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Chapter Six:  Discussion

6.1 Introduction

Research has demonstrated the benefits of following a gluten-free diet for people 

with coeliac disease (Chand & Mihas, 2006). It has also been shown that a 

significant number of people with coeliac disease do not follow a strict gluten-free 

diet (Lamontagne, West & Galibois, 2001; Leffler et al., 2007).  The adherence, or 

otherwise, of people with coeliac disease to a gluten-free diet is influenced by a 

variety of factors. One variable which has been found to be associated with better 

dietary adherence is follow-up in the setting of the outpatient clinic (Bardella et al., 

1994; Butterworth et al., 2004). Non-attendance to clinic appointments is a common 

problem in gastroenterology outpatient clinics (Murdock et al., 2002). As non-

attendance is associated with reduced dietary adherence clinic non-attenders are a 

group at particular risk of problems associated with coeliac disease. 

This study has used qualitative methods to gather rich data about dietary adherence. 

The findings have been used to propose a model. The model reflects the findings 

about the social nature of the experience of coeliac disease, expressing dietary 

adherence in terms of the successful incorporation of the gluten-free diet into normal 

life. The model is dynamic, reflecting the possibility of movement as variables 

change or individuals adapt to their diagnosis and the gluten-free diet. 

This research aimed to include non-attenders and, within the broader study, to 

examine this group. Ultimately this was with a view to suggesting ways in which 

health professionals might better meet the needs of service users. As was anticipated, 

recruiting non-attenders to participate in the research proved more difficult than 

recruiting attenders. In this way the qualitative data was mostly collected from 

people who attend clinic. Three interviewees, however, were non-attenders. The 

qualitative methods used allowed for the collection of rich data despite such small 

numbers. This data was used to hypothesise about the nature of the link between 

clinic follow-up and dietary adherence and also to compile a questionnaire. The 
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questionnaire provided quantitative data from attenders and non-attenders. The 

number of responses obtained were adequate to enable comparisons to be made 

between clinic attenders and non-attenders which reached statistical significance.   

The discussion chapter begins by discussing the model which was developed in 

chapter three. First, the concept of normalisation and its relevance to coeliac disease 

is explored. Secondly, the factors which were found to influence interviewees' 

success in rebuilding normal life without gluten and which were incorporated into 

the model are discussed one by one. The limitations of the study are outlined before 

moving on to discuss possible applications of the findings to clinical practice. 

Finally, avenues for further research are suggested.  

6.2 Model of adaptation and adherence to gluten-free living

The proposed model was developed from data collected during the qualitative phase 

of the study. The core category which emerged during the data analysis was ‘living 

normal life gluten-free’ and the model is built around this conceptualisation of what 

it means to follow a gluten-free diet. Adherence to a strict gluten-free diet remains 

important to optimise health outcomes but such adherence is most likely to be 

achieved and maintained when it is understood to be part of the broader context of an 

individual's life.

The concept of normality is a social one. The idea that a gluten-free diet could dis-

rupt ‘normal life’ emphasises the social nature of the experience of having a diagnos-

is of coeliac disease and requiring a gluten-free diet.  Untreated coeliac disease has 

the potential to threaten an individual’s ability to fulfil his or her social role. This 

will be explored further when the role of symptoms is discussed. The management of 

coeliac disease involves strict adherence to a gluten-free diet. Many staple foods con-

tain gluten and thus maintaining a gluten-free diet can be a barrier to full participa-

tion in social events such as family meals and work lunches. The impact of a gluten-

free diet on social functioning has been well documented in the literature (Green et 

al., 2001; Hallert et al., 2002; Hallert et al., 2003; Karajeh et al., 2005; Twist & 
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Hackett, 1992) and highlighted in this study. It has been shown that people with 

coeliac disease can experience feelings of being different or excluded (Hallert et al., 

2003; Sverker et al., 2005; Sverker et al., 2007) and these feelings were reported by 

participants in this study. Feelings of stigma and exclusion are thought to contribute 

to depression and reduced quality of life which have been observed in people with 

coeliac disease (De Rosa et al., 2004). Social functioning and the gluten-free diet will 

be discussed further when the ‘social eating’ section of the model is developed. 

The phrase ‘living normal life gluten-free’ was selected as an appropriate label for 

the core category. This phrase was thought to capture how interviewees who 

appeared to follow a gluten-free diet with ease managed to do so. This finding is in 

agreement with Gregory’s conclusion that the gluten-free diet “tends to be 

assimilated into family practices in ways that promote a sense of continuity that is 

described as ‘normality’ or ‘leading a normal life’” (Gregory, 2005, p.372). The 

‘living normal life gluten-free’ described in this study matches up to the key 

components of normalisation identified by Deatrick, Knafl and Murphy-Moore 

(1999). 

First, the condition and its potential to threaten lifestyle is acknowledged. 

Interviewees acknowledged the symptoms they had and understood the role of a 

gluten-free diet in preventing them. Interviewees were also aware of long term risks 

associated with non-adherence to the diet. 

Secondly, the individual or family concerned adopts a ‘normalcy lens’ for defining 

their own or their family life. This was seen particularly in the way in which 

interviewees reported eating the same as their families, thus normal family life 

continues. 

