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[bookmark: _GoBack]Section 3: Experiences of Healthcare Services
This section of the questionnaire asks about your experiences of using healthcare services to diagnose and manage your coeliac disease.

	1.
	Have you been told by a doctor that you have coeliac disease?

	
	1 
	Yes, I have been told that I have coeliac disease

	
	2 
	No  Go to Section 4, Question 1 (page 23)



	2.
	How long ago did you receive a diagnosis for your coeliac disease?

	
	
	
	Year(s) 
	
	Month(s)



	3.
	How old were you when you were diagnosed with coeliac disease?

	
	1 
	Less than 16 years old  Go to Question 20 (page 16)

	
	2 
	16 years old or over  Go to Question 4



Before Your Diagnosis



	4.
	Which of the following symptoms did you have before you were diagnosed with coeliac disease? (please tick all that apply)

	
	1 
	Diarrhoea / loose bowel movements 
	9 
	Mouth ulcers

	
	2 
	Constipation
	10 
	Loss of appetite 

	
	3 
	Incomplete bowel movements 
	11 
	Unexpected weight loss 

	
	4 
	Abdominal pain 
	12 
	Iron deficiency anaemia 

	
	5 
	Abdominal bloating 
	13 
	Headache

	
	6 
	Rumbling stomach 
	14 
	‘Brain fog’ / difficulty thinking 

	
	7 
	Nausea / vomiting 
	15 
	Chronic fatigue (‘tired all the time’)   

	
	8 
	Skin rash 
	16 
	Depression 

	
	17 
	Other, please write in: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _

	
	OR

	
	18 
	I did not have any symptoms  Go to Question 9 (page 13)

	
	19 
	I can’t remember





	5. 
	How long was it from when you first sought medical advice about your symptoms (e.g. first spoke to your GP) to receiving a definite diagnosis?

	
	

	
	
	
	Year(s) 
	
	Month(s)

	
	

	
	OR
	

	
	1 
	I did not seek medical advice  Go to Question 9 (page 13)

	
	2 
	I can’t remember



	6.
	How do you feel about the amount of time it took to receive a diagnosis?

	
	1 
	It was very quick 

	
	2 
	It was fairly quick

	
	3 
	It was neither quick nor slow

	
	4 
	It was fairly slow

	
	5 
	It was very slow



	7.
	Which health professional did you speak to the most often before you received your diagnosis? (please tick one only)

	
	1 
	Hospital doctor / consultant
	5 
	Practice nurse

	
	2 
	GP
	6 
	Pharmacist

	
	3 
	Dietitian
	7 
	Other, please write in:
_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _   

	
	4 
	Hospital nurse
	
	



	8.
	Thinking about the health professional you selected in Question 7, did you feel that this person…
Please tick one box on each row

	
	
	
	Yes, definitely
	Yes, to some extent
	No
	I can’t remember

	
	a)
	listened carefully to you?
	1 
	2 
	3 
	4 

	
	b)
	gave you confidence in them?
	1 
	2 
	3 
	4 

	
	c)
	took your symptoms seriously?
	1 
	2 
	3 
	4 






Your Diagnosis



To diagnose coeliac disease, an endoscopy is often conducted.  An endoscopy (sometimes called a gastroscopy) is a medical procedure in which a thin tube with a camera is passed via the mouth into the intestine in order to examine it.  During the procedure, a sample (biopsy) of the intestine is normally taken for closer examination.

	9.
	Which tests did you have to diagnose your coeliac disease? 
Please tick one box on each row

	
	
	
	Yes
	No, but I was offered one
	No, I was not offered one
	I don’t know

	
	a)
	Blood test (antibody)
	1 
	2 
	3 
	4 

	
	b)
	Endoscopy (with biopsy)
	1 
	2 
	3 
	4 

	
	c)
	Other, please state _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 



	10.

	How do you feel about the amount of time you had to wait for an endoscopy?

	
	1 
	It was very quick

	
	2 
	It was fairly quick

	
	3 
	It was neither quick nor slow

	
	4 
	It was fairly slow

	
	5 
	It was very slow

	
	6 
	I can’t remember the amount of time I had to wait

	
	7 
	I have not had an endoscopy



	11.

