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Chapter One: Literature Review

1.1 Introduction

The following review of the literature pertinent to this thesis will begin with a 

consideration of the nature and management of coeliac disease. Adherence to gluten-

free diet among people with coeliac disease will be discussed before moving on to 

consider the impact of following a gluten-free diet. Theories of illness coping which 

may be relevant to coeliac disease are then outlined together with a summary of 

motivation theory. Finally, the role of health care professionals in coeliac disease is 

discussed together with the issue of clinic attendance.
 

1.2 Coeliac disease

Coeliac disease is a complex autoimmune inflammatory disease of the small intestine 

which is induced by wheat gluten and related proteins in barley and rye (Chand & 

Mihas, 2006). Some individuals with coeliac disease are also sensitive to oats 

(McGough & Cummings, 2005). Untreated coeliac disease is associated with a 

variety of symptoms including diarrhoea, bloating, abdominal pain, fatigue, weight 

loss and anaemia (Chand & Mihas, 2006). There is a wide variation in the severity of 

symptoms and increasingly patients are diagnosed who have mild symptoms or who 

are asymptomatic (van Heel & West, 2006). Coeliac disease is associated with an 

increased risk of serious long term complications including osteoporosis (McFarlane, 

Bhalla, Reeves, Morgan & Robertson, 1995; West, Logan, Card, Smith & Hubbard, 

2003), certain cancers, including T cell lymphoma, small bowel adenocarcinoma 

(Askling et al., 2002; Green & Jabri, 2003; Holmes, Prior, Lane, Pope & Allan, 

1989) and infertility (Collin, Vilska, Heinonen, Hallstrom & Pikkarainen, 1996). 

Population based serological studies have estimated the prevalence of coeliac disease 

in the UK to be approximately 1% (McGough & Cummings, 2005; van Heel & 

West, 2006). There are more women diagnosed than men with a ratio of 2:1 

(Feighery, 1999). 
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1.2.1 Diagnosis
If coeliac disease is suspected an initial serological test for the presence of IgA 

antibodies to tissue transglutaminase and/or IgA anti-endomysial antibodies is 

carried out. The diagnosis is confirmed by the presence of villous atrophy on 

histological examination of duodenal biopsy (Hopper, Hadjivassiliou, Butt & 

Sanders, 2007).

1.2.2 Dietary management
The symptoms of coeliac disease can be treated effectively with a gluten-free diet. 

The gluten-free diet can also result in improved bone density and fertility where 

these have been compromised. The diet should be strictly adhered to for life in order 

to reduce the risk of long term complications (Green & Jabri, 2003; McGough & 

Cummings, 2005). Gluten is found in wheat, barley and rye, and so a gluten-free diet 

involves avoiding all foods which contain these cereals such as bread, pasta and beer. 

Gluten-free alternatives to these foods are available. Gluten-free foods tend to be 

relatively expensive (Lee, Ng, Zivin & Green, 2007) though some items such as 

bread and flour can be obtained on prescription in the UK. Gluten, particularly in the 

form of wheat, is a ubiquitous ingredient in processed foods and so great care needs 

to be taken to ensure processed foods are gluten-free. Contamination of a gluten-free 

food with very small amounts of gluten can be sufficient to stimulate an immune 

response and so care must be taken to avoid potential sources of cross contamination 

(Catassi et al., 2007). 

1.2.3 Medical management
Guidelines for the management of coeliac disease have been published which 

recommend long term follow-up by doctors and dietitians with an interest in coeliac 

disease (Ciclatira, 2002). The purpose of follow-up is to monitor the condition, check 

for any complications and to monitor and encourage adherence to gluten-free diet 

(Ciclatira, 2002; Feighery, 1999). Unfortunately, non-attendance at outpatient clinics 

is a common problem and has been reported to be approximately 12% nationally 

(Hull, Alexander, Morrison & McKinnon, 2002). A study of non-attendance at 

gastroenterology outpatient appointments, the setting for the majority of follow-up 
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appointments for people with coeliac disease, found a rate of 14% (Murdock, 

Rodgers, Lindsay & Tham, 2002). 

1.2.4 Adherence to a gluten-free diet
A number of studies have investigated adherence to a strict gluten-free diet among 

people with coeliac disease. Results have been variable and have depended, at least 

in part, on the methods used to measure adherence. Studies which used postal 

questionnaires found that 64-90% of respondents reported strict adherence to a 

gluten-free diet (Green et al., 2001; Kokkonen, Viitanen & Simila, 1989; 

Lamontagne, West & Galibois, 2001; Sdepanian, de Morais & Fagundes-Neto, 2001; 

Zarkadas et al.,  2006). Four studies which assessed adherence using food diaries and 

dietary assessment by a dietitian found adherence rates of 30-53% (Leffler et al., 

2007; Mariani et al., 1998; Vahedi et al., 2003; Westman, Ambler, Royle, Peat, & 

Chan, 1999). 

The questionnaire studies reported above, with the exception of Kokkonen et al., 

used the databases of their national coeliac disease societies as the study population. 

