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Patient Initials	Patient Year of Birth
	
|__|__|__|__|__|	|__|__|__|__|__|






Under each heading, please tick the ONE box that best describes your health TODAY.
MOBILITY	
I have no problems in walking about	
I have slight problems in walking about	
I have moderate problems in walking about	
I have severe problems in walking about	
I am unable to walk about	
SELF-CARE	
I have no problems washing or dressing myself	
I have slight problems washing or dressing myself	
I have moderate problems washing or dressing myself	
I have severe problems washing or dressing myself	
I am unable to wash or dress myself	
USUAL ACTIVITIES (e.g. work, study, housework, family or leisure activities)	
I have no problems doing my usual activities	
I have slight problems doing my usual activities	
I have moderate problems doing my usual activities	
I have severe problems doing my usual activities	
I am unable to do my usual activities	
PAIN / DISCOMFORT	
I have no pain or discomfort	
I have slight pain or discomfort	
I have moderate pain or discomfort	
I have severe pain or discomfort	
I have extreme pain or discomfort	
ANXIETY / DEPRESSION	
I am not anxious or depressed	
I am slightly anxious or depressed	
I am moderately anxious or depressed	
I am severely anxious or depressed	
I am extremely anxious or depressed	








We would like to know how good or bad your health is TODAY.
This scale is numbered from 0 to 100.
100 means the best health you can imagine.
0 means the worst health you can imagine.
Mark an X on the scale to indicate how your health is TODAY.
Now, please write the number you marked on the scale in the box below.


 
















UK (English) © 2009 EuroQol Group EQ-5D™ is a trade mark of the EuroQol Group



	IBD Control: Inflammatory Bowel Disease Control Questionnaire
				
	1		Do you believe that:	Yes	No	Not Sure
	Your IBD has been controlled in the past two weeks?	□	□	□
	Your current treatment is useful in controlling your IBD	(If you are not taking any treatment, please tick this box □)	□	□	□
	2		Over the past 2 weeks, have your bowel symptoms been getting worse, getting better or not changed?	Better	Worse	No change
		□	□	□
	3		In the past 2 weeks, did you:			
	Miss any planned activities because of IBD?	Yes	No	Not Sure
	(e.g. attending school/college, going to work or a social event)	□	□	□
	Wake up at night because of symptoms of IBD?	Yes	No	Not Sure
		□	□	□
	 Suffer from significant pain or discomfort?	Yes	No	Not Sure
		□	□	□
	Often feel lacking in energy (fatigued)	Yes	No	Not Sure
	(by ‘often’ we mean more than half of the time)	□	□	□
	Feel anxious or depressed because of your IBD?	Yes	No	Not Sure
		□	□	□
	Think you needed a change to your treatment?	Yes	No	Not Sure
		□	□	□
	4		At the next clinical visit, would you like to discuss:			
	Alternative types of drug for controlling IBD	Yes	No	Not Sure
		□	□	□
	Ways to adjust your own treatment 	Yes	No	Not Sure
		□	□	□
	Side effects of difficulties with using your medicines 	Yes	No	Not Sure
		□	□	□
	New symptoms that have developed since your last visit 	Yes	No	Not Sure
		□	□	□
	5		How would you rate the OVERALL control of your IBD in the past 2 weeks?
	Please draw a vertical line (|) of the scale below 			
	
	
	Bodger, K., Ormerod, C., Shackcloth, D., & Harrison, M. (2014). Development and validation of a rapid, generic measure of disease control from the patient’s perspective: the IBD-Control questionnaire. Gut, 63(7), 1092–1102. https://doi.org/10.1136/gutjnl-2013-305600
	



THE I.B.D DISABILITY INDEX Version.2	
The first question is about the overall health of the patient, including both physical and mental health.
ANSWERS :0 = Very good ; 1=Good ; 2=Moderate ; 3=Bad ; 4=Very Bad	0	1	2	3	4
Overall Health					
In general, how would you rate your health today?					

Now I would like to review different functions of your body and activities of daily life. When answering these questions, I would like you to think about the last week, taking both good and bad days into account. When I ask about difficulty/problem, I would like you to consider how much difficulty/problem you have had on an average, in the past week, while doing the activity in the way that you usually do it.  By difficulty I mean that you require increased effort, that you have discomfort or pain, or that the activity is slower or that there are other changes in the way you do the activity. Please answer this question taking into account any assistance you have available.

ANSWERS :0 = None ; 1=Mild ; 2=Moderate ; 3=Severe ; 4=Very Extreme	0	1	2	3	4
Sleep and Energy					
Overall in the last week, how much of a problem did you have with sleeping, such as failing asleep, waking up frequently during the night or waking up too early in the morning?					
Overall in the last week, how much of a problem did you have due to not feeling rested and refreshed during the day (e.g. feeling tired, not having energy)?					
Affect					
Overall in the last week, how much of a problem did you have with feeling sad, low or depressed?					
Overall in the last week, how much of a problem did you have with worry or anxiety?					
Body Image					
Overall in the last week, how much of a problem did you have with the way your body or body parts looked?					
Pain					
Overall in the last week, how much of stomach or abdomen aches or pains did you have?					




