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Chapter Three: Qualitative Results

The findings of the qualitative phase of the study are presented below. All 

participants have been assigned pseudonynms in order to ensure anonymity. 

Verbatim quotes are attributed by these names. 

The second and third interviews conducted were particularly significant in the early 

stages of data collection as these interviewees’ stories were in stark contrast to each 

other. Amanda, appeared to be coping extremely well with a gluten-free diet to the 

point that she did not appear to consider the gluten-free diet difficult in any way. 

Amy was not adhering strictly to a gluten-free diet although she seemed to believe 

such adherence would be of benefit to her. As data analysis proceeded the following 

question became key to the emergence of the final theory: What makes the difference 

between people who appear to find the diet easy and those who struggle? 

A second noteworthy contrast observed was that between how Amanda managed the 

diet when she was first diagnosed and at the time of the interview. Amanda moved 

from struggling with the diet to following it with ease. The question posed above 

could be modified to ask the following: What factors enable someone to move on 

from difficulty to ease in following a gluten-free diet? 

Edited summaries of both Amanda’s and Amy’s interviews are presented in Box 1 

and Box 2 below. These summaries are composed of the interviewees’ own words 

and have been edited only as much as was needed to allow their stories to flow 

naturally.

 

Box 1

Amanda

Looking back I’d had symptoms ever since my son was born but they got really bad just 

before Christmas 19 years ago. I had diarrhoea, I felt bloated, my skin was terrible, I was 

losing weight and I was very lethargic. Just doing simple tasks like housework wore me 
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out and I’d have to lie down afterwards. I went to my GP and he tried all sorts of 

different tests but couldn’t find the problem so he sent me to see the consultant. 

The consultant said he thought I’d got coeliac disease but I needed some tests. I’d heard 

of it because years previously, one of the girls I worked with was diagnosed as being 

coeliac. She had said the diet was awful so when he told me I might have it I nearly 

broke down. I thought I wouldn’t be able to eat out in restaurants or at friends’ houses 

because it’s embarrassing asking, “What have you done to this food?” I thought, “God, I 

could curl up and die now!” I went back a fortnight later for the results and he told me 

the diagnosis so I got very upset. He was very, very nice about it and he said, “Join 

Coeliac UK, they’re quite helpful, you can get food lists to tell you what you can eat”. 

Soon after I was talking to a friend of mine and she said she’d put me in touch with one 

of her neighbours who has coeliac disease. So her neighbour contacted me and she 

whizzed round with a little food parcel for me and she was so positive about the diet. I 

think that was it you know. If I hadn’t have met her I most probably would have joined 

the society as I was told to but that negative feedback I’d had all those years before 

might have persuaded me that it wasn’t such a good idea. And then of course going to the 

Coeliac UK meetings and meeting other people that had been on the diet helped. 

Once I was on the diet I just couldn’t believe how well I felt! I was only on the diet a 

matter of weeks and I thought “I’ve got energy, I can do this, I can do that!” Since then 

I’ve never been tempted to take a chance and think “Oh it won’t hurt me if I have just 

this piece of bread” (I used to love French bread). I do not want to go back to being ill 

again, I just can’t do that. I have had the odd little glitch and I think that might have been 

if I’ve inadvertently eaten a crumb or something. I try to be very careful when I’m 

preparing food for my husband and when I’m preparing food for myself. I have one 

worktop for me and one worktop for him if I’m doing sandwiches or anything like that so 

I don’t get a residue of flour or anything on my food. If you don’t persevere with the diet 

you can end up with cancer of the stomach, the bowel, even the oesophagus so it’s not 

worth taking the risk. 

I don’t find the diet difficult. At home everything’s geared up. If I prepare sauces or 
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anything like that it’s all gluten-free. The family eats the same as me so there’s no 

problem there.  Of course supermarkets are geared up now which is brilliant, they all 

have their own gluten-free sections that I can go in and see what’s new for me to try. I 

even got Christmas cake the other day! I’m on the e-mail list for Coeliac UK, so I can get 

updated information on any alterations to the food list.  So all in all everything is there 

for me to access if I need to. 

Eating out was difficult in the early days. If I went to a restaurant I’d look at the menu 

and think, “God, is there anything on here?” I’d be depressed, but then I thought “No, I’ll 

speak up for myself!”, and since then it’s been fine. If I go into restaurants and explain 

what’s happening they are very accommodating. I find I can eat in most places. 

I’m only on once a year of reviews with the hospital because, touch wood, it’s going 

fine. I know that if there’s any problem with my blood tests or anything they will recall 

me. I’ve had the bone density scan as well, I’ve had three of those now and things have 

improved with my bones. I can go my GP between reviews and he will fast track me if 

he thinks there is a problem, I don’t have to wait for my yearly review. So they’re both 

working in partnership with each other. 

Coeliac UK is great, I’d be lost without the food list coming through and then of course 

they send you a couple of magazines a year with more information on research and 

everything which is a help. I still go to some of the local meetings and it’s nice to meet 

new people and be able to say “Look it does work, you can eat out, you can do this, life 

doesn’t have to stop.” I couldn’t say I was 100% reliant on Coeliac UK now though 

because I have moved on.

Box 2

Amy

According to my mother when I was a baby I was ok with my milk but when she put me 

on to solids everything I ate just come back up.  I was like an Ethiopian with a big belly, 

but skinny. I was really ill and ended up in the hospital until they could figure out what 

was wrong with me. That was when I was a baby though; I can’t remember feeling like 
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that. Now when I get stomach aches my Mum says to me “Serves you right, I told you 

so” but I don’t suffer that bad. I think I’ve got to be seriously ill before I stop!

I don’t eat that much with gluten in it anyway.  Just certain things, I mean I check all my 

crisps and things like that for any gluten on the label. I just don’t like the bread, it’s 

horrible and the biscuits, I don’t like them either. It’s the everyday things that I need, 

there’s just no taste in them. When you go out to restaurants they don’t do a gluten-free 

range. That’s another thing I find is hard, to go out for something to eat with people and 

actually stick to your diet. There’s not many places that cater for coeliac disease.

I used to go to see the consultant in the hospital. I know I should go back but I don’t feel 

it helps.  When I go there he just shouts at me for not sticking to my diet so it just puts 

me off. I don’t like being told off! There’s not much information you get on it now that 

tells you what you can do about it anyway. I saw a dietitian last year but it was pretty 

similar really, just leaflets here and leaflets there telling you what stuff I can and can’t 

eat. That’s all very well but when you’ve got three kids to cook three different meals, 

well it’s hard. I used to be in Coeliac UK, they just sent me that book that’s more 

confusing than anything. 

I’ve been told it can cause cancer of my intestines. I do, deep down, I do really know the 

seriousness of it. But as I say until something serious happens I don’t think I realise I do.