Thirdly, there is a tendency to focus on those aspects of life unaffected by the illness 

rather than those aspects rendered problematic by it. Interviewees often talked about 

gluten-free foods they had enjoyed prior to diagnosis that were unaffected or 

emphasised foods that are gluten-free that they now enjoy. 
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Finally, a treatment regimen that is consistent with the ‘normalcy lens’ is developed. 

For some interviewees this meant deciding how far they were prepared to go to avoid 

gluten. These individuals decided that a certain amount of risk was acceptable to 

avoid creating a fuss or using separate equipment for food preparation. For others, 

developing a treatment regimen consistent with the ‘normalcy lens’ involved finding 

suitable foods to continue a ‘normal’ diet. One method of doing this was recreating 

previously enjoyed foods using gluten-free ingredients. The ‘normality’ of such 

foods was often emphasised by explaining that other family members enjoyed them 

or by highlighting the degree to which they are similar to versions which contain 

gluten. The concept of normalisation has not previously been applied in the context 

of coeliac disease. However, it can be seen to fit well with the findings of this study 

and of other research which has been published.  

The model comprises a series of eight continua. Each continuum represents a factor 

which emerged during interviews as impacting on how interviewees adhered to glu-

ten-free diet. Each factor can tend to either facilitate or inhibit the adoption of a strict 

gluten-free diet depending where the individual lies along the continuum. For ex-

ample, one continuum represents information. At one extreme is a situation where an 

individual has no relevant information whatsoever and at the other extreme is an in-

dividual who has all the information he or she needs in order to adhere to a gluten-

free diet. Each continuum in the model is discussed in turn. Finally, the utility of the 

model as a whole is discussed.    

6.2.1 Feelings about diagnosis
The first continuum which appears on the model is about the emotional and 

psychological impact of coeliac disease. At one extreme are negative emotions or 

psychological states. At the other extreme is full acceptance and adjustment. Chronic 

illness is known to have a psychological and emotional impact. It affects an 

individual’s identity and sense of self (Brennan, 2001; Deatrick, Knafl & Murphy-

Moore, 1999).  Coeliac disease has been associated with anxiety and depression 

(Fera et al., 2003; Hallert et al., 1998). This is thought to be linked to the symptoms 

of untreated coeliac disease but can persist after commencing a gluten-free diet. 

Indeed, anxiety and depression can result in poor adaptation to coeliac disease (De 
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Rosa et al., 2004). An important way in which coeliac disease can threaten a person’s 

identity is through the gluten-free diet. Food and eating form an important part of 

social interaction through which one’s identity is moulded and reinforced (Charon, 

2001; Gregory, 2005). For example, family meals, romantic dinners and working 

lunches are not simply opportunities to eat but social occasions where interpersonal 

relationships are expressed and developed. As gluten is a found in many staple foods 

the gluten-free diet may result in exclusion from such social events. A diagnosis of 

coeliac disease can also result in anxiety by changing the relationship of the 

individual with food (De Rosa et al., 2004). Food is now a potential source of harm 

and vigilance is required to avoid the ingestion of food containing gluten. 

Emotional responses to coeliac disease were observed in this study particularly in the 

reactions of some interviewees on learning of the diagnosis. Reactions varied from 

relief to shock and dismay. One interviewee reported being annoyed at her diagnosis. 

Anger as a response to coeliac disease has been documented in the literature and has 

been associated with poor adherence to gluten-free diet (Ciacci et al., 2003). Only 

one interviewee out of thirty reported anger to any degree in this study. This may 

reflect the under representation of non-attenders and of people who reported poor 

adherence to diet. Depression and anxiety have been found to be more common in 

people with coeliac disease than in the general population (Fera et al., 2003). It has 

been found that counselling which improves depression in people with coeliac 

disease also results in greater adherence to gluten-free diet (Addolorato et al., 2004). 

Some interviewees  reported embarrassment as a result of having coeliac disease. 

This often related to social eating outside the home. One interviewee reported a 

strong feeling of embarrassment relating to the condition itself. Most interviewees 

who reported a negative emotional response to coeliac disease reported that they later 

‘came round’.

The literature about coping with chronic illness suggests that a number of factors 

may influence the emotional and psychological impact of the condition. These 

include the individual’s social context, their individual coping style and their beliefs 

about the illness (Brennan, 2001; Diefenbach & Leventhal, 1996; Edwards George et 

al., 2009). The support of family members and friends was important to participants 

in this study. This support, or indeed lack of support, was generally explained in the 
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context of eating or food provision and is discussed under social eating. Healthcare 

professionals also have a role to play. Research has found that the way the diagnosis 

of coeliac disease is explained impacts on the emotional response (Ciacci et al., 

2002). It has also been found that psychological support and counselling reduces 

depression and improves dietary adherence among people recently diagnosed with 

coeliac disease (Addolorato et al., 2004). Few interviewees discussed how the 

diagnosis of coeliac disease had been presented to them though one did remark that 

the doctor who diagnosed her had been “very very nice about it”. The relationship 

with health care professionals more generally was found to be important and is 

discussed later in the chapter.  

6.2.2 Symptoms 
This study found that the experience of symptoms related to coeliac disease was an 

important factor in relation to dietary adherence. Both interviewees and questionnaire 

respondents reported that their symptoms motivated them to adhere to diet. 