Membership of a coeliac advocacy group has been found to be associated with better 

adherence to a gluten-free diet (Butterworth et al., 2004; Leffler et al., 2008) and so 

these studies could be expected to report higher levels of adherence than the overall 

population of people with coeliac disease. This is supported by the fact that 

Kokkonen et al., who identified their study population using hospital records, found 

64% of respondents reported strict adherence, the lowest figure for these studies.

Those studies where dietary assessment was carried out by a dietitian found lower 

rates of adherence to a strict gluten-free diet than studies based on self-assessment by 

participants. A dietitian may identify sources of gluten that the respondent was not 

aware of or may have a definition of adherence differing from that of the respondent. 

One study compared patients' own assessment of their dietary adherence with that of 

a dietitian. It was demonstrated that a lower proportion of the group were following a 

strict gluten-free diet according to the dietitian's assessment than according to their 

own assessment. Assessment by a dietitian tallied more closely with serological 

indicators (Leffler et al., 2007). 
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It is clear from the literature that a significant number of people with coeliac disease 

do not adhere to a strict gluten-free diet. A number of studies have sought to identify 

factors which are associated with non-adherence. Some studies have found that better 

knowledge about the condition and the diet are associated with better adherence 

(Butterworth et al., 2004; Kokkonen et al., 1989; Ljungman & Myrdal, 1993; 

Sdepanian et al., 2001). As previously pointed out there is wide variation in the 

severity of symptoms experienced by people with coeliac disease. Some studies have 

suggested that people who experience more severe symptoms adhere better to the 

gluten-free diet (Fabiani et al., 2000; Westman et al., 1999) although a recent study 

found no association between symptoms and dietary adherence (Leffler et al., 2008). 

A number of studies have correlated various demographic variables with adherence 

to diet. Some have reported higher levels of adherence among women (Ciacci et al., 

2003) and girls (Ljungman & Myrdal, 1993) and younger children compared to teens 

(Greco, Mayer, Ciccarelli, Troncone, & Auricchio, 1997; Ljungman & Myrdal, 

1993). One relatively large study (n=529) found people over 21 years were less 

adherent than younger people (Sdepanian et al., 2001) but another of similar size 

(n=581) found older people to be more likely to display strict adherence (Ciacci et 

al., 2003). One study found that young adults that had been diagnosed when they 

were less than four years old had a higher adherence rate than those diagnosed as 

older children (Hogberg, Grodzinsky & Stenhammar, 2003). This difference was 

attributed to greater difficulty adapting to the diet at an older age, although other 

factors, such as symptoms experienced on gluten ingestion, were not compared. 

Leffler et al. (2008) found a non-significant trend towards better adherence among 

women but no influence of age or age at diagnosis. Adherence to gluten-free diet has 

been found to be associated with higher conscientiousness scores as measured by a 

standard personality test, NEO Personality Inventory - Revised (Edwards George et 

al., 2009). Higher rates of dietary adherence have been found among people who 

attend regular follow-up with dietitians and at specialist gastroenterology outpatient 

clinics (Bardella et al., 1994; Butterworth et al., 2004). These findings form part of 

the rationale for recommendations for regular follow-up found in current guidelines 

(Ciclatira, 2002).   

The studies outlined above have all sought to uncover statistical associations between 

certain variables, such as age and gender, and dietary adherence but have not asked 
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people with coeliac disease for their reasons for adherence. One questionnaire study 

asked those respondents (n=141) who reported they were not strict with gluten-free 

diet about their reasons for non-adherence. The answers given were problems eating 

out, feelings of anger towards coeliac disease, not wanting to be different from 

others, and hoping that occasional ingestion of gluten would not be harmful (Ciacci 

et al., 2003). These answers are revealing in that they demonstrate something of the 

social impact of a gluten-free diet 

To summarise, adherence to a strict gluten-free diet among people with coeliac 

disease has been positively associated with better knowledge about the condition and 

the diet, membership of a national support group and regular follow-up by health 

professionals. Demographic variables such as age and gender have not been 

consistently associated with adherence. 

1.2.5 Social Impact of a gluten-free diet
Cereals containing gluten are a staple part of the diet of most people in the UK, thus 

a gluten-free diet can be considered a ‘special’ diet. In order to understand how such 

a diet may be experienced by individuals it is important to examine the social role of 

food. Food is more than just a means to provide nourishment to the body but also has 

a social role. Social aspects of food and eating are embedded in our language and 

culture.  The word companion is derived from the Old French ‘compaignon’, literally 

meaning one who breaks bread with another (Soanes & Stevenson, 2004).  Social 

events often involve food and many socially or culturally significant events are 

marked by the use of particular foods or meals, for example, wedding cake, birthday 

cake and Christmas dinner. Commensality, or eating with other people, is an 

important means of developing and expressing social relationships. Sharing food 

signifies togetherness and defines and affirms those who eat together as being 

insiders in the group (Lupton, 1996; Mennell, Murcott & van Otterloo, 1992; Miller, 

Rozin & Fiske, 1998). Activities around food are an important part of family life and 

are a means by which the identity of the family and the individual is produced. 