Amanda spoke on a number of occasions of “the early days” of her gluten-free diet. 

Other interviewees talked about “getting used to” the diet. In this way a code 

‘process’ was developed. What was the end of the process? Adherence to gluten-free 

diet was deemed inadequate to describe an ideal end point of a process of adaption to 

the gluten-free diet. Some interviewees described strict adherence to a gluten-free 

diet but did not seem to experience the ease in following the diet described by 

Amanda. As interviewees told their stories their adherence, or otherwise, to a gluten-

free diet was seen in the context of their lives. Alf, who was the first interviewee, 

described it thus, “it’s not a diet any more it’s just a normal way of life for you”. 

This phrase sensitised the researcher to the idea that normalisation may be a strategy 

used to manage coeliac disease. Further interviewees did not use the term ‘normal’ 
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explicitly and the code ‘normalisation’ was left to one side as analysis progressed. 

Further on in the process of analysis the concept of normalisation was found to link 

much of the data. The key to the ease with which some interviewees managed the 

gluten-free diet seemed to be the way in which they had incorporated the diet into 

normal life. This was particularly noteworthy as health professionals may see 

adherence as an end in itself and not situate dietary adherence within the lives of 

their clients. In this way the core category which was adopted was ‘living normal life 

gluten-free’. This seemed to fit the data well and to underline the finding that the 

goal of adaptation to a gluten-free diet is not simply to eat only food which is free of 

gluten but is to rebuild normal life without gluten. 

Many of the codes and categories which were developed in the analytic process were 

seen to be describing factors which helped or hindered interviewees in their 

adherence to a gluten-free diet or in the process of normalisation. These categories 

were built into a model which seeks to propose an answer to the question: What 

factors enable someone to move towards living normal life gluten-free? These 

categories are now introduced and expanded with reference to the data.

3.1 Feelings about the diagnosis

At the beginning of the interviews respondents were asked how long they had coeliac 

disease. This question elicited the interviewee’s story of how they had come to be 

diagnosed with coeliac disease. Some interviewees reported strongly negative 

reactions to the diagnosis. One of the most striking responses was from Viv. Viv 

reported quite severe symptoms she had been experiencing prior to diagnosis to the 

point that she had become convinced she had stomach cancer. She described her 

feelings on being told her diagnosis as follows:

Viv - “[The doctor] told me ‘You’ve got coeliac disease’ and...it was 

a bombshell”
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“[the doctor] said ‘It’s an allergy to the wheat,’ he said, ‘and 

the flour,’ walked out of that room and I was walking down 

the corridor and I can remember feeling this is life as I know it 

finished and he said, ‘so anything that’s made with flour you 

know don’t eat like bread and biscuits and things like that’ so I 

said ‘ok’ and I was thinking ‘What can I eat? Everything’s got 

flour in it.’”

This initially seemed a very unexpected finding. Coeliac disease, in contrast with 

stomach cancer, is not normally life threatening in itself and can be managed 

effectively by dietary means. Viv’s reaction suggests that food is such an integral 

part of her world that a gluten-free diet is a threat to normal life for her. Her physical 

life may not be in danger but “life as [she] know[s] it” is. 

Amanda reported a similarly strong reaction 

Amanda - “[The doctor] said ‘I think you’ve got coeliac disease’ so it 

was a bit of a bombshell” 

“I picked up a booklet from one of the health food shops 

which was very negative. It said you know you can’t eat 

manufactured foods, you can’t eat out in restaurants, you can’t 

eat at friends’ houses because it’s embarrassing asking, you 

know, ‘What have you done to this food?’ and I thought, God, 

I could curl up and die now!”

Amanda again highlights the importance of food but she also brings the social world 

in which food is eaten into view. She fears she will not be able to participate as usual 

in social events and this seems particularly troubling. 

Although the reactions described by Amanda and Viv are particularly strong, in all 

seven interviewees described shock or annoyance to some degree when first 

diagnosed. Fears about the negative consequences of following a gluten-free diet 

could lead to failure to adopt or adhere to the diet. Although no interview provides 
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direct evidence of shock or anger on diagnosis contributing to failure to adapt to 

gluten-free living there is indirect evidence of this. Amanda and Viv both describe 

how they “came round”, to quote Viv, and one could speculate that had this change 

in attitude not occurred adhering to a gluten-free diet may have been more difficult. 

Both Amanda and Viv were influenced in their initial negativity by people they knew 

who had coeliac disease. Viv describes her sister’s experience and reports that her 

sister never stuck to the gluten-free diet. Another interviewee, Bella, was diagnosed 

as a child and doesn’t report either positive or negative feelings at that time. She 

does, however, report that she is so embarrassed by her diagnosis that she doesn’t tell 

others about it. She also reports poor adherence to the gluten-free diet.  

Twelve interviewees reported that when they were diagnosed they felt relieved. This 

relief was generally that another, feared, diagnosis had not been made. Some people 

were relieved that they finally had a diagnosis which made sense of and validated the 

symptoms they had been experiencing.

Sonya - “Well I was thinking something worse so I was kind of 

relieved to be honest that it was coeliac disease. I thought he 

was going to say bowel cancer or something like that”

Researcher - “How did you feel about the diagnosis then when you got it?”

Noreen - “I was pleased that I knew the reason, I wasn’t a 

hypochondriac”

Researcher - “Yeah”

Noreen - “Cause obviously you can’t get out, you don’t want to get out 

of bed, everything’s such an effort so you knew why so I was 

quite pleased about that really”

For two participants this initial relief was followed by more negative feelings as they 

considered the possible implications of a gluten-free diet. Karen described her 

feelings as follows:
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            Researcher - “So how, how did you feel then when you got the diagnosis?”

Karen - “Well the diagnosis, I went home sort of going ‘Whoo, yes, 

that’s all right’ I suppose being a professional as well that I 

knew what it would entail.” 

            Researcher - “Right”

Karen - “Not quite how much work it would entail” 

            Researcher - “Right”

Karen - “And it was only when I actually got from Clatterbridge to 

home and I said ‘Oh, I can’t have any more Christmas cake, I 

can’t have any more mince pies’ you know and this is the 

thing cause I had sort of said to myself ‘Well it won’t be that 

difficult because I don’t (use) that much flour’ but then it was 

little things, the celebrations, and that’s when (     ) you know 

I’ve got a daughter ‘Oh I’ll never be able to eat her wedding 

cake’, and it’s silly little things like that”

In a similar vein to Amanda, Karen emphasises the social role of food. She picks out 

Christmas cake, mince pies and wedding cake, all foods which are strongly symbolic 

of social and cultural events. Food and eating have a social as well as a nutritive role 

and form part of one’s identity. This may help to explain the shock and the sense of 

one’s world falling apart experienced by some interviewees on receiving their 

diagnosis. 

