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Appendix 1a Invitation to participate in qualitative study

Dear ________,

My name is Elizabeth Bridcut and I am a researcher working with Wirral 
Hospitals NHS Trust.  We are carrying out some research into follow up 
for people who have coeliac disease.  We would be delighted if you 
would like to take part in this study. 

With this letter you will find an information leaflet which explains what 
the research involves and what benefit we hope will be gained from the 
study. Please read the information leaflet carefully.

If you would like to take part please complete the response slip and 
return it in the envelope provided. You do not need a stamp.  

Participation in this study is completely voluntary.  You can expect the 
same standard of care from the Trust whether you decide to take part or 
not.  

Yours sincerely, 

Elizabeth Bridcut
Researcher
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Appendix 1b Information leaflet for qualitative study

Information leaflet

Study Title: Specialist follow up for people with coeliac disease

You are being invited to take part in a research study.  The study is about 
follow up for people who have been diagnosed with coeliac disease. 
Before you decide to take part or not it is important for you to 
understand why the research is being done and what it will involve. 
Please take time to read the following information carefully and discuss 
it with others if you wish.  If there is anything that is not clear or that you 
would like more information about please do not hesitate to ask.  You 
will find contact details at the end of this leaflet.  

What is the purpose of the study?

The aim of this study is to improve the services we provide to people 
with coeliac disease.  We would like to find out whether you find the 
hospital appointments we offer useful and to identify the barriers that 
prevent some people with coeliac disease from attending hospital 
appointments. 

Why have I been chosen?

We have used computerised hospital records to identify people who have 
had a diagnosis of coeliac disease.  You were identified as part of this 
process.  We would like to meet up to 40 of these people for face to face 
interviews.  

Do I have to take part?

It is up to you to decide whether or not to take part. If you agree to take 
part and then change your mind you can withdraw from the study.  If you 
decide not to take part or you withdraw from being interviewed this will 
not affect the standard of care you receive from the Trust.
If I take part what will this involve?

Taking part will involve a confidential interview with a researcher in 
your home at a time that suits you.  The researcher will make an audio 
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tape of the interview.  The researcher will type out the interview from 
the tape, removing any details which could identify you.  The tape will 
then be wiped.  The typed out version of the interview will be kept 
confidential.  If you would like to take part you will need to return the 
response slip enclosed.  You can use the freepost envelope to do this – 
you do not need to use a stamp.

What are the possible benefits of taking part?

We hope that the information we get from this study will help us to 
improve the service we offer to people who have been diagnosed with 
coeliac disease.  

Will my taking part in this study be kept confidential?

All information, which is collected, about you during the course of the 
research will be kept strictly confidential.  Any information about you 
which leaves the hospital will have your name and address removed so 
that you cannot be recognised from it.  If you agree to take part your GP 
will be informed of this.  Your GP will not be informed of anything you 
say during the interview.

What will happen to the results of the research study?

We hope to publish results of this study in a medical journal.  We will 
also present the results at a meeting of the local branch of Coeliac UK to 
which you will be invited.  It will not be possible to identify you from 
the study results.

Who is organising and funding the research?

This study is being organised and funded by Wirral Hospital NHS Trust. 
Nutrition Point, Novartis and SHS International Ltd. have provided 
grants towards the cost of conducting the study.
Who has reviewed the study

Wirral Local Research Ethics Committee has reviewed the study.
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Who can I contact for further information?

If you would like any further information please do not hesitate to 
contact me on the following address or telephone number.

Elizabeth Bridcut
Clinical Practice Research Unit
Arrowe Park Hospital
Upton
Wirral
Merseyside
CH49 5PE

Tel: 07773113483

If you have difficulty understanding English please contact me.  I can 
arrange for an interpreter to interpret over the telephone during your 
interview.  
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Appendix 1c Post interview letter

Dear

Thank you for being part of this research – your participation is very valuable.  You 
will shortly receive a written transcript of your interview so that you can let me know 
if anything has not been recorded correctly or there is something you would like 
changed or removed.  