During the qualitative study symptoms were seen to interact with dietary adherence 

in various ways. Some interviewees reported experiencing unpleasant symptoms 

after eating gluten containing food. For them eating gluten involves immediate 

repercussions which, according to motivation theory, should provide a greater 

impetus to adhere to diet than the risk of serious complications which may or may 

not be realised at some future time. Certainly, these interviewees reported that they 

did indeed avoid gluten in order to avoid symptoms. This process did not always 

result in a strict gluten-free diet because respondents reported that varying amounts 

of gluten were required to trigger a response. Those who could tolerate relatively 

large amounts of gluten with no ill effects tended to assume that this was the amount 

of gluten safe for them and that their coeliac disease was relatively mild. In this way 

they developed their own version of a gluten-free diet which, with the exception of 

one interviewee, they described as following a gluten-free diet. Unfortunately, the 

experience of symptoms is an unreliable guide to whether or not changes are 

occurring in the small bowel mucosa in response to gluten. It is thought that it is 

these histological changes which increase risk of long term complications of coeliac 

disease (Biagi et al., 2004). 
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Some previous research has suggested that greater severity of symptoms may be 

associated with better adherence to a gluten-free diet and the findings of this study 

would fit with this (Fabiani et al., 2000; Westman et al, 1999). Contrary to this a 

recent and relatively large (n=154) study did not find any statistically significant 

association between symptoms on diagnosis and dietary adherence (Leffler et al., 

2008). Expert evaluation of respondents’ diets was used to assess adherence. It has 

previously been shown that self evaluation of adherence to gluten-free diet does not 

necessarily agree with expert evaluation (Leffler et al., 2007). Therefore symptoms 

may not have correlated well with adherence to a strict gluten-free diet but may have 

been an important factor in the subjects of the study adhering to the diet to whatever 

extent they did. The findings of Leffler’s group together with the findings of the 

qualitative phase of this study highlight the potential difference between a gluten-free 

diet as defined by a dietitian and as defined by someone with coeliac disease 

following a diet they feel is right for them. Another study by the same group found 

that experiencing symptoms of coeliac disease was associated with reduced 

adherence to diet (Edwards-George, 2009). This may simply reflect the occurrence of 

symptoms in response to gluten ingestion. It may also demonstrate the importance of 

symptoms responding to the gluten-free diet. Two interviewees in the present study 

were still experiencing symptoms despite adherence to a gluten-free diet. One of 

these had abandoned the diet as a result and the other was very disheartened by her 

experience. 

An interesting finding which emerged from the interviews was that people tended to 

express their symptoms prior to diagnosis in terms of the effect they had on their 

ability to carry out everyday activities. They then described a contrast between life 

before and after treatment with a gluten-free diet. This journey seemed to provide 

ongoing motivation to adhere to the gluten-free diet. It may be that the potential 

threat to social functioning of following a gluten-free diet is outweighed by the 

negative effect of symptomatic coeliac disease on the individual’s ability to fulfil 

their social roles. Additionally the experience of symptoms and of benefits derived 

from the gluten-free diet may serve to strengthen the individual's belief that they do 

indeed have coeliac disease. This is known as the illness identity (Diefenbach & 

Leventhal, 1996).
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Adolescence is considered to be a time when compliance is particularly difficult 

(Leffler et al., 2008). Most of the interviewees who were diagnosed in childhood had 

lapsed from their diets and the transition into adulthood appeared to be particularly 

important. Severity of symptoms is not always constant across the lifetime of 

someone with coeliac disease. Some adolescents may find that they can tolerate 

gluten without experiencing symptoms or with only mild symptoms. Their childhood 

experiences of being ill because of coeliac disease may seem distant and irrelevant to 

their emerging adult identity and lifestyle. This may help explain some of the 

particular difficulties experienced by adolescents in adhering to a gluten-free diet.  

6.2.3 Long term health risk
Coeliac disease is associated with specific long term health risks including certain 

malignancies and osteoporosis. There is little in the literature regarding the role of 

long term health risks in the adherence of individuals to a gluten-free diet. A great 

deal of research has been carried out, however, in the more general field of 

preventative health. It has been found that risks that occur at some indeterminate 

time in the future tend not to be prominent in our thoughts whereas currently 

experienced visceral factors motivate much more powerfully (West, 2006). In this 

way long term risks may be postulated to be weakly motivating towards dietary 

adherence. 

Fifteen of thirty interviewees reported that they were motivated to adhere to a gluten-

free diet by the fear that they might experience complications later on if they didn’t. 

When asked why they adhered to a gluten-free diet 34% of questionnaire respondents 

specifically mentioned a known complication of coeliac disease they wished to 

avoid. The fear of complications may work synergistically with the experience of 

symptoms. For example, one interviewee reported that she could not take the risk of 

eating gluten due to fear of developing cancer symptoms. She then went on to say 

that she would never give in to temptation to eat food containing gluten because she 

did not want to be as ill as she had been prior to diagnosis. It has previously been 

noted that symptoms may strengthen the illness identity or the belief that one does 

indeed have a specific illness and that that ‘label’ makes sense of symptoms you 
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have experienced. This may then strengthen the sense of personal risk of developing 

associated complications.

 

Some interviewees had already been diagnosed with osteoporosis. Diagnosis with a 

known complication of coeliac disease may strengthen the idea that one is personally 

at risk of other complications such as malignancy. The fact that osteoporosis had 

been identified during follow-up was offered as a reason to continue attending so as 

to be monitored by two interviewees.