3.2 Symptoms

When respondents talked about their diagnosis of coeliac disease they generally 

began by recounting the symptoms which had led to their seeking medical help (no 

interviewee had been diagnosed as a result of screening). Many interviewees gave 

graphic accounts of the debilitating effects of coeliac disease on them prior to their 

diagnosis causing them to struggle to carry out the basic activities of daily life.
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Amanda - “Just doing simple tasks like housework or you know 

changing beds, you know I’d have to lie down”

Fergus - “Before I was diagnosed I would be dragging myself, I mean 

dragging myself across the car park into work”

Symptoms of untreated coeliac disease resolve in most cases following the institution 

of a gluten-free diet. Amanda and Fergus describe this and how their lives benefitted. 

Amanda - “Once I was on the diet I just couldn’t believe how well I felt 

because erm like my Mum, she’s 33 older, years older than me 

so like she was in her 70’s and here was me coming up to 40, 

you know falling asleep at the drop of a hat, I could sleep for 

England, I really could eh if I sat down I would sleep erm and 

you know just even the thought of having to get up and do I 

thought this is ridiculous, my Mum’s in her 70’s and I can’t do 

this, I can’t do that and then I was on my diet, I was only on 

the diet a matter of weeks and I thought I’ve got energy, I can 

do this, I can do that”

Fergus - “Since being on the diet I feel so much better”

Researcher - “Yeah”

Fergus - “I can do a full day’s physical work now” 

The experience of debilitating symptoms which resolved on a gluten-free diet was 

reported to be one of the main motivations to continued adherence. Nine of the 

interviewees referred back to those experiences when asked why they adhered to a 

gluten-free diet. 

Amanda - “And I thought I do not wanna go back, to being ill, and I 

think that’s what’s kept me on the diet, you know, I’ve never 

been tempted to sort of take a chance and think ‘oh it won’t 

hurt me if I have..’ you know just this piece of bread, you 
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know or a piece of French bread, I used to love French bread 

and I think no, I can’t, you know because I’d be so ill again, I 

just can’t do that and they say you know if you do get ill again, 

you know, really ill again you know it’s that much harder to to 

get better again you know so I was very lucky that I got better 

so quickly”

Fern - “I had a bad enough experience before I was diagnosed that I don’t 

want to do it deliberately”

Five interviewees were diagnosed with coeliac disease as young children. Two of 

these were diagnosed before the correct dietary treatment was known. One was 

eventually established on a gluten-free diet at a young age but the other lost contact 

with specialist follow-up and did not commence a gluten-free diet until rediagnosed 

in adulthood. Of the four who were established on a gluten-free diet as children, all 

reported that they reduced their level of dietary adherence to at least some degree on 

leaving home. At the time of interview Amy and Bella were not adhering strictly to 

the gluten-free diet and were not attending follow-up. Alf and Sarah were attending 

follow-up and reported generally strict dietary adherence. The severity of symptoms 

they experienced as children did not seem to provide the same impetus for continued 

dietary adherence as was reported by interviewees diagnosed in adulthood.

Amy - “I think to meself until something really happens to me I don’t 

think I’ll go on [a gluten-free diet].”

Researcher - “Right”

Amy - “Do you understand what I mean?  Until I’m really ill I don’t 

realise that I’ve got it so..” 

Researcher - “So the fact that you were ill as a baby is just…”

Amy - “No, well, I mean that was a baby, that was like a year ago, 

that I can’t even remember feeling like that”
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Interviewees who were diagnosed as adults tended to describe the effect undiagnosed 

coeliac disease had had on them not only in terms of unpleasant physical symptoms 

but in terms of the effect this had had on their daily lives. If a gluten-free diet can be 

considered a potential barrier to living normal life, undiagnosed coeliac disease was a 

greater barrier for many respondents. Participants diagnosed as children did not have 

clear memories of the physical symptoms they suffered before diagnosis.  

  

Once someone with coeliac disease is established on a gluten-free diet and has 

experienced symptomatic and histological recovery their symptomatic response to 

gluten ingestion varies. Some people can eat foods containing gluten occasionally 

without experiencing symptoms. Others report that even very small amounts of such 

foods provoke unpleasant symptoms.  The experience of symptoms is not an accurate 

guide to mucosal damage and mucosal healing is considered the best protection 

against the development of enteropathy associated T cell lymphoma (Biagi et al., 

2004). In the light of this a strict gluten-free diet is advised regardless of symptoms. 

Most interviewees who reported adhering to a gluten-free diet had been tempted to 

eat foods containing gluten at some stage.  As would be expected those who reported 

suffering unpleasant symptoms on eating gluten found that this helped them to 

adhere to gluten-free diet. 

Viv - “I did have a couple of blips when I’d eaten something that I 

didn’t know was in it and I felt so rotten it knocked me right 

off my feet you know and for about two days I felt so ill I 

don’t want to feel like that so I’ll stick to it you know”

 Some individuals used their experience of symptoms on ingesting gluten as a gauge 

to develop their own version of a gluten-free diet. 

Researcher - “Looking a little bit more at the diet erm how, how strictly do 

you (feel) you follow the diet?”

Harry - “Right erm I examine everything I eat to see if it says gluten-

free or contains wheat or contains eh wheat flour or wheat 

starch if I, this is eating at home, erm if it doesn’t say it 
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contains wheat in any form then I’ll eat it even if it doesn’t say gluten-

free” 

Researcher - “Right”

Harry - “So it’s not guaranteed to be pure because I find I can eat that 

and I don’t have any symptoms (I realise that) people have 

different degrees of sensitivity erm and some people will react 

even to the tiniest amount well I don’t seem to, erm like I 

don’t eat anything which actually contains wheat as a, as an 

ingredient”

Irwin - “we do have sort of chips in the chip shop occasionally and we 

do have, I mean I’m not, I don’t what (I) call sin like…, last 

night we had a trifle and it was one of these packet ones and it 

had biscuit in but I looked and the biscuits were wheat biscuits 

but on the whole they were 12%, now if they’re 12% of the 

whole, and I only have a small portion that’s not, I can accept 

that occasionally” 

Three interviewees reported they don’t adhere to a strict gluten-free diet. One cited 

the fact that she doesn’t experience symptoms when she eats gluten as a reason for 

this. 

Wendy - “I feel alright in myself, obviously if I felt ill, I’ve spoken to 

other coeliac people who say ‘Oh I’ve only got to have a bit of 

flour on that’s come off the bread board and I’m not well’, 

well I don’t have any of that at all you see.”

Two interviewees reported that they don’t adhere to a strict gluten-free diet despite 

experiencing symptoms. Both of these were diagnosed as children.

Researcher - “Do you have symptoms now?”

Bella - “Yes, if I don’t stick to the diet, yeah”

Researcher - “So generally you do stick to the diet do you?”

Bella - “I try, I don’t try very hard! Because it is hard to stick to.”
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Researcher - “Do you still get, kind of, symptoms?”