	Did you receive enough information throughout the diagnostic process?

	
	1 
	Yes, I received enough information

	
	2 
	No, I did not receive enough information

	
	3 
	No, I did not receive any information

	
	4 
	I did not want any information

	
	5 
	I can’t remember




	12.
	Who first informed you that you have been diagnosed with coeliac disease?

	
	1 
	Hospital doctor / consultant
	6 
	Receptionist 

	
	2 
	GP
	7 
	I can’t remember

	
	3 
	Dietitian
	8 
	Other, please write in:
 _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _

	
	4 
	Hospital nurse
	
	

	
	5 
	Practice nurse
	
	



	13.
	Do you feel you were informed of your diagnosis in both a professional and appropriate manner?

	
	1 
	Yes, definitely

	
	2 
	Yes, to some extent

	
	3 
	No



	14.
	At the time of your diagnosis, did you receive enough information about coeliac disease and the gluten-free diet from health professionals?

	
	1 
	Yes, I received enough information

	
	2 
	No, I did not receive enough information

	
	3 
	No, I did not receive any information

	
	4 
	I did not want any information

	
	5 
	I can’t remember



Diet and Nutritional Advice
	15.
	After receiving a diagnosis, did you speak to a dietitian about your coeliac disease?  A dietitian is an expert who provides advice about diet and nutrition.

	
	1 
	Yes

	
	2 
	No, but I would have liked to  Go to Question 20 (page 16)

	
	3 
	No, I did not need to  Go to Question 20 (page 16)

	
	4 
	I can’t remember  Go to Question 20 (page 16)






	16.
	After receiving a diagnosis, how quickly did you have an appointment with a dietitian to discuss your coeliac disease?

	
	1 
	It was very quick

	
	2 
	It was fairly quick

	
	3 
	It was neither quick nor slow

	
	4 
	It was fairly slow

	
	5 
	It was very slow

	
	6 
	I can’t remember



	17.

	Thinking about your first appointment with a dietitian, which of the following were discussed? (please tick all that apply)  
The dietitian…  

	
	1 
	explained the gluten-free diet

	
	2 
	gave you written information about the gluten-free diet

	
	3 
	explained the importance of a strict gluten-free diet

	
	4 
	told you about where you could get gluten-free products

	
	5 
	explained food labelling

	
	6 
	told you about the prescription process and foods available on prescription

	
	7 
	explained cross-contamination and how to avoid it

	
	8 
	gave you tips about eating out

	
	9 
	weighed you and calculated your body mass index (BMI)

	
	10 
	discussed your calcium intake

	
	11 
	discussed whether you can eat oats

	
	12 
	told you about Coeliac UK 

	
	OR
	

	
	13 
	None of the above

	
	14 
	I can’t remember



	18.
	How helpful was your first appointment with a dietitian?

	
	1 
	Very helpful

	
	2 
	Fairly helpful

	
	3 
	Not very helpful

	
	4 
	Not at all helpful

	
	5 
	I am not sure / I can’t remember


	19.

	Were you offered a second appointment to speak to a dietitian within 6 months of your first appointment?

	
	1 
	Yes

	
	2 
	No, but I would have liked one

	
	3 
	No, but I did not want one

	
	4 
	I can’t remember


After Your Diagnosis



	20.

	Some people with coeliac disease have had additional tests or vaccinations.  
Have you had …
Please tick one box on each row

	
	
	
	Yes
	No, but I was offered one
	No, I was not offered one
	I don’t know

	
	a)
	a repeat endoscopy 
(with biopsy)?
	1 
	2 
	3 
	4 

	
	b)
	a bone density scan (DEXA)?
	1 
	2 
	3 
	4 

	
	c)
	a pneumococcal vaccination (sometimes called the ‘pneumo jab’)?
	1 
	2 
	3 
	4 



Follow-up Appointments
Some people with coeliac disease have follow-up appointments to monitor their condition.  Your follow-up appointment may involve having blood taken for testing and / or a discussion with a health professional about your coeliac disease.  Appointments are usually carried out annually, but can be more or less frequent.