I will be designing a questionnaire in the future to allow a greater number of people 
to have a say. You will receive one of these but please don’t think this means I 
wasn’t listening to your interview, in fact I will use your interview to help design a 
questionnaire that is relevant for people with coeliac disease.  

If you would like an appointment with a hospital specialist (gastroenterologist) 
regarding your coeliac disease, please contact your GP who will be able to refer you. 
If you used to see a specialist but for any reason you wish to see a different one, your 
GP can refer you.

If you see a hospital specialist regularly but you would also like to see a dietitian 
please contact the Department of Nutrition and Dietetics on 0151 6785111 ext 2114, 
explaining that you have coeliac disease and giving your name and contact details 
and the name of the hospital specialist whose care you are under.  An appointment 
will be arranged for you. 

If you do not see a hospital specialist but you would like to be referred to a dietitian 
please contact your GP who will be able to refer you to the Department of 
Community Nutrition and Dietetics.

If you would like further information regarding coeliac disease and its management 
please contact Coeliac UK as follows

Address –  Coeliac UK, 
PO Box 220
High Wycombe
Bucks
HP11 2HY

Helpline – 0870 4448804

Website - www.coeliac.org.uk

Thank you again for your help.

Yours sincerely,

Elizabeth Bridcut
Researcher
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Appendix 1c Post interview letter

Dear

Please find enclosed a transcript of your interview with me.

This is for you to keep if you would like.  If there is something which has not been 
recorded correctly or which you would like to change or remove please either

return the corrected transcript to

Elizabeth Bridcut
Researcher
CPRU
Arrowe Park Hospital
Arrowe Park Road
Upton
Wirral
Mersyside
CH49 5PE

or

phone me on 077 73113483

or

e-mail me on elizabeth.bridcut@whnt.nhs.uk

Where I have been unable to make out a portion of tape I have inserted (     ). Some 
sections may be in brackets, this means that that portion of tape was unclear and I 
have typed what I think was said.  I have used different colours for the interviewer 
and interviewee.

Thank you again for your participation,

Yours sincerely

Elizabeth Bridcut
Researcher
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Appendix 1e Consent form

       _____________________________________________________________

 RESEARCH CONSENT FORM

Title of study: ….............................................................................................

..................................................................................................

…..............................................................................................

Name of Investigator: …................................................................................

I confirm that the above study has been fully explained to me 

I was given opportunity for further explanation by the investigator 

I have received a copy of the information document 

I understand that my participation is voluntary and that I am free
to withdraw at any time, without my medical care or legal rights
being affected 

I understand that sections of any of my medical notes will be looked 
at by responsible individuals from ….................. or from regulatory
authorities where it is relevant to my taking part in research. I give 
permission for these individuals to have access to my records. 

Name of participant/person with parental responsibility …...................................

Signature of participant/person with parental responsibility …................................

  _____________________________________________________________

Signed in the presence of …................................. as witness to the above signature

Signature of witness …..............................................  Date  …..............................

Job title and department if member of staff ….......................................................

Address if unconnected to the hospital …................................................................

…..........................................................................................Post Code....................
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Appendix 2a Interview schedule

How long have you had coeliac disease?

What symptoms did you have?

A) Clinic appointments

Do you have regular appointments with a hospital doctor / specialist or specialist 
nurse or dietitian about coeliac disease or gluten free diet?

Who do you see? Where? How do you get there? How do you remember you 
appointments?

Can you tell me a little bit about what happens at your appointments?

Do you find you appointments helpful? What do you understand by helpful?

Could anything have been done differently to make the experience better / more 
useful?

What would you say are the advantages of appointments with hospital doctors and 
dietitians?

What would you say are the disadvantages of appointments with hospital doctors and 
dietitians?

What do you think of the way clinics are organised?