Amy - “Yeah, I suffer with me belly a lot” 

Researcher - “Do you?”

Amy - “Oh yeah, cramps, just bad cramps all the time in me stomach, 

but I mean me stomach’s always big”

Researcher - “Right”

Amy - “No matter what, no matter how much weight I lose me 

stomach’s always big”

“I do suffer from me stomach, but I don’t suffer, suffer that 

bad that I think oh I’d best stop eating .. stuff.” 

What about cases where symptoms do not resolve?  Many people with untreated 

coeliac disease experience dramatic symptom relief, or at least reduced symptoms, 

within weeks or even days.  Two interviewees did not have this experience.  One 

reported that his symptoms continued despite strict dietary adherence for 12 years, 

culminating in his reintroducing gluten into his diet shortly before I interviewed him. 

Steve - “I can live on it a lot luckier than some people it’s not that bad 

a diet it’s alright but when it’s not doing any good I … you 

know if you like sugar in your tea or your coffee why do 

without it if it’s not going to do you any harm?”

This gentleman’s experience is unusual but it does illustrate the point about the 

importance of symptom relief to dietary adherence.  His symptoms were no better 

and so eventually he decided to stop persisting with the diet. The other interviewee 

was fairly recently diagnosed and was bitterly disappointed that she was not yet 

feeling any different despite strict adherence to gluten-free diet. It may be that she 

was inadvertently consuming gluten, she was simply taking a long time to respond to 

the diet or even that she had refractory sprue (a rare cause of failure to respond to 

gluten-free diet that may represent the early stages of lymphoma) (Wahab et al., 

2002; Green & Jabri, 2003).
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3.3 I believe my health is at risk if I eat gluten

Strict adherence to gluten-free diet, whether or not it is needed for symptom control, 

is recommended for all those diagnosed with coeliac disease because of the long term 

risks of certain malignancies and of osteoporosis. For many respondents their beliefs 

about the long term health risks posed by non adherence to gluten-free diet were 

crucial to their adherence. 

Researcher - “What’s the main reason, the main motivation for you to stick 

to the diet?”

Diane - “Well [the doctor] said if you.., in a roundabout way if you 

don’t stick to it, he said, ‘I’m not telling you you will’, he said 

there’s.., if you carry on there’s a (good) possibility of cancer 

of the lower colon, the lower bowel.”

For long term risk to “work” as an incentive to dietary adherence people with coeliac 

disease must believe that they are at risk and also that that risk is significantly 

reduced by adhering to diet.  Two interviewees could articulate the risks associated 

with coeliac disease but did not adhere to a strict gluten-free diet.    

Amy - “I don’t know, it’s like what I’m saying unless something 

seriously really happens to me I don’t believe I’ve got it so… 

Yeah it’s not like I’ve got a lump on me hand or you know 

what you can see.” 

Wendy - “I do know that only recently I’ve been told I could suffer 

from cancer of the lower bowel”

Researcher - “Ok”

Wendy - “but then I think well if it’s going to happen it’ll happen 

anyway” 

Researcher - “Right”

49



Wendy - “and I think I say to myself ‘well because I am getting better 

and I’m not eating as much flour as I used to hopefully it will 

be ok’” 

Amy seems to know about long term health risks in theory but she doesn’t seem to 

believe they are real for her. She doesn’t seem to have internalised the idea that she 

may be at risk personally. Wendy does seem to believe herself to be at risk but she 

expresses a degree of fatalism as well as the hope that sticking to a gluten-free diet 

more of the time will be enough. 

3.4 Interaction with health professionals 

Health professionals are a potential source of information and support to people with 

coeliac disease enabling them to manage their condition. Some interviewees reported 

difficulties in their interactions with health professionals that prevented them having 

their needs met. One of these was Dee. Initially, while explaining the study to Dee 

before turning on the tape recorder, she told me that although she attends clinic 

regularly she could see why some people wouldn’t. She reported that she was unsure 

of the purpose of clinic follow-up but speculated that the purpose must be to do with 

her weight and blood tests. She didn’t know what the investigations were looking for. 

In the course of her interview Dee raised some issues of concern to her that she felt 

unable to discuss at her clinic appointments.

Dee - “I never know what to say to him when I’m there!  I don’t 

know whether, whether you’re supposed to ask questions, I 

mean I don’t really know how coeliac disease is going to 

affect, you know, the rest of my life, I mean as far as .. I’ve 

got the start of osteoporosis now I don’t know if it’s going to 

lead to anything else.”

Researcher - “So you do have some questions but you don’t feel that you 

can ask them?”
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Dee - “No.  I think maybe when I go this time I’m going to need to 

have a chat with him because I am getting a lot of aches and 

pains now.”

Researcher - “But you were saying you could understand why people didn’t 

go to erm to their appointments”

Dee - “Yeah”

Researcher - “You, you feel it’s just recording your weight and that”

Dee - “Well they keep a check on your weight that’s the first thing 

they do, you get weighed when you get there and then you go 

in and see [the doctor] and he just asks how you are and then 

he tells you to go and have your blood tested and, and that’s it 

till the next time you see him erm, I’m sure if you asked, if 

you wanted to ask questions he’d be prepared to answer but 

I’m not really sure how much time he’s prepared to give you, 

because he’s so busy.  I, I just don’t feel like maybe I just 

don’t find him approachable enough I don’t know it might just 

be me.” 

Dee reported she was adhering strictly to gluten-free diet. Dee may be considered a 

success story from the point of view of her doctors in the sense that her coeliac 

disease is successfully managed. This interview revealed, however, that she had 

questions which were causing her concern and that could have been answered had 

her clinic appointments been conducive to this. From Dee’s point of view her clinic 

appointments were fulfilling some purpose known to the medical staff but not 

meeting her personal needs. 

Dee mentions a sense of being rushed and lack of time being at least part of the 

problem. Five other interviewees also described their clinic appointments as rushed 

and that this prevented them getting all they would wish from the consultation.  

Amy had stopped attending clinic and she reported her clinic appointments had been 

unhelpful.

Amy - “I can’t remember the last time I went to the hospital.”

Researcher - “Oh right, ok.  Did you used to go when you were younger?”
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Amy - “Yeah, I used to go to see [the doctor] in Arrowe Park”

Researcher - “What was that like when you went there?”

Amy - “erm, ok – just a few tellings off really.”

Researcher - “Sorry?”

Amy - “A few tellings off” 

Researcher - “Right, yeah”

Amy - “erm obviously not sticking to me diet, things like that”

Amy seems to feel that the doctor had a judgemental and paternalistic attitude to her 

non adherence to a gluten-free diet and so it would be logical to conclude that this 

may have been a factor in her non-attendance at clinic.