6.2.4 Relationship with health professionals
A number of difficulties experienced by interviewees with health professionals were 

uncovered in the qualitative study. These included finding them unapproachable, 

feeling rushed, experiencing a paternalistic or judgmental attitude and feeling 

unsupported.  

Psychological support has been found to improve dietary adherence in a study 

involving people newly diagnosed with coeliac disease (Addolorato et al., 2004). 

The counselling that was provided was focussed mainly on discussing the problems 

related to dietary restriction which lead to difficulties in social relationships. This 

underlines the importance of health professionals understanding the social aspects of 

coeliac disease and the gluten-free diet.

In the present study poor relationships with health professionals resulted in a lack of 

information and in patients having concerns which had not been addressed. One 

particular interviewee was worried that she may still be suffering from malabsorption 

of calcium, a concern which could have been allayed had she felt able to discuss it 

with a professional with appropriate knowledge. This illustrates one mechanism 

which may underlie the finding of Hauser, Stallmach et al. (2007) that dissatisfaction 

with information received from doctors is associated with reduced quality of life in 

people with coeliac disease. One interviewee felt dissatisfied because she had 

received a “one size fits all” approach which did not take account of her skills in 

cooking. Another felt she had not received information which could be applied to her 

particular situation. These problems illustrate the importance of individually tailored 
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advice. In order provide such advice health professionals should listen and respond to 

the individual needs of patients. People with chronic illnesses have been found to 

value health professionals who listen to them and who respect their individual 

circumstances and their expertise in relation to their own self-management (Pooley et 

al., 2001; Thorne et al., 2003). 

The attitude of health professionals to the diagnosis of coeliac disease and the way in 

which they therefore present it to patients has been found to be important (Ciacci et 

al., 2002). The impact the diagnosis and its management is likely to have on the 

individual should not be either under- or over-estimated. This will be reassuring for 

patients without failing to acknowledge the impact the diagnosis may have on their 

lives. It is clear that health professionals involved in the management of people with 

coeliac disease should have good knowledge of the condition and also of the 

psychological and social impact of a gluten-free diet (Case, 2005; Lowden, 2007).

Relationships are two way and this applies in the context of the health care 

relationship. Different interviewees had vastly different experiences in terms of the 

confidence they felt about being able to get information and support as required from 

the health professionals they saw in clinic. In some cases very different perceptions 

of the same professional were reported. It has been found that the ability of the 

patient to manage the healthcare relationship is an important factor in its success 

(Thorne et al., 2003).  Training programmes for patients which include training in the 

management of healthcare relationships have been advocated for those with chronic 

disease (Department of Health, 2001). Such training may be useful for some people 

with coeliac disease. Some patients may feel more comfortable in a group setting and 

indeed 55% of questionnaire responders indicated they thought group sessions with a 

dietitian would be helpful to people with coeliac disease. The group setting may be 

less intimidating or may allow individuals to hear the answers to questions or 

concerns which they feel unable to raise but which may be raised by other members 

of the group.
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6.2.5 Information
An individual’s beliefs, perceptions and assumptions make up the assumptive world 

and are important in guiding behaviour, including illness coping (Brennan, 2001; 

Diefenbach & Leventhal, 1996). The assumptive world is constantly being revised as 

new information of various types and from various sources is received. Better 

adherence to a gluten-free diet has been associated with explanation of coeliac 

disease by a doctor (Butterworth et al., 2004). As was discussed in the preceding 

section satisfaction with information received from doctors is associated with better 

health related quality of life scores (Hauser, Stallmach et al., 2007). Adequate 

information about coeliac disease may enable patients to make sense of their 

symptoms and to understand the role of a gluten-free diet and thus develop health 

beliefs which will motivate towards adopting a lifestyle which includes strict 

avoidance of dietary gluten. Information which is specifically tailored to the 

individual’s situation is likely to be most useful (Thorne et al., 2003).  

Self-efficacy in relation to a gluten-free diet is the belief that one is capable of 

adopting a gluten-free diet. Self-efficacy is important in facilitating behaviour change 

(Bandura, 1977; West, 2006). The qualitative phase of this study highlighted the 

importance of practical skills, particularly cooking skills, as well as factual 

information. If people believe they have these skills or can acquire them, their self-

efficacy in relation to the gluten-free diet will be improved. The form of information 

may also be important. One interviewee reported that she had been given a good deal 

of written information but that she did not feel she had information she could use. 

Another spoke of the importance of having someone demonstrate practical skills 

such as how to work with gluten-free flour. A ‘buddy’ system whereby people can be 

put in touch with others may be a means of making this type of practical information 

or ‘know how’ available. Fifty nine per cent of questionnaire respondents indicated 

that such a ‘buddy’ system would be of use. Alternatively, the use of cookery 

demonstrations or practical experience as part of group sessions led by a health 

professional may provide opportunities for people to avail of the kind of practical 

know how not available from traditional diet sheets or information leaflets. 
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6.2.6 Satisfaction with the gluten-free diet
Following a gluten-free diet means avoiding foods that may have been particular 

favourites or foods that have been staples such as bread. This may result in a sense of 

deprivation which may contribute to the reduced quality of life which has been found 

in treated coeliac disease (Fera et al., 2003; Hauser et al., 2006; Usai et al., 2002). 

