
A gluten-free diet as a normal way of life: Adherence
to gluten-free diet among people with coeliac

disease and the role of specialist follow up

Item Type Thesis or dissertation

Authors Britcut, Elizabeth K.

Publisher University of Liverpool (University of Chester)

Download date 22/05/2023 09:42:52

Link to Item http://hdl.handle.net/10034/93364

https://chesterrep.openrepository.com/cdr
http://hdl.handle.net/10034/93364


Chapter Five: Findings

Three hundred and four questionnaires were sent in total and 214 responses were 

received giving an overall response rate of 70%. The response rate of non-attenders 

was lower than attenders at 43%. The final sample comprised 185 questionnaires 

from attenders and 29 from non-attenders. 

Not all respondents gave answers to all questions. It was decided not to discard 

incomplete questionnaires. This decision was made to ensure that all respondents 

who had taken the trouble to provide answers to at least some of the questions and 

return their questionnaires could have their views included.

5.1 Demographic variables

Three individuals did not indicate which age or gender they were. Of the remaining 

211 respondents 153 (73%) respondents were female – 134 attenders and 19 non-

attenders. Fifty eight (27%) were male – 48 attenders, 10 non-attenders. The age 

ranges of respondents are shown in the following bar chart.
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Respondents reported they had been diagnosed for a mean of 12 years, median 9 

years (n=211). The length of time diagnosed tended to be longer for non-attenders, 

(mean 18 years, median 17 years) than attenders (mean 11 years, median 8 years). 

5.2 Reasons to attend clinic

Respondents were given a list of possible reasons for attending clinic and asked to 

indicate which they believed were important, very important or not important at all. 

The responses obtained are shown in Table 1.  

Table 1   Reasons to attend specialist outpatient follow-up
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Very Important Important Not important 
at all

%Attend %Non %Attend %Non %Attend %Non

Information
n=160 attend, 27 non

37 52 39 28 6 14

Monitoring 
(complications)
n=182 attend, 28 non

84 76 13 14 2 7

Monitoring (coeliac 
disease)
n=182 attend, 28 non

72 62 24 28 2 7

Check diet
n=162 attend, 27 non

37 41 41 31 10 21

Contact with specialist
n=174 attend, 26 non

70 48 20 31 4 10

Practical help and 
advice
n=161 attend, 28 non

33 45 41 24 13 10



Being monitored was the most important reason identified for attending clinic for 

both non-attenders and attenders. Unsurprisingly a higher percentage of attenders 

than non-attenders indicated that maintaining contact with a specialist was very 

important. A slightly higher percentage of non-attenders indicated that obtaining 

information was a very important reason to attend clinic.

5.3 Satisfaction with clinic (Q4 – Q6)

Respondents were asked whether their consultations with the dietitian, doctor and 

specialist nurse met their needs for information, for practical help and advice and for 

emotional support. During the piloting phase versions of the questionnaire were tried 

with or without an option to indicate if the respondent had never seen one of the 

health professionals listed. Where pilot respondents hadn’t seen a particular 

professional and didn’t have an option to indicate this they left a blank and did not 

ask the researcher for help or clarification. The questionnaire could be fitted 

comfortably onto three pages if an additional option to indicate not having seen a 

particular professional was omitted. Keeping the questionnaire short was deemed 

desirable to maximise the response rate and so it was decided to proceed with this 

version. When the questionnaires were analysed it was found that a significant 

number of respondents had selected “All I need” for the doctor but “None” for the 

specialist nurse and/or dietitian. This seemed unlikely, particularly in the light of the 

fact that only a small number of people with coeliac disease on the Wirral have been 

referred to a specialist nurse. It is possible that respondents selected “None” to 

indicate that they had not had a consultation with this professional and thus had not 

received any information/advice/support. The main aim of this study was to find out 

if respondents had their needs met during follow-up rather than to find out which 

specific professionals met their needs. It was therefore decided to circumvent this 

problem by amalgamating the responses for the individual professionals.  Thus if 

someone indicated that they had received all the information they needed from one 

professional this was taken as meaning they had got all the information they needed 

regardless of what was indicated for the other professionals. The results which follow 

were derived in this manner. 
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Fifty two per cent of attenders (n=184) reported that they obtained all the information 

about coeliac disease that they needed at clinic, 31% reported that they obtained 

some such information but not enough and 16% that they obtained none at all. 