Two of three interviewees who were not attending follow-up reported negative 

experiences. The third, Milly, did not report any problems in her interactions with 

health professionals in clinic but that she had stopped attending due to her fear that 

she may be asked to undergo a further endoscopy. 

Milly - “I actually stopped, I was a bit naughty really but I’d had, I 

used to see Dr C and very nice and everything I’d actually had 

two of the endoscopies erm and then I had an appointment and 

every time I went and saw him he said, you know, ‘Are you 

following the diet? How are you feeling?’, did blood, fine, but 

every time I went I was always terrified of him saying I’d have 

to have another endoscopy and after so long, I can’t even 

remember the last time I went, erm I  phoned and cancelled the 

appointment and said that I would let them know when I 

needed another one”  

Overall twelve of the interviewees expressed some degree of dissatisfaction with 

their interaction with staff at their clinic appointments.

In contrast, eighteen interviewees described their interaction with clinic staff in 

positive terms. Amanda finds her doctor supportive and approachable and is able to 

obtain the services needs from outpatient follow-up.
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Amanda - “[The doctor] was very very nice about it you know because I 

was very upset and he said ‘Join the society, they are quite 

helpful, you can get food lists you know’”

“I’m sure if I had any problems that I would only just have to 

ask and they would help me”

Although Harry doesn’t always get satisfactory answers to his questions he feels able 

to ask.

Harry - “Every now and then there’s a question that I want to ask and 

they answer it or can’t answer it”

Researcher - “And do you find the doctors that you see approachable or..?”

Harry - “Oh yeah”

A number of interviewees reported that their clinic appointments were quick. In 

contrast to those who felt rushed these interviewees put this forward as an advantage.

Alf - “It’s not been an unpleasant experience because I’m in and out 

of outpatients in 20 to 25 minutes” 

           Researcher - “Ok”

Alf - “It’s absolutely brilliant from that point of view, you’re not 

waiting hours and hours and hours you know” 

Interviewees who had a positive relationship with their health professionals were 

able to obtain the information and support they needed.  Interviewees who had a 

more problematic relationship with their health professionals expressed frustration at 

this and in two cases had stopped attending follow-up. The very different views 

expressed about consultations taking a short time were interesting. The interviewees 

who were pleased that attending clinic did not take too much time also reported that 

they found staff very approachable and seemed to be able to get any concerns they 

had addressed. Those who felt rushed seemed to find that clinic appointments were 

centred more around the needs of clinic staff than around their needs.
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3.5 Adequate / inadequate information

At a basic level information is essential to understand what gluten is and how one 

might go about removing it from the diet so it is obvious that information is an 

important factor enabling the journey to gluten-free living.  Information is required in 

the form of facts about coeliac disease and gluten which need to be understood and 

believed and also practical information to enable these facts to result in lifestyle 

change. Exactly what information is required and in what form seems to vary.  One 

interviewee felt the skills and knowledge she already had were not taken into account 

and so the advice she was given was not relevant to her.

Penny - “I personally find it quite patronising to sit with a dietitian 

who speaks to you as though you’re a five year old child who 

knows absolutely nothing about food 

      Researcher - “Right”

Penny - “But I appreciate they’re dealing with some people that eat 

nothing but Kentucky Fried Chicken and Macdonald’s burgers 

so erm but I think there are different ways that you could 

approach that other than just you know one size fits all 

approach”

Another interviewee, Amy, also reported that the information she was given was not 

meeting her needs.  A source of the type of information she required was identified 

as another person with coeliac disease who, unfortunately, was uncooperative.  

Amy - “I mean me Mum’s got a friend, erm, not so much (      ) who’s 

got coeliac disease and all the time that she gets, she does get 

help with her food and all that, and I always say to her, erm, 

to give me a list of, you know, the nice food and all that and 

she never”
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It was apparent that Amy was in possession of many facts about coeliac disease and 

gluten-free diet but one of her stated reasons for not adhering to gluten-free diet was 

that she did not have the type of practical information she needed.

Amy - “I mean there’s not much information you get on it now that 

tells you what (     ) I mean I know on the foods it comes out 

with gluten-free and all that on it but the research they give 

you they don’t give you generally what you can do about it I 

seen a dietitian last year but it was pretty similar to the same, 

you know, just leaflets here and leaflets there. [Coeliac UK] 

sent me that book that’s more confusing than anything” 

One interviewee, Karen, described how she had helped another lady who had coeliac 

disease but who was having problems making gluten-free foods.  Karen was able to 

offer advice from her own experience and invited the other lady to her house so they 

could actually cook together.  Karen told me about this by way of illustration of the 

type of help she would have appreciated when she was first diagnosed but which she 

felt was not on offer either from clinic or from Coeliac UK.  This kind of learning 

experience is clearly of great value for some individuals and one could speculate that 

it is the type of “information” Amy would have been able to use but was unable to 

obtain.  

Not all people with coeliac disease will want to seek out others in the same situation. 

Some interviewees indicated that they did not think it would be helpful to participate 

in a support group. 

Mavis - “I don’t mind like talking to you and things like that but I hate 

it when you’ve got to go to a meeting and they’re all sitting 

there all discussing their ailments”

Fergus - “I am an antisocial person and I do not go to erm I don’t go to 

any of those.” 

55



It may be that for some people association with others on the basis of having the 

same condition serves to hinder rather than help them incorporate gluten-free diet 

into life as normal. This serves to emphasise further Penny’s comment that a “one 

size fits all approach” will not do. 

3.6 Finding a satisfactory gluten-free diet

The identification of gluten as a noxious substance problematises food.  Suddenly 

foods that have been staples need to be avoided. One interviewee explained to me 

that there are ‘ways round’ the problem.  This phrase seemed to encapsulate a kind of 

problem solving approach used by interviewees which enabled them to adapt to 

gluten-free living. A key strategy employed was the replacement of everyday foods 

containing gluten with gluten-free alternatives.  Gluten-free alternatives could be 

everyday foods, for example chocolate as a substitute for cake, or could be specially 

manufactured gluten-free foods.  For many interviewees the availability of gluten-

free biscuits, bread etc was important in allowing them to have such foods which are 

generally considered staples.  

Irwin - “through a process of elimination ie eh through the 

prescription, getting the loaves and things like that, ah we 

found that the only real way through to.., what it was was to 

get the bread mix fresh bread you know, it’s marvellous!”

Alf - “there are ways round it you know, there’s rice cakes and 

snack-a-jacks and frost, frostie bars, you know all these sort of 

things you know”  

Not all interviewees had a positive view of specially manufactured gluten-free foods. 

This may reflect simple taste preferences however other factors may be at work. 

Such foods are often obtained on prescription at pharmacists or in specific areas of 

supermarkets, often away from 'ordinary' bread and biscuits.  It could be 

hypothesised that the perceived medicalisation or 'abnormality' of such foods may 

mean that some individuals see them as interfering with the process of normalisation. 
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This may underlie the negative attitude of some interviewees towards these foods. 

