2007).     

Regular follow-up of people with coeliac disease, and specifically follow-up by dieti-

tians, is associated with better adherence to a gluten-free diet (Bardella et al., 1994; 

Butterworth, Banfield, Iqbal, & Cooper, 2004).  Regular follow-up is therefore re-

commended in order to promote improved adherence and thus contribute to patient 

well-being (Ciclatira, 2002). 

The initial impetus to carry out the research presented in this thesis was the 

researcher's experience as a gastroenterology specialist dietitian involved in the care 

of people with coeliac disease. All patients with coeliac disease in the researcher's 

NHS trust, Wirral University Teaching Hospital NHS Foundation Trust (WUTH), 

were offered annual follow-up with a dietitian. However, a proportion of patients 

failed to attend their appointments and became lost to follow-up.  An audit carried 

out at WUTH found that 17% of patients with coeliac disease had failed to attend a 

follow-up appointment on four or more occasions. The researcher's overall aim was 

to provide a more effective dietetic service and to contribute to the evidence base for 

dietetic practice. As part of this the researcher aimed to study how follow-up relates 

to dietary adherence. Since attendance to follow-up is associated with better 

adherence it follows that patients who don't attend would be expected to be less 

likely to follow a strict gluten-free diet. Non-attenders may thus be more vulnerable 

to coeliac disease related health problems, though no study has been carried out to 
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demonstrate this.  It was hoped to include non-attenders in the study in order to learn 

more about the reasons why they were no longer attending. In this way it might be 

possible to postulate how the follow-up service might be improved to reduce the 

numbers of patients lost to follow-up.   

The researcher opted to conduct the study using both a qualitative method and a 

questionnaire. Both approaches to research have strengths which the researcher 

wished to exploit. Qualitative research looks beneath the surface and aims to study 

phenomena in all their complexity and in their social context. Qualitative methods of 

data collection, such as semi-structured interviews, can allow research participants 

much greater opportunity to be heard than quantitative questionnaires. Listening to 

research participants can produce unexpected findings and qualitative research 

methods allow researchers the flexibility to explore such findings.  Questionnaires 

can be used to gather data from a much larger number of people than would be 

realistic in a qualitative study. A well designed questionnaire is quick and easy to 

complete and thus involves little investment on the part of the research participant. It 

was feared that people who don’t attend follow-up appointments may be less likely 

to participant in research about coeliac disease than those who do. The researcher 

was keen to include non-attenders and a simple questionnaire was thought to be more 

likely to generate a response from this group than more time consuming methods of 

data collection.   

This thesis is presented in six chapters. The first chapter comprises the main 

literature review. Coeliac disease, its consequences and its management are 

described. The existing literature on adherence to the gluten-free diet in coeliac 

disease is reviewed. More general literature regarding illness coping and the role of 

health care professionals in the management of chronic disease is also briefly 

reviewed. 

The methodological approach used in the qualitative phase of the research is 

described in chapter two. This chapter includes the aims of the qualitative phase and 

the rationale for the method used. The history of the grounded theory method is 

outlined and the specific approach and procedures used by the researcher are 

described. The findings are then presented in chapter three.  
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In chapter four the aims of the questionnaire phase of the research are outlined. The 

rationale behind the use of a questionnaire is given and the methods used in the 

design, distribution and analysis of the questionnaire are described. The results are 

presented in chapter five. 

The findings of the research project as a whole are discussed in chapter six with 

reference to the existing literature. Possible applications of the findings in clinical 

practice are suggested and also ideas for further research.
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