Some people with coeliac disease report longing for gluten containing foods (Hallert 

et al., 2002; Hallert et al., 2003). A number of interviewees talked about particular 

foods that they missed. Interviewees replaced these foods in different ways. Gluten-

free bread, crackers, biscuits, cakes etc. are available and some of these can be 

prescribed by GPs. These products were not popular with all interviewees as they do 

not always taste the same as the products they are intended to replace. Additionally 

there was some suggestion that the ‘medical’ nature of some of these products, 

particularly those obtained on prescription, was off-putting for some interviewees. 

Some interviewees talked about other products which had taken the place of foods 

containing gluten in their diets. An example of this was one lady who reported that 

instead of the cakes she used to enjoy she now enjoyed chocolate. Making ones own 

gluten-free food emerged as an important strategy in adapting to a gluten-free diet. 

There was some evidence that interviewees who couldn’t or didn’t cook or bake their 

own food but relied on ready-made or convenience food had less enjoyable diets. 

This may be because cooking one’s own food can allow greater variety. It may also 

reflect a more active, problem-solving approach to coeliac disease which has been 

associated with better quality of life (Hallert et al., 2003). The role of cooking skills 

in aiding adaptation to a gluten-free diet has not been reported previously in the 

literature. Further research to examine whether skills or confidence in cookery is 

associated with a greater degree of satisfaction with the gluten-free diet would be 

helpful.  

6.2.7 Social Eating
Food has a significant social as well as a nutritive role. Eating together is a means of 

expressing and defining social relationships (Lupton, 1996; Mennell et al., 1992). 

Specific foods may mark particular cultural events. An example of this would be 

wedding cake which was specifically mentioned by two interviewees. One 

interviewee described how she felt as it dawned on her, immediately after diagnosis, 
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that she wouldn’t be able to eat her daughter’s wedding cake. Another described how 

a relative who was getting married was going to have three kinds of wedding cake 

one of which would be gluten-free. These two accounts illustrate nicely the potential 

for the gluten-free diet to result in social exclusion and one way in which such 

exclusion can be avoided.

For those living in a family context many of their meals and other food-related 

activities such as storing or preparing food will take place within the family home. 

These activities are an important part of being family and the family meal is seen as a 

particularly significant part of family life (Gregory, 2005; Mennell et al., 1992). 

Sharing a food item or eating from the same plate has been found to express a greater 

level of intimacy (Miller et al., 1998). Most interviewees reported that following a 

gluten-free diet was easy within the family context. For these interviewees most 

foods eaten within the family were gluten-free and the family shared meals together. 

A number of interviewees highlighted that other members of the family ate or 

enjoyed gluten-free food. One example was an interviewee who reported that her son 

might break off a piece from a slice of gluten-free toast she was eating to eat himself. 

Sharing an item of food in this way is an expression of intimacy and in this instance 

the need for ‘special bread’ had not prevented this normal expression of family 

relationships. One interviewee who was not adhering to a gluten-free diet reported 

that her children disliked gluten-free food and that this was a barrier to her own 

adherence. Another felt that other family members buying food items that were not 

gluten-free and bringing them into the home was unfair. It can be seen that a 

diagnosis of coeliac disease impacted to a large degree on the families of 

interviewees and not just on themselves. Recent research has also highlighted the 

impact of the gluten-free diet on the wider family (Lee & Newman, 2003; Sverker et 

al., 2007). 

Eating outside the home fell into two main categories as follows: eating food 

provided by friends or members of the extended family and eating food in restaurants 

or other outlets prepared by professionals. Eating food provided by friends or family 

will be discussed first. 
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The most comfortable or positive situation seemed to be one where the person doing 

the cooking knew what the person with coeliac disease would be able to eat and 

provided something suitable with the minimum of fuss. One interviewee found that 

even after she had been diagnosed a number of years her extended family still didn’t 

know what she could or couldn’t eat. For her not being provided for was difficult. At 

the other extreme other interviewees reported incidents where food was provided for 

them specially and they found this very embarrassing and generally a negative 

experience. Others reported positively the lengths others went to to provide suitable 

food. The unifying element in these apparently opposite reactions seems to be the 

idea of food as a symbol of social inclusion. Where suitable food was provided in a 

manner which highlighted the person with coeliac disease as different from the rest 

of the group this was perceived negatively. On the other hand providing suitable food 

in a manner which made the person with coeliac disease feel included was likely to 

be perceived positively.  

Eating in restaurants involves practical considerations such as the need to contact the 

restaurant in advance to ensure a gluten-free diet can be catered for. There is also the 

risk that the chef or waiting staff may not understand the gluten-free diet and may 

inadvertently supply unsuitable foods. These considerations posed problems for 

some interviewees. Others did not wish to draw attention to themselves by asking 

about the gluten content of foods and so ran the risk of inadvertently eating gluten 

when out. Research has found that many people with coeliac disease do not adhere to 

gluten-free diet when eating out (Green et al., 2001) and that people with coeliac 

disease are less likely to eat out (Karajeh et al., 2005; Twist & Hackett, 1992).

6.2.8 Attitude to the gluten-free diet
During the qualitative study it was noted that some interviewees had adopted a 

positive attitude towards the gluten-free diet, identifying advantages associated with 

following a gluten-free diet. For example, one interviewee felt that using less 

processed foods had resulted in more adventurous cooking and a more varied diet. 