Bringing family members together for a meal is seen as a particularly important 

expression of family (Gregory, 2005; Murcott, 1982; Sverker, Hensing & Hallert, 

2005).
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Given the social role of food, a gluten-free diet may be expected to impact on the 

social life and identity of someone with coeliac disease. This hypothesis finds a good 

deal of support in the literature. Participants in two qualitative studies of people with 

coeliac disease reported feelings of isolation and of being different when no suitable 

food was available, and of embarrassment about their diet when in company. They 

reported experiencing a greater sense of unity when able to eat  the same food as 

others in the group (Hallert,  Sandlund & Broqvist, 2003; Sverker et al.,  2005). A 

recent qualitative study of close relatives of people with coeliac disease reported that 

“before diagnosis of coeliac disease food was a symbol of togetherness; but after the 

diagnosis, food and social  encounters signified disintegration and being different” 

(Sverker,  Östlund, Hallert  & Hensing,  2007;  p.420).  Sixty seven per  cent of 254 

respondents to a survey of members of an American coeliac support group reported 

their diet had a negative impact on family life (Lee & Newman, 2003). 

Eating outside the family home, in restaurants, cafés and pubs, is an important means 

of social participation (Martens & Warde, 1997). Eating out in this way can prove 

particularly difficult if one is to stick to a strict gluten-free diet. This is demonstrated 

by research showing some people with coeliac disease do not adhere to a gluten-free 

diet when dining at restaurants (Green et al., 2001). A study carried out in Wirral 

found almost a quarter of respondents believed it to be impossible for people with 

coeliac disease to have a normal social life (Twist & Hackett, 1992). A more recent 

piece of research conducted in Sheffield reported similar findings (Karajeh, 

Hurlstone, Patel & Sanders, 2005). Worryingly, that study also found chefs were less 

likely than the general public to have heard of coeliac disease. This highlights the 

difficulties that may be experienced in obtaining food which is gluten-free when 

eating out. 

Apart from the role of food in relationships with other people, food is also a source 

of pleasure to the individual. If a gluten-free diet is to be followed this may mean 

foregoing foods which are particularly enjoyed. A Swedish group which has carried 

out a number of qualitative studies found that people with coeliac disease reported 

having to abstain from things which they felt to be important and some reported 

longing for gluten containing foods (Hallert et al., 2002; Hallert et al., 2003). 
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A gluten-free diet can also be inconvenient for a number of reasons. Suitable foods 

may not always be available when away from home, for example, workplaces often 

provide little other than sandwiches. Convenience foods are less likely to be gluten-

free than meals made from scratch. More than one meal or meal component may 

need to be cooked to accommodate all dietary needs in a family, for example, two 

kinds of pasta may be required (Hallert et al., 2003; Sverker et al., 2005).

1.2.6 Coeliac disease and quality of life 

A strict gluten-free diet is the only known treatment for coeliac disease and yet it can 

be seen that following a gluten-free diet brings its own difficulties. In the light of 

this, how does coeliac disease and its management impact on quality of life? 

A number of studies have sought to compare quality of life among people with 

coeliac disease with that of non-coeliacs. Most studies have used standard 

quantitative questionnaires such as the Short Form 36 Health Survey (SF-36) as a 

measure of health related quality of life. These studies have generally found that at 

least some people with coeliac disease experience a lower quality of life than the 

general population. Some studies have suggested that people with coeliac disease as 

a group have lower quality of life scores than the general population (Fera, Cascio, 

Angelini, Martini & Sategna Guidetti, 2003; Hauser, Gold, Stein, Caspary & 

Stallmach, 2006; Usai et al., 2002).  Others have found reduced scores in women 

with coeliac disease but not in men (Hallert et al., 1998; Hallert et al., 2002; Roos, 

Karner & Hallert, 2006; Zarkadas et al., 2006). 

Besides female sex, other factors which have been associated with reduced quality of 

life scores in people with coeliac disease include concomitant irritable bowel 

syndrome, anxiety and poor adherence to a gluten-free diet (Fera et al., 2003; 

O’Leary et al., 2002; Usai et al., 2002). Hauser, Stallmach et al. (2007) used logistic 

regression analysis to test statistically which of a number of variables were 

independently associated with reduced quality of life in coeliac disease. They did not 

find female sex to be predictive of reduced quality of life but did find that physical 

and mental comorbidities, non-compliance with the gluten-free diet and 

dissatisfaction with doctor-patient communication predicted reduced quality of life. 

Women with coeliac disease have been found to be more likely to suffer from 
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irritable bowel syndrome and from anxiety than men (Ciacci et al., 2003; Hauser, 

Musial, Caspary, Stein & Stallmach, 2007). These factors were controlled for in the 

study of Hauser, Stallmach et al. (2007) which may help to explain why they did not 

find an association between female sex and reduced quality of life. Hallert's group 

followed up their original study (Hallert et al, 1998) with a further, mainly 

qualitative, study examining perceptions of health related quality of life among 10 of 

their original subjects (Hallert, Sandlund & Broqvist, 2003). Five of these subjects 

were women and five men, all were following a strict gluten-free diet. The women 

reported experiencing more bowel symptoms than the men and the experience of 

bowel symptoms was found to predict the SF-36 scores.  