One interviewee was willing to pay for gluten-free foods at the supermarket rather 

than avail of them on prescription. This may, at least in part, reflect a desire to obtain 

food from normal outlets rather than from a chemist.  The foregoing discussion 

demonstrates that these apparently divergent attitudes could be explained by the one 

underlying theory (that of normalisation) acted out in different ways by different 

individual actors. 

In an age of convenience food it is noteworthy that cooking and baking skills were 

considered important by many interviewees to find ways round the problem posed by 

gluten. Some interviewees speculated that they would not have coped as well as they 

did had it not been for their cooking ability.

Nina - “I’ve found I can pretty much eat anything I want to if I do my 

own version and I can make my own version of pretty much 

anything that I think is perfectly edible so for me it’s not, it’s 

really not such an issue now.”

Penny - “luckily for me I have always cooked and enjoyed…, so I 

wasn’t.., you know I’ve never had a fridge or a freezer full of 

ready made rubbish from supermarkets so that was ok for me 

but I did you know I thought goodness me if you didn’t like 

cooking there’d be absolutely no chance of erm getting on 

with this”

Twenty interviewees talked about using their cooking skills to enable them to follow 

a gluten-free diet. In line with the grounded theory method a specific question about 

cooking and baking was added to the interview schedule after this theme emerged 

during analysis. Some interviewees who reported difficulty following a gluten-free 

diet were interviewed earlier on in the process of data collection and analysis. 

Although they were not directly asked, there is a suggestion that these interviewees 

may not have had good skills in cooking. They report disliking gluten-free bread, 

biscuits and cakes but don’t discuss any such foods they have baked, or tried to bake, 

themselves. This contrasts with other interviewees who volunteered information 
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about foods they made themselves.  One interviewee described following the gluten-

free diet as “stick[ing] to your basics, like meats, fish”. This may imply that she 

didn’t feel able to cook interesting sauces from scratch so she simply avoided the 

ready made ones and did without. Overall, there is some evidence to suggest that 

people who had good cooking skills were able to enjoy a more varied diet. This 

evidence is mainly extrapolated from interviewees with good cooking skills.

3.7 Interaction with other eaters and food providers

That eating has a social as well as a nutritive function has underpinned a good deal of 

the findings of this study.  This implies that the social contexts of eating and 

relationships with other eaters and food providers are vital. Within the home 

environment no interviewee was living alone and so all regularly ate with partners 

and/or children.  The cooperation of other members of the household in the 

reconstruction of normal life without gluten was seen to be important.  A number of 

interviewees who were adhering to diet talked about how other members of the 

family enjoyed gluten-free foods and about how the whole family ate gluten-free 

meals.  

Amanda - “The family eats the same as me erm so there’s not problem 

there.”

Penny - “my son will quite happily eat my toast if I’m having toast and 

he wants to pinch a piece”

One interviewee who struggled to adhere to diet reported that her children disliked 

gluten-free food making it difficult for her to follow the diet.  Another interviewee 

felt unsupported by her family if they bought gluten containing foods while shopping 

for groceries and brought them into the home.

Moving slightly beyond the immediate family, social situations with extended family 

or friends posed problems for some interviewees.  In some cases well meaning 
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efforts of others to provide suitable foods were construed as marking the person with 

coeliac disease out for special attention.  This can be seen as preventing 

normalisation which could explain the negative feelings of some interviewees about 

such experiences. 

Alf - “You don’t want people fussing around you, you just want 

people to treat you as normal, and you don’t want people if 

you go out for a meal, ‘there’s your gluten-free stuff son’, 

‘there’s your gluten-free meal’, you’d just rather sort of 

discreetly get on with it yourself.” 

On the other hand some interviewees felt cared for when their friends or relatives 

went out of their way to provide suitable food. This could reflect this effort being 

understood as ensuring the person with coeliac disease is included thus helping rather 

than hindering normalisation.

Joy - “my family are great they always make sure…, a case, an 

instance, my niece is getting married in May and she’s having 

three cakes, a sponge cake, a fruit cake and erm a gluten-free 

cake oh no a chocolate one and a gluten-free ... and erm I 

thought that was brilliant you know ... I was really chuffed 

about it” 

Some interviewees reported positive experiences eating with friends where suitable 

food was provided with a minimum of fuss.

Researcher - “How about eating out with friends, at friends houses, is that 

an issue?”

Isabel - “No because most of my friends have.., already know, and, 

and I.., usually if they’re going to do something they’ll do a 

curry and like a lot of the curry sauces are [gluten-free] so eh 

it’s pretty, it’s pretty easy really”

59



Eating in a restaurant situation was a difficulty for many interviewees.  This was 

because of practical difficulties in obtaining suitable food but also because some 

interviewees were very conscious of not wishing to draw attention to themselves. 

This manifested itself in an unwillingness to ask about the ingredients of foods to 

ascertain gluten content.  For some people the risk of inadvertently consuming gluten 

was outweighed by the desire to avoid unwanted attention.

Bella - “I don’t tell people, I don’t tell anybody because I am totally 

embarrassed by it”

Diane - “if you went and you’re out somewhere, you know you’re 

supposed to tell like a restaurant, I hate that, I don’t eat out 

much, I don’t really eat out much but erm I don’t exactly say 

to chef ‘what’s in that’ you know what I mean, in your gravy 

which you’re supposed to really”

Other interviewees were happy to ask for suitable foods when out.

Amanda - “I find you know if I go into restaurants and explain what’s 

happening you know, what it’s about, they are very 

accommodating and they always have been.”

Being able to eat gluten-free socially was very helpful in enabling some interviewees 

to develop a normal lifestyle without gluten. For those who reported negative 

experiences of social eating these seemed to take the form of experiences which 

caused or reinforced a sense of stigma or being different. Eating the same food or 

providing suitable food in a way which is not perceived as stigmatising seems to be a 

valuable way for non-coeliac friends and family to support the person with coeliac 

disease. This may represent the friends and family cooperating in incorporating the 

gluten-free diet into the normal life of the group.
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3.8 Attitude to gluten-free diet

Some interviewees had adopted a very positive attitude towards the gluten-free diet. 

They had identified advantages associated with the gluten-free diet not related to 

symptoms of coeliac disease.

Sarah - “We do enjoy our food probably more than we would have 

done if I wasn’t coeliac I think, [we] probably would have had 

packet food and ready made things and not be able to make 

your own, and that experimenting with food's nicer”

Joy - “the advantage is that you’re not eating cake and biscuits in 

between and it makes you feel erm you know, (     ) that’s a 

good advantage”

Twelve interviewees reported that following a gluten-free diet is easy. Two 

interviewees reported that the gluten-free diet is a healthy diet and one that gluten-

free bread is healthy. 