Seventeen per cent of non-attenders (n=27) reported that they obtained all the 

information about coeliac disease they needed at clinic, 17% reported that they 

obtained some such information but not enough and 59% that they obtained none at 

all. Sixty two per cent of attenders (n=182) reported that they obtained all the 

practical help and advice they needed at clinic, 17% reported that they obtained some 

such advice but not enough and 18% that they obtained none at all. Twenty four per 

cent of non-attenders (n=29) reported that they obtained all the practical help and 

advice they needed at clinic, 14% reported that they obtained some advice but not 

enough and 62% that they obtained none at all. The observed difference between 

non-attenders and attenders was found to be statistically significant (p <0.0001) 

using the χ² test.
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Respondents were asked whether they received emotional support at their clinic 

appointments. Twenty nine per cent of attenders (n=182) reported that they received 

support when they needed it, 20% reported that they did not receive support and 49% 

indicated that they did not require emotional support. Fourteen per cent of non-

attenders (n=28) reported that they received emotional support when they needed it, 

48% reported that they did not receive support and 34% indicated that they did not 

require such support. The observed difference between non-attenders and attenders 

was found to be statistically significant (p = 0.02) using the χ² test.
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5.4 Adherence to a gluten-free diet

Reported adherence to a gluten-free diet was checked by asking respondents how 

often they eat foods which contain gluten. Most patients reported strict adherence to 

gluten-free diet but 28% of non-attenders (n=28) reported eating gluten on most days 

which contrasts with only 2% of attenders(n=184) (p < 0.0001) using Fisher's exact 

test). 

Respondents who reported some level of dietary adherence were also asked what 

motivated them to adhere to their diet. This was a free text question rather than 

multiple choice. Responses were assigned a numerical code based on the expected 

responses. Responses which didn’t fit in any predetermined category were assigned a 

code “other” and the actual text of the response noted. Reported motivations to 

follow a gluten-free diet were similar for both non-attenders and attenders and were 

generally in line with the findings of the qualitative phase of the study.  
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Table 2   What reasons motivate you to keep sticking to your gluten-free diet?

Attender (n=175) Non-attender 
(n=18)

To avoid symptoms 79 (45%) 8 (44%)

To avoid long term complications / damage to 
my bowel

60 (34%) 5 (28%)

To avoid being as ill as I was before diagnosis / 
because I feel well/healthy

56 (32%) 7 (39%)

To stay/be healthy (health in general – 
complications or symptoms not mentioned)

51 (29%) 6 (33%)

It’s easy to follow the diet 8 (5%) -

Because my health care professional said so / I 
want to cooperate with health care professional

6 (3%) 1 (6%)

Because of my family (don’t want to upset 
family/example for coeliac children)

5 (3%) 2 (11%)

Other 7 (5%) 1 (6%)

Five respondents, all attenders, gave reasons which were coded “other”. These were 

as follows:

“Because I know I have to.”

“To not be dependant upon hospital care.”

“I have a thyroid disease and there is a connection between coeliac and thyroid 

disease.”

“I’ve found my weight is easier to control. I now use fruit as a substitute for 

chocolate. I am aware that I can find gluten-free chocolate.”

“It is something I can control – I decide what I eat to keep me healthy.”
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5.5 Membership of Coeliac UK

Eighty three per cent of respondents reported that they were members of Coeliac UK, 

89% of attenders and 52% of non-attenders (p < 0.0001 using the χ² test).  

Eighty seven per cent of respondents who reported that they never or rarely ate 

gluten reported membership of Coeliac UK, compared to 30% of those who reported 

that they ate gluten between monthly and most days. 

Respondents who indicated membership of Coeliac UK were asked to select all the 

reasons, from a list of possible reasons, that applied to them. A space was provided 

for any reasons not in the list. The reasons given for membership of Coeliac UK are 

set out in Table 3.

Table 3   If you’re a member of Coeliac UK why do you think it’s helpful?