How often would you like to / do you see a doctor or dietitian?

B) Diet

Do you follow a gluten free diet?
Closely?

What are your reasons / what motivates you?
Does clinic help? How?

What sources of information do you have about gluten free diet?

If you don’t follow a gluten free diet – why is that?
Do you worry that that might put you at risk?
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 C) Social aspects

How do you manage eating at other peoples houses or eating out?

Have you ever had any advice about dealing with those kinds of situations? Who 
from? Was it helpful?

Do you have any friends or relatives who have coeliac disease?

Would you find it easier to follow a gluten free diet / would you be more likely to 
follow a gluten free diet if you knew more people who were on the diet, say if some 
of your friends were on it?

Are you a member of Coeliac UK? Do you go to meetings? Do you find them 
helpful?

Would you be interested in meeting up with other coeliacs (your own age)?
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Appendix 2b Amended interview schedule

How long have you had coeliac disease?

What symptoms did you have?

How did you feel about the diagnosis?

A) Clinic appointments

Do you have regular appointments with a hospital doctor / specialist or specialist 
nurse or dietitian about coeliac disease or gluten free diet?

Who do you see? Where? How do you get there? How do you remember you 
appointments?

Have you ever seen a dietitian? Was it helpful? What would have been more helpful? 
Do you have / would you like regular appointments?

What do you think is the purpose of your clinic appointments?

If they check / monitor – what is it they are looking for?

Do you get information at clinic?
Is this information you need? What (other) information or advice do you need?

Do you find the staff you see approachable?

Do you find you appointments helpful? What do you understand by helpful?

Could anything have been done differently to make the experience better / more 
useful?

What is the difference between seeing a GP or a specialist – is there a difference?

What do you think of the way clinics are organised?

How often would you like to / do you see a doctor or dietitian?

Is there anything that puts you off coming to clinic?

B) Diet

Do you follow a gluten free diet?
Closely?

What are your reasons / what motivates you?
Does clinic help? How?
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Have did you feel about your diet when you were first diagnosed? How has it 
changed? 

What sources of information do you have about gluten free diet?

If you don’t follow a gluten free diet – why is that?
Do you worry that that might put you at risk?

 C) Social aspects

How do you manage eating at other people’s houses or eating out? How do you feel 
about checking to make sure that foods are suitable for you in that context? How has 
that changed since you were diagnosed?

Have you ever had any advice about dealing with those kinds of situations? Who 
from? Was it helpful?

Do you have any friends or relatives who have coeliac disease?

Are you a member of Coeliac UK? Do you go to meetings? Do you find them 
helpful?
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Appendix 2c Second amended interview schedule

How long have you had coeliac disease?

What symptoms did you have?

How did you feel about the diagnosis?

A) Clinic appointments

Do you have regular appointments with a hospital doctor / specialist or specialist 
nurse or dietitian about coeliac disease or gluten free diet?

Who do you see? Where? How do you get there? How do you remember you 
appointments?

Have you ever seen a dietitian? Was it helpful? What would have been more helpful? 
Do you have / would you like regular appointments?

What do you think is the purpose of your clinic appointments?

If they check / monitor – what is it they are looking for?

Do you get information at clinic?
Is this information you need? What (other) information or advice do you need?

Do you find the staff you see approachable?

Do you find you appointments helpful? What do you understand by helpful?

Could anything have been done differently to make the experience better / more 
useful?

What is the difference between seeing a GP or a specialist – is there a difference?

What do you think of the way clinics are organised?

How often would you like to / do you see a doctor or dietitian?

Is there anything that puts you off coming to clinic?

B) Diet

Do you follow a gluten free diet?
Closely?

What are your reasons / what motivates you?
Does clinic help? How?
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How did you feel about your diet when you were first diagnosed? How has it 
changed?

Do you enjoy cooking and baking?

Have you had practical help and advice from anyone about things like baking or 
eating out or things like that? Would that be useful? Who from? 