What is the effect of a gluten-free diet on quality of life in coeliac disease? A gluten-

free diet is required to treat symptoms of coeliac disease and thus should improve 

well-being. On the other hand, following a restricted diet creates social difficulties 

that could be expected to reduce quality of life. People with coeliac disease who 

adhere closely to a gluten-free diet have been found to score better on health related 

quality of life tests than those who do not (Hauser, Stallmach et al., 2007; O'Leary et 

al., 2002; Usai et al., 2002). In addition, a large survey (n=1612) carried out in the 

US found that 77% of respondents reported their quality of life had improved since 

commencing gluten-free diet and only 8% reported their quality of life had got worse 

(Green et al., 2001). Eighty three per cent of respondents to a Canadian questionnaire 

reported that they felt an improved sense of well being since commencing gluten-free 

diet (Zarkadas et al., 2006).

In summary, research suggests that a significant proportion of people with coeliac 

disease have reduced quality of life compared with the general population.  Those 

who adhere to a gluten-free diet tend to report better quality of life than those who do 

not or than those who are newly diagnosed and have not yet commenced the diet. 

Thus, improving adherence to gluten-free diet in people with coeliac disease can be 

expected to improve their sense of well-being.
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1.3 Coping with Chronic Illness

Various approaches to coping with chronic illness have been described in the 

literature and theories have been proposed which aim to help explain chronic illness 

coping. The concept of normalisation is outlined below together with the Social-

Cognitive Transition model of adjustment to illness (SCT) and the Common-sense 

model of illness perceptions (CSM).  Motivation theory is also outlined as this may 

contribute to an understanding of why people with coeliac disease may eat, or may 

avoid, foods they know contain gluten. 

1.3.1 Normalisation
Individuals with coeliac disease can often be excluded from communal food 

activities (Sverker et al., 2005). If commensality is a means to express inclusion in a 

group then exclusion can be implied if individuals cannot participate. Additionally, 

research has indicated that individuals may stereotype others on the basis of what 

they eat or what diet they follow (Brownell & Cohen, 1995). In this way, those who 

do not conform to the dietary standards of the group risk being stigmatised (Mennell 

et al., 1992). 

In his seminal work on stigma, Erving Goffman defined stigma as the “situation of 

the individual who is disqualified from full social acceptance” (Goffman, 1963, p9). 

Those who are not stigmatised are labelled “normals” by Goffman who notes that 

“whatever its origins [the notion of normal human being] seems to provide the basic 

imagery through which laymen currently conceive of themselves” (Goffman, 1963, 

p17).  Feelings of being different have been associated with anxiety, sadness, anger 

and fear in people with coeliac disease (Ciacci et al., 2003; Ciacci, Iavarone, 

Siniscalchi, Romano & De Rosa, 2002; De Rosa, Troncone, Vacca & Ciacci, 2004). 

Studying chronic illness from the perspective of stigma, various authors have sought 

to understand how people experience and cope with stigma (Joachim & Acorn, 

2000a; Joachim & Acorn, 2000b).  People suffering from chronic illnesses which are 

invisible can choose whether or not to disclose them. Disclosure can allow the 

individual to benefit from support but, on the other hand, could elicit unwanted 
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responses from others, even rejection (Joachim & Acorn, 2000a; Joachim & Acorn, 

2000b; Strauss et al., 1984). 

Coeliac disease is invisible and people can choose whether or not they disclose that 

they have it. Given the ubiquitous presence of gluten in the Western diet, however, 

avoiding gluten while socializing could prove very difficult if one does not wish to 

disclose the need for a gluten-free diet. A study of the lived experience of coeliac 

disease found that some participants went to great lengths to avoid disclosing their 

condition. This was with the aim of maintaining solidarity and a feeling of belonging 

to the group. Concealment is not easy, however, and disclosure avoidance was 

reported to be one of the most energy demanding aspects of their condition by 

respondents who practiced it. Disclosure avoidance actually seemed to increase the 

feelings of difference that it was intended to address (Sverker et al., 2005).  

Normalisation is a coping strategy that manages illness in such a way that it is no 

longer stigmatising. The “chief business of chronically ill persons” has been said to 

be to “live as normally as possible despite … the disease” (Strauss et al., 1984, p79). 

The concept of normalisation has been derived from first-hand accounts of coping 

with illness as well as clinical observation and numerous studies (Deatrick, Knafl & 

Murphy-Moore, 1999; Knafl & Deatrick, 1986; Robinson, 1993). A number of key 

components of normalisation have been described by Deatrick, Knafl & Murphy-

Moore (1999) and are described below. 

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

contrasts with denial whereby the condition is not acknowledged and so appropriate 

adjustment is not made (Lowes & Lyne, 1999). 

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

their own or their family life (Deatrick, Knafl & Murphy-Moore, 1999). This means 

they see themselves as normal and interact with others on this basis. In this way 

‘normality’ is achieved by incorporating the illness into one’s identity and one’s 

view of self as normal and no attempt is made to conceal it. Coping with the potential 

stigma of chronic illness by avoiding disclosure can be seen as an attempt to be 
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normal by distancing oneself from the stigma. In contrast, normalisation deals with 

potential stigma by incorporating it into a reconstructed view of normal. 