Another felt that a gluten-free diet was a healthier diet. A positive attitude and coping 

style has been found to promote positive adjustment in the context of cancer 

(Brennan, 2001). A positive attitude to the therapeutic diet has been found to 
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correlate with better adherence in children with chronic renal failure and mothers 

with phenylketonuria (Mackner, McGrath & Stark, 2001). Helping people with 

coeliac disease to identify positive aspects of their diet and presenting the gluten-free 

diet in a positive way may help to promote adjustment to gluten-free living.

6.3 Limitations

Qualitative research enables exploration of a topic at a deep level and aims to allow 

an explanatory framework to emerge from data rather than be imposed on it. 

However data is obtained from relatively few individuals and the explanatory 

framework developed for the data may not necessarily apply to another set of 

individuals. Development of a grounded theory, however rigorously done, involves 

the interpretation and creativity of the researcher in analysis. Data collection by 

means of qualitative interviews requires the researcher to be intimately involved in 

the creation of data. Therefore another researcher conducting the same piece of 

research with the same interviewees would be unlikely to produce exactly the same 

results. It is suggested that data collection should proceed until theoretical saturation 

is achieved. It is arguable, however, whether it is possible to achieve saturation. 

Without collecting all possible data it is impossible to say for certain that further data 

collection will not yield further categories (Charmaz, 2006). The piece of qualitative 

research presented here has been carried out in a rigorous manner in accordance with 

the grounded theory method. The model developed fits well with the data. It also 

resonates well with relevant research findings published in the literature. 

Qualitative findings about non-attendance are tentative due to the low response from 

non-attenders. Although tentative, the findings obtained were in line with the results 

of the questionnaire phase of the study and they represent an attempt to study a group 

about which little is known. 

The questionnaire enabled some aspects of follow-up to be studied with a larger 

number of people than was possible in the qualitative study. Although larger, the 

numbers of non-attending participants remained low. This limits the generalisability 
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of the findings. Despite this, statistical significance was achieved suggesting that the 

differences observed between non-attenders and attenders are unlikely to be due to 

chance. Of the overall sample who were sent questionnaires younger people were 

more likely to be classified as non-attenders than older people. No differences 

between  younger and older respondents were noted in the questionnaire results or in 

the findings of the qualitative phase. This may be because numbers were too small to 

make meaningful comparisons between age groups.

In common with other postal questionnaires, the findings of this questionnaire study 

are based on those who responded. Responders and non-responders may differ 

significantly and so the study findings may not be applicable to the entire population. 

No statistically significant differences between the age and sex profile of responders 

and non-responders were identified. This suggests the results should not be biased to 

one sex or a particular age group but responders and non-responders may differ in 

other respects. A very high response rate of 78% was achieved from attenders. 

Although the response rate of 49% which was achieved from non-attenders is lower, 

it is better than had been anticipated by the researcher. It is possible that those non-

attenders who responded to the questionnaire may be more likely to engage with 

clinic follow-up than those who did not and so may not represent the population of 

non-attenders as a whole. Whilst this may be so, it can be argued that those non-

attenders that are more likely to engage with clinic follow-up are those that can be 

helped by any service change that may be suggested as a result of such research. A 

lower proportion of non-attenders than attenders reported strict adherence to gluten-

free diet suggesting that responses were not received only from a particularly 

compliant subset of non-attenders.

Difficulty was encountered in interpreting answers to the questions on whether 

respondents' needs were met in clinic as people appeared to have indicated that they 

had not received information/advice/support from particular health professionals 

when they may have meant that they had not had a consultation with that particular 

professional. This difficulty was overcome by combining the results for all 

professionals for each individual respondent. This problem may not have arisen, 

however, had there been a postal pilot of sufficient size to bring this problem to light. 

A postal pilot was considered when planning the study but it was feared such a pilot 
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would reduce the sample size to an unacceptably low level and prevent meaningful 

comparison between attenders and non-attenders. 

Although relatively low participation by non-attenders has limited this study it 

represents a first attempt to study the needs of non-attenders. It has been possible to 

demonstrate a significant difference between non-attenders and attenders in terms of 

satisfaction with clinic. This suggests that change may be possible which could 

improve attendance and so possibly influence adherence to the gluten-free diet, 

which is the only effective treatment for coeliac disease.

6.4 Putting it into practice

Individuals who experience dissatisfaction with specialist follow-up might be 

expected to be more likely to disengage with follow-up services. Most non-attenders 

who were interviewed did have such difficulties but only small numbers were 

involved and a considerable proportion of attenders interviewed also reported similar 

problems. The questionnaire study was able to demonstrate a marked difference 

between attenders and non-attenders in terms of the degree to which their needs were 

met in clinic. This suggests that dissatisfaction with clinic is associated with non-

attendance. This is potentially an important finding as it suggests that if the service 

provided in the outpatient clinic could be better tailored to meet people’s needs 

attendance may improve. This may in turn be associated with improved adherence to 

gluten-free diet and better health outcomes. This study points to a number of areas 

where service change may be helpful and these are discussed below. 

A dynamic model was developed to express the findings of the qualitative study 

about the factors that were helpful or otherwise in enabling research participants to 

adhere to a strict gluten-free diet as part of normal life. The in-depth nature of a 

qualitative approach has enabled rich data to be collected and has maximised the 

comprehensiveness of the model. The findings expressed in the model are supported 

by the questionnaire and also fit well with the relevant literature. The model may be 

transferable to other medical conditions which require lifestyle change in order to be 
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managed effectively. Examples might include coronary heart disease, renal disease 

and diabetes. The utility of the model in clinical practice is discussed below.     