What sources of information do you have about gluten free diet?

If you don’t follow a gluten free diet – why is that?
Do you worry that that might put you at risk?

 C) Social aspects

How do you manage eating at other people’s houses or eating out? How do you feel 
about checking to make sure that foods are suitable for you in that context? How has 
that changed since you were diagnosed?

Have you ever had any advice about dealing with those kinds of situations? Who 
from? Was it helpful?

Do you have any friends or relatives who have coeliac disease?

Are you a member of Coeliac UK? Do you go to meetings? Do you find them 
helpful?

If a friend of yours told you they had just been diagnosed with coeliac disease and 
asked you what the diet is like – what would you say?
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Appendix 3a Questionnaire

Questionnaire

Please return your completed questionnaire in the freepost envelope 
provided.  You do not need to use a stamp. 
Please complete both sides of the page

 Q1. How long ago did you find out you have coeliac disease?________ years 

Q2. When did you last attend a hospital appointment regarding coeliac 
disease or gluten free diet? (Tick one box).

Within the past year     □
1 – 2 years ago □
More than 2 years ago □

Q3. Here are some reasons why people with coeliac disease might come to 
regular hospital appointments.  We would like to know which reasons are 
important to you. (Tick the boxes that apply to you)

Very 
important

Important Not important 
at all

To get information □ □ □
So that the doctors can check for any 
other medical problems linked to 
coeliac disease

□ □ □

So that the doctors can keep an eye 
on my coeliac disease □ □ □

To check my diet □ □ □
So that I’m in contact with the right 

specialist in case anything goes wrong

□ □ □

To get practical help and advice about 

living with a gluten free diet

□ □ □
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Q4. Do you get practical help and advice about living with a gluten free 
diet at your consultations with each of the following? (Tick as many 
boxes as apply to you)

Yes, all I 
need

Yes, but not as much as 
I would like

No, none at all

Dietitian □ □ □

Doctor □ □ □
Specialist 
Nurse □ □ □

Q5.  Do you get information about coeliac disease and related medical 
issues at your consultations with each of the following? (Tick as many 
boxes as apply to you)

Yes, all I 
need

Some information but not as 
much as I would like

No, none 
at all

Dietitian □ □ □

Doctor □ □ □
Specialist 
Nurse □ □ □

Q6. Do you get emotional support when you need it at your 
consultations with each of the following? (Tick as many boxes as apply 
to you)

Yes No I have never needed 
support

Dietitian □ □ □

Doctor □ □ □
Specialist Nurse □ □ □

Q7.  How often do you eat foods which contain gluten?
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Never   Rarely   Monthly   Fortnightly  

Weekly   Most days  

Q8.  Please tell us the reasons that motivate you to keep sticking to your 
gluten free diet (if you are following a gluten free).  You can give as few or as 
many reasons as you like.  

1 ………………………………………………………………………..
…………………………………………………………………………..

2 ………………………………………………………………………..
…………………………………………………………………………..

3 ………………………………………………………………………..
…………………………………………………………………………..

Q9.  Are you a member of Coeliac UK? Yes  No 

If yes why do you think it’s helpful to be a member of Coeliac UK? (Tick as 

many reasons as apply)  

If you are not a member please move on to the next question (Q10)

To get the food and drink directory □
To get information about coeliac disease □
To get information about gluten free products □
To get practical advice and/or recipes □
to help follow a gluten free diet
To meet other people who have coeliac disease □
Other (please write here)……………………………………………..

…………………………………………………………………………..

Q10. Do you feel that any of the following services would be useful to 
people with coeliac disease? Please tick any you think would be useful.
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A buddy system – when someone is diagnosed with coeliac 
disease they can be put in touch with someone whohas had 
coeliac disease for a while and can offer advice and support.

□

A dedicated coeliac clinic – an outpatients clinic staffed by 
specialist doctors, a specialist dietitian and specialist nurse. 
Relevant leaflets are available.