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

rather than those aspects rendered problematic by it. This can decrease the social 

consequences of chronic illness and contribute to the subjective experience of 

normality (Deatrick, Knafl & Murphy-Moore, 1999). 

Finally, a treatment regimen that is consistent with the ‘normalcy lens’ is developed. 

This means the treatment regimen may be adapted in order to minimise disruption to 

the life of the individual and the family. Treatment regimens adapted in this manner 

may not necessarily conform to those prescribed by health professionals. It has been 

observed that self-rated adherence to strict gluten-free diet is not always congruent 

with the assessment of an expert dietitian (Leffler et al., 2007). This may partly be 

explained by the individual adapting the gluten-free diet as part of their coping with 

coeliac disease. For example, foods which are highly likely to have been 

contaminated with gluten would not be considered to be gluten-free by a dietitian. A 

common example would be chips fried in oil used to cook breaded or battered 

products. Someone with coeliac disease may choose to include such foods in their 

version of the gluten-free diet in order to cope more easily with eating out or social 

occasions. 

Normalisation has been described as a coping strategy in several chronic conditions 

including type 1 diabetes, cystic fibrosis, allergies, heart disease and inflammatory 

bowel disease (Gjengedal, Rustøen, Wahl & Rokne-Hanestad, 2003; McDougal, 

2002; Robinson, 1993). All of these conditions involve, or can involve, dietary 

management. It has been suggested that health professionals need to understand and 

facilitate normalisation in order to best support patients with these conditions and 

their families (Gjengedal et al., 2003; McDougal, 2002; Robinson, 1993).  McDougal 

(2002) suggests that healthcare professionals should provide education to the whole 

family and to family friends. In this way the whole family environment is impacted 

which is thought to facilitate adaptation on the part of the person with diabetes. 

McDougal's paper is specifically addressed to professionals working with pre-school 

children and their parents. Although most people with coeliac disease are adults, they 
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too manage their condition in a social, and usually family, context (Sverker et al., 

2007).

The concept of normalisation has not previously been applied to coeliac disease. It 

can be seen, however, that this perspective fits coeliac disease well. Coeliac disease 

can be seen as stigmatising in its effects and is clearly perceived in this way by at 

least some people with coeliac disease (Sverker et al., 2005). Normalisation deals 

directly with the problem of stigma. Gregory (2005) conducted a qualitative study of 

life with coeliac disease in the family setting. She found that the gluten-free diet 

tended 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). Although not described as such, this fits well with the concept of 

normalisation. An understanding of normalisation may thus help direct health 

professionals in providing a service to people with coeliac disease that is sensitive to 

their needs.

1.3.2 Social-Cognitive Transition model of adjustment to illness
Adjustment in relation to illness can be defined as the psychological processes that 

occur over time as the individual, and those in their social world, manage, learn from 

and adapt to the changes which have been precipitated by the illness and its treatment 

(Brennan, 2001). Brennan has developed a theory of adjustment to cancer, the 

Social-Cognitive Transition (SCT) model of adjustment, which draws on the insights 

of coping theorists and social-cognitive theorists. While developed in the context of 

cancer, this theory may also prove useful in understanding how people adjust to 

chronic illness more generally. 

Central to SCT is the concept of the 'assumptive world'. As a result of their social 

development people acquire an enormously complex matrix of assumptions about 

how the world functions. This assumptive world is being continuously revised. 

Experiences which are new or do not confirm existing assumptions lead to revision 

or expansion of the assumptive world. The task of adjustment to illness can thus be 

seen in terms of the resolution of threats to, or incongruences with, existing 

assumptions about the world. For someone diagnosed with coeliac disease 
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assumptions about food, the relationship of the body with food and one’s role in 

communal food activities are all threatened. 

According to SCT both positive and negative transitions can occur as adjustments are 

made to the assumptive world. For example diagnosis of an illness can threaten core 

assumptions about one’s identity. A positive transition in response to this would 

occur if the individual discovered a new sense of control through learning to manage 

the illness effectively. A negative transition would result if the person experienced a 

sense of loss of personal control leading to anxiety and reduced self worth. 

A number of factors modulate adjustment. These include the social context and the 

individual’s characteristic coping style. Social support is thought to be an essential 

resource in the adjustment process provided that the type of support matches the 

coping requirements of the stressor. For instance, if someone diagnosed with coeliac 

disease is unable to join in a meal the main stressor may be a sense of feeling 

different. If this is the case then provision of a separate meal may not necessarily be 

the type of support which is needed.  

Different individuals appraise and respond to threats and experiences in 

characteristic ways known as coping styles. A coping style can be defined as a 

general propensity to deal with stress in a particular way. Various styles of coping 

have been identified including denial, fighting spirit, fatalism, optimism, self-as-

agent and helplessness. Fighting spirit, optimism and self-as-agent tend to lead to 

active coping and have been associated with reduced distress (Brennan, 2001). 