6.4.1 Using the model
One important aspect of the model is its definition of success with regard to 

adherence as the incorporation of the diet into normal life. This puts adherence to 

gluten-free diet in the context of the life and social world of the individual with 

coeliac disease. Understanding the importance of this context is very valuable for 

anyone wishing to help people adhere to diet. 

The model can also be used to help health professionals consider the different factors 

which may affect an individual's ability to follow a gluten-free lifestyle. This may 

help them to ask relevant questions to uncover areas where the person may be 

experiencing difficulty and to offer support or relevant advice. For example, it may 

be helpful to ask how the person feels about their diagnosis. This may be particularly 

relevant when the diagnosis is very recent. Support can then be offered if required. It 

may also be useful to ask if symptoms are experienced when foods containing gluten 

are eaten. If no symptoms are experienced then it may be helpful to discuss other 

factors that will help motivate that individual to adopt a gluten-free lifestyle. 

The model as a whole may prove to have some predictive power. Individuals can be 

plotted on the model using each factor as a visual analogue scale to make a 

subjective estimate of a mean 'score' and place the person on the final scale. This 

could help to identify individuals who may have greater difficulty in adhering to diet 

and who could benefit from more support.

6.4.2 Listening and understanding
It has been shown that patients prefer health professionals who listen to them (Pooley 

et al., 2001). It has also been found that patients value health professionals who are 

sympathetic to real life and who appreciate the expertise the patient has already 

(Thorne et al., 2003). In order to do this it is important to listen closely and to ask 

relevant questions. 
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Understanding the impact; or potential impact, of coeliac disease on the individual 

and the kinds of emotional response people may experience will be helpful. This 

study would suggest that understanding the social structuring of the coeliac 

experience is key to understanding the impact of coeliac disease. This supports the 

suggestion, made previously in the literature, that health professionals involved in the 

care of people with coeliac disease should understand and appreciate the social and 

psychological aspects of food and of chronic disease (Gregory, 2005; Lowden, 

2007). The diagnosis of a chronic disease can bring about a sense of stigma whereby 

individuals may fear they will be marked out as different and lose their place in 

society if others know their diagnosis (De Rosa et al., 2004; Joachim & Acorn, 

2000b). Such a process was observed in this study, particularly in the case of one 

interviewee, Bella, who never told people outside of her family of her diagnosis 

because of her embarrassment about it. Another interviewee, Sarah, described the 

sense of stigma she felt at school, exacerbated by the fact she was unable to eat 

school dinners. Choosing not to disclose the diagnosis to others is hard work and a 

source of stress (Joachim & Acorn, 2000b; Sverker et al., 2007). Such a choice also 

increases the risk of inadvertently consuming gluten in food provided by others. 

Sensitivity to the feelings of stigma which may be experienced by people with 

coeliac disease will help health professionals to understand fears around disclosure 

and to discuss them openly. Counselling that focusses on such issues has been shown 

to reduce depression and improve adherence among people with coeliac disease who 

were suffering from depression and/or anxiety (Addolorato, 2004). 

6.4.3 Involving significant others
Normalisation was identified as an important strategy in coping with coeliac disease. 

The idea of normal is based on seeing oneself in relation to other people and 

normalisation was seen to require the co-operation of others. For example, other 

members of the family or social group who ensure that a communal meal is gluten-

free. Recent research has emphasised the effect of one family member’s coeliac 

disease on the whole family (Sverker et al., 2007). Gregory’s study of the 

management of coeliac disease in the family setting highlighted the role of the whole 

family in assimilating the gluten-free diet into family practices (Gregory, 2005). 

Consultations in the outpatient clinic may often only involve the individual with 
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coeliac disease but a more family centred approach may be helpful. Such an 

approach may encourage the co-operation of other family members and provide 

opportunity to support them alongside the person with coeliac disease.

6.4.4 Information and communication
Information about coeliac disease and about gluten-free living were seen to be 

important for people with coeliac disease and to be an important reason to attend 

clinic. However non-attenders to clinic were less likely to be satisfied with the 

information they had received. This may reflect problems with the type of 

information being given, or not given, or problems in the communication between 

patient and professional. 

The qualitative study gave some insight into the types of information that may be 

useful for different people. One interviewee, Amy, described being given 'leaflets' 

but that she hadn't got information she could use in clinic. She reported that a friend 

of her mother’s who is coeliac was a potential source of useful information. It may 

be that written information is not useful for everyone and that some people may 

benefit from other learning opportunities. Examples may include supermarket tours 

and practical help with reading food labels. People with coeliac disease who are 

coping well with the gluten-free diet are a source of valuable information not readily 

available from health professionals. Opportunities to learn from other people 

following a gluten-free diet may prove helpful. This was highlighted by some 

interviewees and then borne out by the significant proportion of respondents 

indicating that a “buddy system” would be of benefit to people with coeliac disease. 

Not all interviewees reported that they wanted, or would have wanted when newly 

diagnosed, to learn from other people with coeliac disease. Some interviewees 

reported preferring to keep themselves to themselves or not wanting to be part of a 

group defined by coeliac disease. This emphasises the importance of dealing with 

each person as an individual and avoiding a ‘one size fits all’ approach.