Attender Non-attender

Food and drink directory 156 (94%) 13(76%)   

Information about coeliac disease 145 (87%) 15(88%)   

Information about gluten-free products 153 (91%) 14(82%)   

Practical advice and / or recipes 129 (77%) 9(53%)     

Help follow a gluten-free diet 114 (69%) 11(65%)   

Meet other people who have coeliac disease 61 (37%) 6(35%)      

Other – To support research (n = 4)

Keep up to date with research / medical information (n = 5)

Lobbying / raising awareness (n = 3) 

For support (n = 3)

Because the NHS is useless

General update

To give some financial
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To be able to dine out at gluten-free restaurants and attend other social 

events

Holidays, hotel etc

5.6 Services not currently available

Respondents were asked to indicate whether three different services which are not 

currently available at Wirral Hospital NHS Trust would be of use to people with 

coeliac disease. A brief description of each service was provided. The three services 

were a dedicated coeliac clinic, a “buddy” system and group sessions with a dietitian. 

Seventy nine per cent of respondents (79% of attenders, 79% of non-attenders) 

indicated that a dedicated clinic would be useful, 59% (61% of attenders, 52% of 

non-attenders) a “buddy” system and 55% (55% of attenders, 62% of non-attenders) 

group sessions with a dietitian. These results are illustrated using a bar chart (Figure 

6).
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5.7 Comparison between respondents and non-respondents

Respondents (who provided demographic data) and non-respondents can be 

compared in terms of age and gender. Of the questionnaires distributed to non-

attenders 42% were distributed to men and 34% of responses from non-attenders 

were from men. Of the questionnaires distributed to attenders 30% were distributed 

to men and 25% of responses from attenders were from men. The slightly lower 

response rate did not reach statistical significance using the χ² test. The return rates 

of questionnaires by age group is expressed in Table 4.

Table 4  Percentage questionnaires distributed and responses received by age 

category.

Distributed (n=304) Responses (n=211)

Age in years Attend Non-attend Attend Non-attend

16-30 5 12 4 10

31-50 26 44 29 32

51-70 52 31 51 41

>70 17 13 16 17

5.8 Summary of findings
The response rate to the questionnaire was very good from attenders. As expected, 

non-attenders had a much lower response rate. The results of this questionnaire have 

therefore been obtained from a relatively small number of non-attenders. Despite 

this, differences between non-attenders and attenders were observed which reached 

statistical significance. Non-attending respondents to the questionnaire were less 

likely to report adherence to strict gluten-free diet than attending respondents. This 

suggests that, in line with previous studies in Italy (Bardella et al., 1994) and 

elsewhere in the UK (Butterworth et al., 2004), regular follow-up of people with 

coeliac disease on the Wirral is associated with better dietary adherence. 
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Some striking differences and similarities between the responses of attenders and 

non-attenders have been found. Both groups chose similar reasons to attend specialist 

follow-up. Non-attenders were just as likely as attenders to indicate that obtaining 

information or practical help and advice were important or very important reasons to 

attend follow-up. Despite this fact, much fewer non-attenders than attenders reported 

that they received the information and advice they needed at their appointments. 

Similar proportions of attenders and non-attenders indicated that alternative means of 

follow-up not currently available on Wirral would be useful to people with coeliac 

disease. Non-attenders were less likely than attenders to report membership of 

Coeliac UK. People who reported eating gluten regularly were much less likely to 

report membership of Coeliac UK. 

The findings of this questionnaire suggest that, although they may not have received 

follow-up that met their needs, non-attenders believe that follow-up may be useful. 

Thus it may be that these people would be open to attending follow-up if they 

believed it would meet their needs. The questionnaire results also suggest that non-

attenders to clinic follow-up are not necessarily availing of the services of Coeliac 

UK as an alternative.

5.9 Revisiting the aims of the questionnaire study

At the beginning of chapter four of this thesis the aims of the questionnaire 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 investigate what people with coeliac disease hope to get from their follow-

up appointments and whether attenders and non-attenders differ in this 

regard.

Quesionnaire respondents indicated reasons to attend clinic they considered 

important. Responses from attenders and non-attenders were found to be similar.
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 To investigate whether non-attenders are less likely than attenders to have 

their needs met at outpatient follow-up appointments.

It was possible to identify statistically significant differences between attenders and 

non-attenders in the degree to which their needs for information, practical advice and 

support were met.

 To find out if non-attenders are availing of the services of Coeliac UK.

The quesionnaire included questions about membership of Coeliac UK and was able 

to show that some non-attenders are availing of its services. It also demonstrated that 

a statistically significantly lower proportion of non-attenders were members of 

Coeliac UK.

 To check if non-attenders in Wirral are less likely than attenders to adhere to 

a gluten-free diet.

Questionnaire results confirmed that non-attenders in Wirral are less likely than 

attenders to adhere to a strict gluten-free diet.
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