Brennan suggests that the SCT can be used to help people make positive transitions 

as they adjust to illness. One key way he suggests this may be done is by improving 

people’s self efficacy to enable active coping resulting in an improved sense of 

personal control and self worth.

1.3.3 Common-sense model of illness perceptions
The common-sense model of self-regulation of health and illness (CSM) was 

developed by Leventhal et al. over a number of years (Hale, Treharne & Kitas, 
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2007). Its utility has been supported by empirical research (Diefenbach & Leventhal, 

1996; Hagger & Obbrell, 2003; Hale et al., 2007). The model proposes that people 

regulate their response to illness both by their beliefs about it and by their emotional 

response to it. A key concept in the CSM is that of health beliefs or illness 

representations which people develop to make sense of their illness. These 

representations may not be in accordance with medical facts.  Five components of 

illness representations are described by Leventhal et al. (Diefenbach & Leventhal, 

1996). Each is listed in the following section together with suggestions as to how 

they may apply to coeliac disease. 

Identity is the label or name given to the condition together with the symptoms that 

are believed to go with it. Experience of the ‘correct’ symptoms tends to strengthen 

illness identity. Coeliac disease is highly variable in terms of the symptoms 

experienced. Individuals who are asymptomatic or only experience mild symptoms 

may have a weaker illness identity and view dietary adherence as less important than 

individuals with ‘classical’ or severe symptoms. 

Cause denotes the perceived cause of the condition. The symptoms of coeliac disease 

are caused by a genetically determined immunological response to dietary gluten and 

thus are managed by eliminating dietary gluten on a permanent basis. Alternative 

conceptions may result in someone not excluding gluten permanently. For example, 

if eating too much bread was believed to be the cause then the elimination of other 

dietary sources of gluten may be neglected.   

Time-line refers to the predictive belief about how long the condition might last. 

Coeliac disease is believed to be a lifelong condition but there is evidence that the 

degree to which symptoms are experienced may change over time (Kurppa, Maki, 

Collin & Kaukinen, 2006; Matysiak-Budnik et al., 2007). People with coeliac disease 

who become less symptomatic may adopt the belief that they have grown out of it 

and that a gluten-free diet is no longer required. 

Consequences are beliefs about the consequences of the illness and how it will 

impact on the individual physically and socially. Poorly controlled coeliac disease 

carries with it an increased risk of complications in the longer term. Beliefs about 
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these consequences may determine the degree of adherence to strict gluten-free diet. 

The gluten-free diet has social consequences which have been discussed. If it is 

believed that it is not possible to socialise adequately while excluding dietary gluten 

then the gluten-free diet may be compromised to facilitate social inclusion. It has 

been found that some people with coeliac disease intentionally lapse from the gluten-

free diet when eating out (Green et al., 2001).

Cure/control refers to beliefs about whether the condition can be cured/controlled 

and the degree to which the individual plays a part in achieving this. Coeliac disease 

can be controlled effectively by adherence to a gluten-free diet. If it is believed that a 

gluten-free diet is effective to prevent symptoms and complications of coeliac 

disease occurring then this should aid dietary adherence. If, however, it is believed 

that the risk of long term complications of coeliac disease is the same whether or not 

a gluten-free diet is followed, dietary adherence may not be considered worthwhile.

The CSM views the individual as an active problem solver who develops strategies 

to cope with illness. These strategies are developed in accordance with the person’s 

representations of the illness and are influenced by the feelings generated by the 

illness. As coping strategies are implemented, their effectiveness is appraised and 

beliefs, behaviours and coping strategies may be adjusted accordingly.

1.3.4 Motivation theory
Motivation theory has been used to provide some insight into why people indulge in 

potentially harmful behaviours such as drug taking. In the case of coeliac disease 

motivation theory may be helpful in considering why people may sometimes eat 

foods which they know contain gluten. A synthetic theory of motivation which aims 

to integrate and summarise much research into various aspects of motivation has 

been proposed by West (2006). According to this theory actions result from impulses 

and inhibitory forces, or urges, operating at the moment in time when an action takes 

place. Urges are affected by conscious plans, which are developed from beliefs and 

from one's view of the world. Urges are also affected by drives, such as hunger, and 

by a person’s emotional state. 
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Contradictory forces may be in operation at the same time, for example, hunger may 

co-exist with the fear that eating the available food will result in unpleasant 

symptoms. Judgements are sensitive to the circumstances in which they are made. 

For example, stressful circumstances may result in an individual deciding to eat 

something that would not usually be eaten. 

The perception of risk associated with gluten is important in coeliac disease. 

According to West, small individual risks do not engage feelings of fear. In this way 

risks which involve an accumulation over many instances of a behaviour will be less 

effective to change behaviour than ‘big’ risks. This is very relevant for coeliac 

disease. Eating food which contains gluten on one occasion will not result in long 

term consequences but regular ingestion of such foods does increase the risk of 

complications of coeliac disease. 

West also suggests that risks that occur at some indefinable point in the future tend 

not to be prominent in our thoughts and so do not engage with motivational feelings. 

In this way the risk of unpleasant symptoms may be more powerful motivation to 

avoid gluten that the risk of long-term complications. 