Diane - “I mean in fact the grandkids like [gluten-free bread]”

Researcher - “Oh right!”

Diane - “And it’s healthy or so they say isn’t it?”

Interviewees who weren’t adhering to diet tended to have a more negative attitude.

Bella - “it is hard to stick to because pretty much everything, 

everything you eat it’s got something in it that you can’t have, 

because it’s wheat, oats, barley, rye and mainly it’s modified 

starch that’s in everything.  It’s really hard to stick to” 

One strategy used by interviewees in adapting to gluten-free diet was the adoption of 

positive attitudes and beliefs about the diet.
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All the factors that were found to be involved in facilitating the incorporation of a 

strict gluten-free diet into normal life have been identified and expanded on above. 

These were used to build a model of adherence to the gluten-free diet and adaptation 

to gluten-free living. This model is presented below.

3.9 Proposed model of adaptation and adherence to gluten-

free living

The categories which have been presented above were used to develop a model 

which is shown in figure one. Each category represents a factor which was found to 

influence the dietary adherence of interviewees, either positively or negatively. The 

model is dynamic, each category being represented as a continuum. This reflects the 

possibility of change as an individual adapts to the gluten-free diet or as their 

circumstances change. Individuals can be plotted on the model by assessing where 

they lie along each continuum. An individual's position on each continuum can be 

'averaged' visually and placed under the model giving an assessment of whether they 

are likely to have difficulty adhering to the diet or to succeed in rebuilding normal 

life without dietary gluten.

To illustrate the use of the model Amanda, whose interview was summarised in Box 

1, is plotted on the model. She is plotted twice, just after her diagnosis and at the 

time of her interview. Her story is summarised below with reference to each 

category. 

Initially Amanda experienced very negative feelings towards her diagnosis, reporting 

she got very upset when her doctor told her the suspected diagnosis had been 

confirmed. At the time of her interview Amanda no longer reported negative feelings 

about her diagnosis. 

Amanda experienced severe symptoms prior to her diagnosis and reported resolution 

of these symptoms once she was following a strict gluten-free diet. 
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Amanda reported that she believed she would be at risk of serious complications if 

she failed to follow a gluten-free diet. The interview did not cover her beliefs about 

long term complications just after her diagnosis.

No problems in her relationships with health professionals were reported by 

Amanda. 

At the time of her interview Amanda described how she had access to up-to-date 

information through Coeliac UK. At the time of her diagnosis she would have had 

less information than she did when interviewed. It is not clear exactly how much 

information she had but it would appear that she had little more than a booklet she 

had obtained from a health food shop and which left her with quite a negative view 

of the gluten-free diet. 

At the time of her diagnosis Amanda was not following a gluten-free diet. She had 

known someone who had told her the diet was awful so she does not appear to have 

believed she would find a satisfactory gluten-free diet. At the time of her interview 

she did report that there were still foods she missed but in general she reported she 

didn't find the diet difficult and that family meals were gluten-free. 

The information available to Amanda on diagnosis appears to have left her with the 

impression that social eating would be very difficult on a gluten-free diet. She 

described how she found eating in restaurants difficult and embarrassing at first. By 

the time of her  interview she was able to report that she was happy to eat out and 

was able to get suitable meals.

There was a dramatic change in Amanda's attitude to the gluten-free diet between 

receiving the diagnosis and being interviewed. She initially had a negative attitude 

but developed a very positive attitude. 
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Figure 1 Proposed model of adaptation and adherence to gluten-free living
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The model which was developed illustrates the findings of the qualitative phase of 

the research with regard to the incorporation of a gluten-free diet into normal life 

among people with coeliac disease. In the following section the findings with regard 

to outpatient follow-up are presented. 

3.10 Clinic follow-up

One of the aims of the qualitative phase of this study was to explore the link between 

specialist outpatient follow-up and adherence to a gluten-free diet. The principal 

findings have been expressed in the model. It can be seen that there are a number of 

variables in the model which may be amenable to influence by health professionals 

in the context of outpatient appointments. Health professionals are a potential source 

of information and advice. This may facilitate dietary adherence and help people to 

see how a gluten-free diet need not be a bar to normal life but can become part of a 

new normal lifestyle. The relationship between the person with coeliac disease and 

the health professional was seen to be important as a number of respondents felt 

unable to ask questions or discuss issues of concern.

It had been hoped to interview a number of people who did not attend clinic 

appointments. However, only three of those invited agreed to be interviewed, Amy, 

Bella and Milly. Milly explained she had stopped attending as she was afraid she 

might be asked to undergo another endoscopy but she did not express any 

dissatisfaction with her clinic appointments. 

Milly - “every time I went I was always terrified of him saying I’d 

have to have another endoscopy and after so long, I can’t even 

remember the last time I went, erm I  phoned and cancelled the 

appointment”

Amy and Bella both reported poor relationships with the health professionals they 

had had clinic consultations with. Both felt that they had received inadequate 

information. Bella felt ill-informed about the possible consequences of poorly 
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controlled coeliac disease and Amy felt she had inadequate practical information to 

follow the diet. These problems were not exclusive to Amy and Bella. Eleven 

respondents who were attending clinic reported they did not get adequate 

information, eight reported difficulties in their relationship with health professionals, 

five felt rushed at clinic and five felt they did not get enough support at clinic. Due to 

the small numbers it was not possible to compare satisfaction with clinic between 

attenders and non-attenders. 

Some respondents discussed alternative sources of information and support. Coeliac 

UK was a valuable source of information and advice for some and took the place of 

information they might have expected to get in clinic.

Esther - “I think the, the yearly appointments are probably ok to keep 

an eye on you but you don’t get any information about 

anything”

Researcher - “Right”

Esther - “It’s just in “What’s wr..”, “any problems?” and out, really”

Researcher - “Right, you’d find it more helpful, would you if there was 

more opportunity to get information?”

Esther - “erm I find you get a lot more from the Coeliac Society [sic]”

Sarah - “there is a lot of information but it's not coming from the 

hospital”

            Researcher -    “So all that information that you've got about that...?”

Sarah - “Anything I've gained really has come from the society yeah”

Amy reported that she had been a member of Coeliac UK but hadn’t found it helpful. 

Bella reported that her mother had joined Coeliac UK on her behalf but that she was 

no longer a member. Milly reported she was a member of Coeliac UK and although 

this was not as important as it had been when she was first diagnosed it provided an 

ongoing source of information.
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            Researcher -   “You’re a member of Coeliac UK are you?

Milly - “I am, yes, yes” 

            Researcher -    “Do you go to meetings and stuff like that or do you just stick 

to..?” 

Milly - “Not now I mean I did at the beginning because it was all very 

new and erm but I think to be sitting round discussing it all the 

time it’s a bit boring really you know it’s I just get on with it 

and erm I mean I did find it helpful at first but I don’t bother 

now, no, no, unless it was something of.., unless in the 

newsletter there was something of, you know great importance 

that took my eye or something”

It may be that some people don’t attend clinic as they feel they can meet their needs 

through alternative sources such as Coeliac UK. 