Effective communication is vital if patients and health professionals are to 

understand each other and if patients are to get their needs met. People with coeliac 

disease may develop their own version of a gluten-free diet which they feel suits 
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them or manages their symptoms. It is important that health professionals are aware 

of this and explore with patients what they mean by a gluten-free diet. This will 

enable health professionals to ensure that patients can be informed of the risks of 

gluten ingestion to enable them to make informed choices.  

6.4.5 Time
A number of interviewees reported being rushed during their clinic appointments or 

had an impression that there was insufficient time available for their concerns to be 

addressed. Pooley et al. (2001) found that patients valued having sufficient time for 

consultations. Time was not mentioned by Thorne et al. (2003) but the process of 

listening and coming to understand the perspective of the individual patient valued 

by their interviewees seems to presuppose that consultations are not rushed. Speed of 

consultations was not reported in purely negative terms in the present study. Some 

interviewees reported this to be a positive feature of their clinic experience. This 

would suggest that a greater degree of organisational flexibility may be advisable to 

facilitate the differing needs of individual patients. Most outpatient services operate a 

system whereby a set time frame is allocated to ‘new’ patients and another to 

‘follow-up’ patients. It may be that a more graded approach is required. The 

qualitative study which has been carried out would suggest that most people take a 

considerable time to adjust to the diagnosis and the gluten-free diet. Thus follow-up 

appointments within the initial months or years after diagnosis may need to be longer 

than subsequent appointments. Particular life events or life stages may raise new 

issues and also necessitate a longer appointment.  

6.5 Further research

Further work is required in order for the model to be progressed from a proposed 

model to a working model. This could be achieved by investigating how well the 

model resonates with the experience of people with coeliac disease.Alongside this 

the model could also be tested to see if it can be used to help assess how difficult 

patients are likely to find it to achieve a strict gluten-free diet as part of a normal 

lifestyle. A suitable study might involve asking participants to plot themselves on a 
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visual analogue scale with one side representing 'difficulty adhering to strict gluten-

free diet' and the other 'strict gluten-free diet incorporated into normal lifestyle'. 

Participants could then be asked to plot themselves on visual analogue scales 

representing the other continuums on the model. The model is qualitative and cannot 

be expected to work in a strictly mathematical sense however a visual 'average' of the 

continuums should roughly correspond to the degree of ease in incorporating the 

gluten-free diet indicated. (See the examples plotted on the model on page 64). A 

qualitative interview could follow using the model as the basis for a semi-structured 

interview schedule in order to establish resonance. The views of healthcare 

professionals, and of dietitians in particular, regarding the model would also be 

helpful as it is intended for use in practice and would be most likely to be used by 

dietitians. To obtain such feedback a group of dietitians who regularly see people 

with coeliac disease could be asked to try out the model. They could then discuss 

their experiences in a focus group. Each dietitian may have utilised a slightly 

different approach to using the model. The use of a focus group rather than 

individual interviews would facilitate interaction between these different ideas and 

approaches to help inform how the model may be best be used in practice.

 The model is designed to take into account the possibility of change and so it could 

be used to design a comprehensive intervention aiming to address a variety of areas 

where change could facilitate the incorporation of a strict gluten-free diet into a 

normal lifestyle. Such an intervention would require research to assess its 

effectiveness. A suitable trial could involve recruiting patients newly diagnosed with 

coeliac disease to either standard care or the intervention and then comparing the two 

groups. The model may be applicable to other health conditions which require 

lifestyle change as part of their management. Further studies are required to ascertain 

this.   

A significant number of participants in this study were dissatisfied with the 

information and advice that they received in clinic. Precisely what information is 

required and how it should be delivered is not known and is likely to vary to some 

degree from individual to individual. It would be particularly useful to include non-

attenders in any study designed to investigate this. A qualitative study using focus 

groups may provide useful insights. Given the lower response rate which can be 
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expected from non-attenders it may be helpful to recruit participants from a wider 

sample than a single NHS trust.   

This study has indicated that the needs of non-attenders in particular are not being 

met. The willingness of some non-attenders to participate in this study suggests that 

at least some of those who no longer attend follow-up may have continued to attend 

if the service provided had better met their needs. The non-attenders who participated 

in this study were less likely to adhere to a gluten-free diet than the attenders. 

Research to assess the effectiveness of changes to how follow-up is delivered should 

assess the rate of attrition from follow-up as well as assessing adherence to diet 

among those who attend. Interventions which promote better attendance as well as 

helping people adopt a gluten-free lifestyle may make a real difference to people who 

might otherwise have become lost to follow-up and the potential health benefits that 

follow-up could provide. 

6.6 Conclusion

As a piece of practitioner research this study has sought to address questions drawn 

from practice. It is hoped that such research might add to the evidence base which 

informs practice and thus ultimately contribute to improved services. This research 

has demonstrated that the current specialist follow-up service is not meeting the 

needs of all people with coeliac disease and this is likely to be a causal factor in the 

defaulting of some people from follow-up. A model has been developed which 

provides a visual tool to help consider and reflect upon the variety of factors 

involved in enabling people to adapt to life without dietary gluten. The model 

situates dietary adherence within the social world of the person with coeliac disease. 

This is important as the social world impacts on dietary adherence. The model may 

help in planning and delivering a service to meet the needs of people with coeliac 

disease in order that they will be less likely to experience unpleasant symptoms or 

long term complications associated with coeliac disease.
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