Another factor West suggests influences risk perception is optimism bias. This 

means that people tend to perceive their own personal risk as lower than their actual 

risk as calculated statistically.

Self-efficacy reflects an individual's confidence in being able to achieve certain 

outcomes and is believed to be an important factor in motivating and governing 

behaviour (Bandura, 1977). If people do not believe they can do something they tend 

not to try or to give up easily. A belief that the skills, finance or knowledge required 

to implement a gluten-free diet are lacking would be a significant barrier to 

adherence to a gluten-free diet.

In summary, the human motivational system is a complex matrix of forces that 

energise and direct actions. Understanding some of the complexity of this system 

may help in understanding the difficulties people can experience in adhering strictly 

and consistently to a gluten-free diet.
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1.3.5 Theory into practice
The three perspectives on chronic illness coping discussed above are not mutually 

exclusive but rather each provides insights that may be useful in understanding how 

people cope with coeliac disease. Together with motivation theory they may also be 

of use to health professionals in understanding why individuals with coeliac disease 

sometimes eat gluten. Of the approaches discussed above, normalisation seems to be 

of particular value in the context of coeliac disease. By its emphasis on the social 

experience of chronic disease it is directly relevant to the sense of social exclusion 

that can prevent people with coeliac disease adhering to a strict gluten-free diet.   

1.4 The role of health care professionals

Regular specialist follow-up has been associated with better adherence to gluten-free 

diet (Bardella et al., 1994; Butterworth et al., 2004). Adherence to dietary treatments 

in general has been found to correlate with the degree to which dietetic support is 

perceived to be useful (Mackner, McGrath & Stark, 2001). The causal mechanisms 

underlying these associations are likely to be complex. Bury (1997) has observed that 

“there is no simple relationship between doctors’ actions, patient expectations and 

the outcomes of the consultation, in terms of either compliance or satisfaction” 

(Bury, 1997, p.95). 

A number of aspects of support which patients perceive to be useful are highlighted 

in the literature. The way the initial diagnosis of coeliac disease is presented appears 

to be important. Butterworth et al. (2004) found that adherence to a gluten-free diet 

was associated with having had the diagnosis explained by a doctor. Ciacci et al. 

(2002) studied the emotional impact of diagnosis and asked respondents how the 

diagnosis of coeliac disease had been presented to them. They were asked to select 

from “dramatizing”, “under-evaluating” and “communicating in the right way”. 

“Communicating in the right way” was found to be associated with feelings of relief 

and reassurance rather than with feelings of fear, anger, sadness, and anxiety. 

Psychological support has been found to reduce the depression and anxiety that can 
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be experienced by people with coeliac disease and also to improve adherence to a 

gluten-free diet (Addolorato et al., 2004).  

Health professionals should be an important source of information. Dissatisfaction 

with information received from doctors has been associated with reduced health 

related quality of life in people with coeliac disease (Hauser, Stallmach et al., 2007). 

It is of interest that the study population in the aforementioned study was members of 

the German Coeliac Society and thus respondents had access to a reliable source of 

information other than doctors. This suggests that the respondents may have been 

expressing dissatisfaction with more than just the quality or quantity of facts 

provided by doctors. This is supported by the findings of Ciacci et al. (2002) about 

the manner of imparting information and also qualitative research conducted in the 

context of other chronic illnesses. Thorne, Paterson and Russell (2003) studied 

people with multiple sclerosis, diabetes and HIV/AIDS. They found that participants 

valued specialist health care professionals as sources of information and support. 

Health care professionals who were sympathetic to 'real life' and respectful of the 

person’s expertise were particularly valued. Another study involving people with 

diabetes found that participants valued health professionals they believed listened to 

them and appreciated their individual experiences of living with diabetes. They also 

valued continuity of care, the opportunity to ask questions and having sufficient time 

for consultations (Pooley, Gerrard, Hollis, Morton & Astbury, 2001). 

A proportion of people with coeliac disease are dissatisfied with the service they 

receive from healthcare professionals. A recent questionnaire based study of people 

with coeliac disease found that 63% of respondents reported obtaining adequate 

information and support from their dietitian and 57% from their gastroenterologist 

(Leffler et al., 2008). An earlier study found that over 50% of questionnaire 

respondents did not find the dietitian they had been referred to either knowledgeable 

about coeliac disease or helpful (Tidwell & Bomba, 2001). These studies were 

conducted in the USA where, until recently, coeliac disease has been considered rare 

(Green & Jabri, 2003; Green et al., 2001). Thus, it is possible that the equivalent 

professionals in the UK would be more knowledgeable about coeliac disease and 

experienced in its management. Butterworth et al. (2004), whose study was carried 

out in the UK, reported that a lower proportion, 14%, of patients were dissatisfied 
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with the information they had received. Hauser, Stallmach et al. (2007) found 22% of 

respondents rated the information given by doctors as bad, 37% as moderate and 

33% as good. 