	21.
	Do you have regular follow-up appointments for your coeliac disease?

	
	1 
	Yes

	
	2 
	No  Go to Question 29 (page 18)

	
	3 
	I am not sure / I can’t remember  Go to Question 29 (page 18)





	22.
	When was your most recent follow-up appointment for your coeliac disease?

	
	1 
	Less than 1 year ago

	
	2 
	1 - 2 years ago

	
	3 
	More than 2 years ago 



	23.
	Who was your most recent follow-up appointment with?

	
	1 
	Hospital doctor / consultant
	5 
	Practice nurse

	
	2 
	GP
	6 
	I can’t remember

	
	3 
	Dietitian
	7 
	Other, please write in:
_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _  

	
	4 
	Hospital nurse
	
	



	24.
	Who initiated your most recent follow-up appointment?

	
	1 
	Staff at the hospital

	
	2 
	Staff at the GP practice

	
	3 
	I contacted a health professional 

	
	4 
	Other, please write in: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ 

	
	5 
	I can’t remember



	25.

	Which of the following happened at your most recent follow-up appointment? 
(please tick all that apply)

	
	1 
	I was weighed

	
	2 
	My body mass index (BMI) was calculated

	
	3 
	Blood was taken for testing (this may have happened before or after your follow-up appointment)

	
	4 
	My diet was assessed

	
	5 
	Any difficulties I have adhering to the diet were discussed

	
	6 
	My symptoms were discussed

	
	7 
	My emotional well-being was assessed

	
	8 
	My calcium intake was reviewed

	
	9 
	My bone density was discussed

	
	10 
	My prescription was reviewed / Access to prescriptions was discussed

	
	11 
	My understanding of food labelling was discussed

	
	OR
	

	
	12 
	None of the above

	
	13 
	I can’t remember




	26.

	At your most recent follow-up appointment, were you given the opportunity to ask your questions?

	
	1 
	Yes

	
	2 
	No  Go to Question 28

	
	3 
	I did not have any questions  Go to Question 28

	
	4 
	I can’t remember  Go to Question 28



	27.

	At your most recent follow-up appointment, when you had questions to ask, were you given the information you needed?

	
	1 
	Yes, always

	
	2 
	Sometimes

	
	3 
	No, never

	
	4 
	I can’t remember

	
	5 
	I did not have any questions



	28.
	Overall, how helpful was your most recent follow-up appointment?

	
	1 
	Very helpful 

	
	2 
	Fairly helpful 

	
	3 
	Not very helpful

	
	4 
	Not at all helpful

	
	5 
	I am not sure / I can’t remember



	29.
	Would you like to have follow-up appointments in the future?

	
	1 
	Yes

	
	2 
	No  Go to Question 32 (page 19)

	
	3 
	I am not sure  Go to Question 32 (page 19)



	30.
	Who would you like your follow-up appointments with? (please tick one box only)

	
	1 
	Hospital doctor / consultant
	5 
	Practice nurse

	
	2 
	GP
	6 
	I am not sure

	
	3 
	Dietitian
	7 
	Other, please write in: 
_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _  

	
	4 
	Hospital nurse
	
	





	31.
	How often would you like to have follow-up appointments?

	
	1 
	Once a month

	
	2 
	Once every six months

	
	3 
	Once a year

	
	4 
	Once every 2 years

	
	5 
	Other, please write in: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _  

	
	6 
	I am not sure



Prescriptions
	32.
	Do you think you have received enough information about getting gluten-free food on prescription?