□

Group sessions with a specialist dietitian – a specialist dietitian 
gives a short talk to a small group.  There is time for questions 
and for informal chat.

□

Some questions about you

Q11. Please tick the box next to your age group

16-20     21-30     31-50     51-70     over 70 

Q12. Are you male or female? Male  Female 

Q13. What is your postcode?  NB This question is optional.  We 
would be very grateful if you could answer this question to help us 
shape our services in your area but please do not feel you have to 
provide an answer.

Postcode ________________

Thank you very much for taking the time to fill in this questionnaire
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Appendix 3b Information leaflet for questionnaire

Information leaflet

Study Title:  Specialist follow up for people with coeliac disease

You are being invited to take part in a research study.  The study is 
about follow up for people who have been diagnosed with coeliac 
disease.  Before you decide to take part or not it is important for you to 
understand why the research is being done and what it will involve. 
Please take time to read the following information carefully and discuss 
it with others if you wish.  If there is anything that is not clear or that 
you would like more information about please do not hesitate to ask. 
You will find contact details at the end of this leaflet.  

What is the purpose of the study?

The aim of this study is to improve the services we provide to people 
with coeliac disease.  We would like to find out whether you find the 
hospital appointments we offer useful and to identify the barriers that 
prevent some people with coeliac disease from attending hospital 
appointments. 

Why have I been chosen?

We have used computerised hospital records to identify people who 
have had a diagnosis of coeliac disease.  You were identified as part of 
this process.  We have met with a number of these people for face to 
face interviews and we would like to include the views of a larger 
number of people by asking them to participate in a questionnaire.  

Do I have to take part?

It is up to you to decide whether or not to take part.  If you decide not to 
take part this will not affect the standard of care you receive from the 
Trust.

If I take part what will this involve?

Taking part will involve completing the questionnaire which is enclosed. 
We have designed the questionnaire to be as quick and easy to 
complete as possible, it shouldn’t take more than 10 minutes to fill in. If 
you would like to take part just return your completed questionnaire in 
the freepost envelope enclosed – you do not need to use a stamp.

What are the possible benefits of taking part?
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We hope that the information we get from this study will help us to 
improve the service we offer to people who have been diagnosed with 
coeliac disease.  

Will my taking part in this study be kept confidential?

All information which is collected about you during the course of the 
research will be kept strictly confidential.  The questionnaire is 
completely confidential.

What will happen to the results of the research study?

We hope to publish results of this study in a medical journal.  We will 
also present the results at a meeting of the local branch of Coeliac UK 
to which you will be invited.  It will not be possible to identify you from 
the study results.

Who is organising and funding the research?

This study is being organised and funded by Wirral Hospital NHS Trust. 
Nutrition Point, Novartis and SHS International Ltd. have provided 
small grants towards the cost of conducting the study.

Who has reviewed the study

Wirral Local Research Ethics Committee has reviewed the study.

Who can I contact for further information?

If you would like any further information please do not hesitate to 
contact me on the following address or telephone number.
Elizabeth Bridcut
Clinical Practice Research Unit
Arrowe Park Hospital
Upton
Wirral
CH49 5PE

Tel: 07773113483
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Appendix 3c Cover letter for questionnaire

Anyone Anysurname
11 Any Road,
Anyplace

2/11/04

Dear Ms Anysurname,

My name is Elizabeth Bridcut and I am a researcher working with Wirral 
Hospital NHS Trust.  We are carrying out some research with the aim of 
improving follow up for people who have coeliac disease.  We would be 
delighted if you would like to take part in this study. 

With this letter you will find an information leaflet which explains more 
about this research and what benefit we hope will be gained from the 
study. Please read the information leaflet carefully.

If you would like to take part please complete and return the enclosed 
questionnaire by 2 May.  Please use the freepost envelope which is 
enclosed.  

Participation in this study is completely voluntary.  You can expect the 
same standard of care from the Trust whether you decide to take part or 
not.  