It has been suggested that dietitians involved in the care of people with coeliac 

disease should understand and appreciate the social and psychological aspects of 

food and should avail of continuous professional education to ensure adequate 

knowledge (Case, 2005; Lowden, 2007). It has also been suggested that doctors 

should adopt a well-balanced and reassuring attitude as they manage patients with 

coeliac disease (Ciacci et al., 2002).

The nature of healthcare relationships will be determined by patients as well as by 

professionals. Thorne et al. (2003) noted that skilful management of the healthcare 

relationship by patients was required to retain the goodwill of healthcare 

professionals regardless of the patients' adherence to the advice provided. The skill 

required by patients in managing their relationships with healthcare professionals has 

been recognised by the development of training programmes for patients which aim 

to foster these skills (Department of Health, 2001). People who are not skilled in 

managing relationships with healthcare professionals may not find their interactions 

with such professionals as productive as those who possess such skills.

1.5 Attendance to follow-up and adherence to treatment

Clinic attendance has been associated with better dietary adherence in coeliac disease 

(Bardella et al., 1994; Butterworth et al., 2004). No research has been published 

which attempts to explain why clinic attenders are more likely to adhere to a gluten-

free diet or why some people with coeliac disease do not attend clinic follow-up. 

There are some clues in the literature which may suggest reasons.

One purpose of follow-up for people with coeliac disease that has been put forward 

is the monitoring of dietary adherence (Feighery, 1999). The monitoring process 

itself may motivate towards greater adherence (Atreja, Bellam & Levy, 2005). 
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The type of coping strategy adopted by people with coeliac disease may influence the 

likelihood that they will attend clinic. People who adopt active coping strategies are 

more likely to attend cardiac rehabilitation and to collaborate more closely with 

health professionals (Brennan, 2001; Daly et al., 2002; Whitmarsh, Koutanji & 

Sidell, 2003). Active coping strategies are also associated with better adjustment 

(Brennan, 2001) and thus could be expected to be associated with better adherence.

The way in which coeliac disease is perceived and experienced may also be 

important. People who experience more symptoms of heart disease and who have a 

stronger beliefs that their heart disease may have negative consequences are more 

likely to attend cardiac rehabilitation (Daly et al., 2002; Whitmarsh et al., 2003). In 

the same way people with coeliac disease who experience more symptoms and/or 

who have a stronger perception that they may be at risk of complications may be 

more likely to attend follow-up. Such beliefs and experiences may also promote 

better dietary adherence.  

The interaction between patient and professional may be an important factor 

influencing both attendance to follow-up and adherence to gluten-free diet. Those 

who attend clinic may be helped to adhere more closely to gluten-free diet by the 

health professionals they interact with. Those who do not attend clinic will have no 

opportunity to receive such help.  It is also possible that some people choose not to 

attend follow-up because they do not believe the health professionals providing the 

follow-up will be helpful.

Follow-up of people with coeliac disease generally takes place in gastroenterology 

outpatient clinics in a hospital setting (Ciclatira, 2002). One questionnaire study 

attempted to discover the reasons why some people fail to attend appointments which 

have been booked for them in a gastroenterology outpatient clinic. This study did not 

include people who did not attend because they had cancelled their appointment in 

advance. Only one of the patients in the sample had been referred to the clinic for 

coeliac disease. The authors of the study concluded that apathy was the main reason 

for non-attendance to clinic but did not explore the reasons for this apathy (Murdock 

et al., 2002).  The main focus of the study was on the impact of non-attendance to 
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appointments on the healthcare provider and as such is of limited relevance to the 

relationship between attendance and adherence to treatment.

1.6 Summary

Coeliac disease is a condition which, left untreated, can result in debilitating 

symptoms and increase the risk of serious conditions such as osteoporosis and small 

bowel lymphoma. Coeliac disease can be treated effectively with a gluten-free diet. 

A gluten-free diet improves the well-being of people with coeliac disease and 

reduces their risk of long term health problems. 

Following a gluten-free diet can be difficult and can impact negatively on family life, 

social functioning, travel and work. There is a need to move beyond dietary 

adherence as the measure of success in managing coeliac disease and to investigate 

how a strict gluten-free diet can be incorporated into life without being an 

impediment to living. Theories of illness coping have not often been applied to 

coeliac disease in the literature. The theoretical insights are likely to be useful in 

understanding how people can best cope with a gluten-free diet.

A proportion of people with coeliac disease do not adhere to the gluten-free diet. 

Current management guidelines recommend that people with coeliac disease should 

receive regular follow-up from specialist health professionals (Ciclatira, 2002). One 

important reason for this is to improve adherence to the gluten-free diet. The nature 

of the relationship between clinic follow-up and dietary adherence is unclear 

however and little thought has been given in the literature to the problem of non-

attendance. 

The research study which follows aimed to understand more about how people with 

coeliac disease manage the gluten-free diet in order to inform the role of specialist 

follow-up. The issue of non-attendance to specialist follow-up was of interest and so 

the researcher specifically aimed to include people who do not attend follow-up.
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The research undertaken as part of this thesis is presented in the following chapters. 

The initial qualitative study is presented in chapters two and three. The subsequent 

questionnaire is presented in chapters four and five. The research as a whole is drawn 

together and discussed in the light of existing literature in chapter six.   
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