	
	1 
	Yes, I have received enough information

	
	2 
	No, I have not received enough information

	
	3 
	No, I have not received any information

	
	4 
	I do not need this information



	33.
	How easy have you found it to obtain the gluten-free food products that are available on prescription?

	
	1 
	Very easy

	
	2 
	Fairly easy

	
	3 
	Neither easy nor difficult

	
	4 
	Fairly difficult

	
	5 
	Very difficult

	
	6 
	I have not tried to get gluten-free food on prescription





	34.
	In the last 12 months, which gluten-free foods have you had on prescription? 
(please tick all that apply)

	
	1 
	Bread / Rolls
	6 
	Pizza bases 

	
	2 
	Flour / Bread mixes
	7 
	Biscuits 

	
	3 
	Crackers / Crispbreads
	8 
	Oats 

	
	4 
	Breakfast cereals 
	9 
	Other, please write in:
 _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _  

	
	5 
	Pasta 
	
	

	
	OR
	

	
	10 
	I have not had any gluten-free food on prescription in the last 12
months, because (please say why) _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _
_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _  Go to Question 37 



	35.
	How do you pay for your prescriptions for your coeliac disease?

	
	1 
	I pay for each prescription

	
	2 
	I have a Prescription Pre-payment Certificate (PPC)

	
	3 
	I do not pay for my prescriptions (I am entitled to free prescriptions)  Go to Question 37



	36.
	How do you find the cost of your prescriptions for your coeliac disease?

	
	1 
	Reasonable

	
	2 
	Fairly expensive

	
	3 
	Very expensive, but I can afford it

	
	4 
	Very expensive, and I cannot afford it



Recent Healthcare
	37.
	In the last 12 months, which health professionals have you spoken to specifically about your coeliac disease? (please tick all that apply)

	
	1 
	Hospital doctor / consultant
	5 
	Practice nurse

	
	2 
	GP
	6 
	Pharmacist

	
	3 
	Dietitian
	7 
	Other, please write in:
_ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _  

	
	4 
	Hospital nurse
	
	

	
	OR
	

	
	8 
	I have not spoken to a health professional specifically about my coeliac disease in the last 12 months





	38.

	In the last 12 months, have you been able to get information and advice about your coeliac disease from a health professional when you wanted to do so?

	
	1 
	Yes, always

	
	2 
	Sometimes

	
	3 
	No

	
	4 
	I have not wanted to speak to a health professional



	39.

	In the last 12 months, have you received enough information about the results of medical tests conducted in relation to your coeliac disease (e.g. blood tests, DEXA scan, endoscopy (with biopsy))?

	
	1 
	Yes, I have received enough information

	
	2 
	No, I have not received enough information

	
	3 
	No, I have not received any information

	
	4 
	I did not want any information

	
	5 
	I can’t remember

	
	6 
	I have not had any tests



Overall Experience



	40.
	Do you think the GP that you speak to the most often about your coeliac disease has a good understanding of the condition?

	
	1 
	Yes, definitely

	
	2 
	Yes, to some extent

	
	3 
	No

	
	4 
	I do not speak to the GP about my coeliac disease

	
	5 
	I am not sure






	41. 
	From your experience, do you think the following health professionals are knowledgeable about coeliac disease?
Please tick one box on each row

	
	
	
	Yes
	To some extent
	No
	I don’t know / N/A

	
	a)
	Dietitians
	1 
	2 
	3 
	4 

	
	b)
	Specialist hospital doctors / Gastroenterologists
	1 
	2 
	3 
	4 

	
	c)
	Other hospital doctors
	1 
	2 
	3 
	4 

	
	d)
	GPs
	1 
	2 
	3 
	4 

	
	e)
	Practice nurses / healthcare assistants
	1 
	2 
	3 
	4 

	
	f)
	Pharmacists
	1 
	2 
	3 
	4 



	42.

	Thinking about your coeliac disease and the gluten-free diet, how consistent has information and advice from health professionals been?

	
	1 
	Very consistent

	
	2 
	Fairly consistent

	
	3 
	Not very consistent

	
	4 
	Not at all consistent

	
	5 
	I have not received any information or advice



	43.
	Overall, how would you rate the healthcare that you have received to help you manage your coeliac disease since diagnosis?                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                          

	
	1 
	Very good 

	
	2 
	Good 

	
	3 
	Fair 

	
	4 
	Poor 

	
	5 
	Very poor

	
	OR
	

	
	6 
	I have not received any healthcare since my diagnosis 
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