Yours sincerely, 

Elizabeth Bridcut
Researcher
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Appendix 3d Cover letter for questionnaire (interview participants)

Anyone Anysurname
11 Any Road,
Anyplace

2/11/04

Dear Ms Anysurname,

I am writing to you again as we are now in the second phase of our 
research.  We would like to include your views in this phase also and so 
we would be delighted if you would take part.

With this letter you will find an information leaflet which explains more 
about this research and what benefit we hope will be gained from the 
study. Please read the information leaflet carefully.

If you would like to take part please complete and return the enclosed 
questionnaire by 2 May.  Please use the freepost envelope which is 
enclosed.  

Participation in this study is completely voluntary.  You can expect the 
same standard of care from the Trust whether you decide to take part or 
not.  

Yours sincerely, 

Elizabeth Bridcut
Researcher
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Appendix 3e Reminder letter

Anyman Anysurname,
11 Any Avenue, 
Anyplace 4/5/05

Dear Mr Anysurname,

Re: Second (and final) opportunity to take part in questionnaire

My name is Elizabeth Bridcut and I am a researcher working with 
Wirral Hospital NHS Trust.  We are carrying out some research 
with the aim of improving the service we provide for people who 
have coeliac disease.  We would like to include your views and so 
we would be delighted if you would take part by completing the 
enclosed questionnaire and returning it in the prepaid envelope. 

This is a second opportunity for you to take part.  If you would 
prefer not to complete a questionnaire please ignore this letter.  If 
you have already completed and returned a questionnaire please 
ignore this letter.  If you would like to be involved and have not yet 
completed and returned a questionnaire please complete the 
enclosed questionnaire and return it by 10 May. I have enclosed a 
freepost envelope so you don’t need to use a stamp.  

With this letter you will find an information leaflet which explains 
more about the research. Please read the information leaflet 
carefully and do get in touch if there’s anything you’re not sure 
about (my contact details are in the information leaflet).

Yours sincerely, 

Elizabeth Bridcut
Researcher
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Appendix 3e Reminder letter (interview participants)

Anyone Anysurname,
11 Any Road, 
Anyplace

22/4/05

Dear Ms Anysurname,

Re: Second (and final) opportunity to take part in questionnaire

I am writing to you again as we are now in the second phase of 
our research.  We would like to include your views in this phase 
also and so we would be delighted if you would take part. 

This is a second opportunity for you to take part.  If you would 
prefer not to complete a questionnaire please ignore this letter.  If 
you have already completed and returned a questionnaire please 
ignore this letter.  If you would like to be involved and have not yet 
completed and returned a questionnaire please complete the 
enclosed questionnaire and return it by 10 May. I have enclosed a 
freepost envelope so you don’t need to use a stamp.  

With this letter you will find an information leaflet which explains 
more about the research. Please read the information leaflet 
carefully and do get in touch if there’s anything you’re not sure 
about (my contact details are in the information leaflet).

Yours sincerely, 

Elizabeth Bridcut
Researcher
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Appendix 4  Poster publications and presentations 

Poster publications

Bridcut, E.K., (2006). Adapting to life without gluten. In XII International Celiac Disease 
Symposium, 9-11 November 2006. New York.

Bridcut, E.K., (2006). Specialist follow-up for people with coeliac disease - a 
questionnaire study. In XII International Celiac Disease Symposium, 9-11 November 2006.  
New York.

Bridcut, E.K., (2007). Adapting to life without gluten. Gut, 56 (Suppl. 2), A141.

Bridcut, E.K., (2007). Specialist follow-up for people with coeliac disease - a 
questionnaire study. Gut, 56 (Suppl. 2), A141.

Presentations

Presentation at Health Research in Wirral: A Celebration 17 November 2006

Presentation to Mersey Gastroenterology Group 27 January 2007

Presentation to local branch of Coeliac UK 28 April 2007
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