3.10.1 Why attend clinic follow-up?
When questioned about the purpose of attendance at clinic all interviewees included 

monitoring in their responses. Monitoring, as a reason to attend clinic, emerged as an 

important theme from the beginning of the process of data collection and analysis. 

Even those who were not attending follow-up believed that they may need to be 

monitored and so perhaps they should attend or would like to attend.

Amy - “I mean I would like to go and see Dr C again just, you know, 

obviously to check everything’s ok cause they only do your 

general health [at the GP’s surgery] that if anything’s wrong 

with (you) that’s when you go and see them”

            Researcher - “Right”

Amy - “but your specialist is the one that, obviously keeps their eyes 

on it, you know.”

            Researcher - “So you’re not really seeing anybody at the moment?”

Bella - “No”
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Researcher - “Do you think that would be useful or do you think (     )?”  

Bella - “I think it probably maybe would be useful if it’s something 

that, if it needs to be kept an eye on, do you know what I 

mean?  Because as I say I still don’t know if this is true, if you 

can, if you don’t stick to it am I going to get bowel cancer – 

unclear – I think that needs a GP to keep an eye on that or a 

some kind of doctor”

Interviewees valued being monitored to detect and treat complications such as 

osteoporosis and to provide reassurance that they hadn’t developed complications 

such as cancer.

Researcher - “Erm, do you have regular appointments with the doctor?”

Diane - “Every year, yeah, 12, every 12 months I see him, yeah.”

Researcher - “Right ok and do you find that useful or …?”

Diane - “Yeah erm yeah, because I think it eliminates like.., when they 

have a look every so often, you know cancers (     )”

Researcher - “Right, to make sure you’re not developed anything?”

Diane - “Yeah, yeah”  

Isabel - “I always thought the purpose of [clinic appointments] is, 

because you’re coeliac you’re more likely to have 

complications so you go just to make sure that’s, that you’re 

ok”

Researcher - “Ok.  And eh what’s the main reason that you go to your 

appointments? What’s the motivation to keep you doing that?”

Esther - “(I’ve never thought about it really), to make sure everything 

is ok I suppose.”

Researcher - “And eh do you find, do you find your appointments at the 

hospital, do you find them useful, at all?”

Esther - “No”

Researcher - “No, ok. How often do you think then would be often enough 

             to go for an appointment?”
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Esther - “Erm I think the, the yearly appointments are probably ok to 

keep an eye on you but you don’t get any information about 

anything”

Researcher - “Right”

Esther - “It’s just in ‘What’s wr..’, ‘any problems?’ and out, really

Researcher - “Right, you’d find it more helpful, would you if there was 

more opportunity to get information?”

Esther - “Erm I find you get a lot more from the coeliac society [sic]”

Researcher - “Oh right”

Esther - “But then they’re on, on top of everything through the 

magazines and everything you get a lot of information through 

them”

Researcher - “Right yeah ok erm yeah so it’s a quick whizz in and out then 

and you just..”

Esther - “Yeah, usually, now and again you have a bone scan or 

treatment like that”

Through the medium of clinic follow-up health professionals can influence dietary 

adherence. The most important reason for attending clinic, however, seems to be 

monitoring rather than help with a gluten-free diet. Thus, some interviewees seemed 

to be attending clinic to be monitored, despite not finding their appointments helpful 

for diet or lifestyle issues. This study does not provide evidence that the dietary 

adherence of these interviewees can be attributed to their clinic attendance. Amy and 

Bella seem to have similar experiences of clinic but neither adhere to a gluten-free 

diet nor attend appointments. A plausible explanation for this would be that those 

who adhere to diet do so because of their beliefs about coeliac disease which also 

cause them to seek monitoring. The observed relationship between clinic attendance 

and adherence to gluten-free diet does not appear to be a simple one of cause and 

effect but a more complex one. The way in which the individual perceives and 

experiences coeliac disease may play an important role.

Prior to conducting interviews the researcher wondered whether practical difficulties 

in attending clinic may contribute to non-attendance. Interviewees did not report, 
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however, that such issues were a hindrance to them. Even those who weren’t 

attending clinic did not attribute this in any way to practical difficulties.

Researcher - “How did you get there when you were going?”

Amy - “Bus or me Dad.”

Researcher - “Right, ok” 

Amy - “Me Dad drove, well, if me Mum drove anywhere, (     )”

Researcher -    “Your Dad got the car..?”

Amy - “Yeah”

Researcher - “Hm, mm, erm, so, do you think, what would be the thing that 

would put you off going to appointments in the hospital? Is it 

the getting there, the getting someone to mind the kids, all that 

stuff or is it the, the fact that you don’t feel it’s terribly 

helpful?”

Amy - “Erm, yeah I don’t feel it’s, it’s, I mean I know I should go but 

I don’t feel it is helping me in”

Researcher - “Right, ok”

Amy - “in any general kind of way.  When I go there he shouts at me 

so…” 

Researcher - “Right”

Amy - “it just puts me off.” 

These findings suggest that health professionals, in the context of clinic follow-up, 

can play a key role in assisting people with coeliac disease to adapt to life without 

gluten. Amy and Bella do not attend clinic at present but from their interviews it 

would be reasonable to conclude that they may not have stopped attending clinic if 

they had had more positive and helpful experiences. It may be that a service which 

better met their needs than the one they experienced may have enabled them to find 

ways to adhere to a gluten-free diet as part of what they would perceive to be life as 

normal within their social contexts.
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3.11 Revisiting the aims of the qualitative study

At the beginning of Chapter Two of this thesis the aims of the qualitative phase of 

the research were set out. Each aim is revisited below and a brief assessment made of 

the extent to which it has been met.

 To explore how and why people with coeliac disease adhere, or don't adhere, 

to a gluten-free diet.

Adherence to gluten-free diet was explored with interviewees and a model was 

developed which offers an account of the factors which were found to influence 

dietary adherence. Dietary adherence was seen to take place in a social context in 

which food play an important role. Normalisation was found to be a key concept in 

understanding how some people with coeliac disease adapt successfully to the 

gluten-free diet and rebuild a normal lifestyle without consuming gluten. 

 To investigate the processes underlying the observed link between specialist 

outpatient follow-up and adherence to a gluten-free diet.

An investigation of the relationship between clinic attendance and dietary adherence 

was made. This was limited by the fact that only a small number of people who do 

not attend follow-up were interviewed.

 To investigate why some people don't attend follow-up appointments.

The reasons for the non-attendance to follow-up of non-attending interviewees were 

explored. The small number of interviewees in this category limits the degree to 

which the findings can be considered generalisable.
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