ANSWERS :0 = None ; 1=Mild ; 2=Moderate ; 3=Severe ; 4=Extreme or cannot do	0	1	2	3	4
Regulating defecation					
Overall in the last week, how much difficulty did you have coordinating and managing defecation including choosing and getting to an appropriate place for defecation and cleaning oneself after defecation?					
Overall in the last week, how much difficulty did you have looking after your health, including maintaining a balanced diet?					
Interpersonal Activities					
Overall in the last week, how much difficulty did you have with personal relationship?					
Overall in the last week, how much difficulty did you have with participation in the community					
Work and Education (please answer to question 12a OR 12b)					
12a. Overall in the last week, how much difficulty did you have with work or household activities?					
12b. Overall in the last week, how much difficulty did you have with school or studying activities?					

ANSWERS : 0=0 ; 1=1-7; 2=8-18; 3=19-29; 4= >29	0	1	2	3	4
Number of liquid or very soft stools in the last week : 					

ANSWERS : 0=No ; 4= Yes or uncertain	0	-	-	-	4
Is arthritis or arthralgia present?					

	
	

Peyrin-Biroulet L, Cieza A, Sandborn WJ, Coenen M, Chowers Y, Hibi T, Kostanjsek N, Stucki G, Colombel JF; International Programme to Develop New Indexes for Crohn's Disease (IPNIC) group. Development of the first disability index for inflammatory bowel disease based on the international classification of functioning, disability and health. Gut, 2012, 61(2):241-7.




	
	YOUR WORK AND ACTIVITIES



The following questions ask about the effect of your health problems on your ability to work and perform regular activities.  Health problems could refer to any physical or emotional problem or symptom you experience.

Please fill in the blanks or circle a number, as indicated.

13. Are you currently employed (working for pay)?

1 Yes
2 No

If No, check "No" and skip to question 24.


The next questions are about the past seven days, not including today:


14. During the past seven days, how many hours did you miss from work because of your health problems? Include hours you missed on sick days, times you went in late, left early, etc., because of your health problems. Do not include time you missed to participate in this study.

_____ Hours


15. During the past seven days, how many hours did you miss from work because of any reason other than your health problems, such as vacation, holidays, time off to participate in this study?

_____ Hours


16. During the past seven days, how many hours did you actually work?

_____ Hours (If "0," skip to question 20.)




Consider only how much your health problems affected your ability to do your regular daily activities, other than work at a job.Health problems had no effect on my daily activities
Health problems completely prevented me from doing my daily activities







	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10



CIRCLE A NUMBER

Reilly MC, Zbrozek AS, Dukes EM. The validity and reproducibility of a work productivity and activity impairment instrument. PharmacoEconomics 1993; 4(5):353-65.



	YOUR WORK WITH UC



21. Have you missed work because of UC problems in the last three months?

1 Yes, I have missed approximately |__|__| days of work (including entire days spent off work and shortened work hours)
2 No, I did not miss any days of work but I experienced problems carrying out my tasks
3 No, I did not miss any days of work and I did not experienced any problems carrying out my tasks


22. Have you had to stop working because of UC?

1 Yes, I missed |__|__| years of work because of UC
2 No
3 Not applicable: I have never been able to work as a consequence of UC

23. Have you had to retire earlier because of your UC?

1 Yes, I missed |__|__| years of work because of UC
2 No
3 Not applicable: I have never been able to work as a consequence of UC

28. How many times have you used the following alternative and complementary therapies in the last 12 months for alleviation of UC-related symptoms?

	
	Number of sessions in the last 12 months
	Cost to you per session:

	1 Chiropractor

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	2 Massage/ Acupressure/ Acupuncture

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	3 Nutritionist /
Dietician

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	4Occupational therapist (private)

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	5Physiotherapist (private)

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	6 Psychologist/
Counsellor 
(private)

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	7 Reflexology

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	8 Swimming / 
Aqua-aerobics

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	9Physiotherapist
(private)

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	10 Psychologist /
Counsellor 
(private)

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	11 Yoga / 
Pilates / Tai Chi

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	12 Other, please describe _____________

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	13 Other, please describe ______________
	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|













32. What is the cost per hour for your professional care services?

£/€/Kr/zł/lei/₺  |__|__|__| per hour

1 Don’t’ know


33. How is the professional care service paid for?

1 The cost is completely covered by social services, health care insurance, or another institution
2 The cost is completely cover by me / my family
3 I / my family pays part of the cost, with the rest covered by social services, health care insurance, or another institution.

33a. How much of the total cost of 
        professional care services is paid
        for by you / your family?

|__|__|__| % of the total cost

1 Don’t’ know



If you receive assistance from a friend / family member please answer the following questions.


34. Currently, how many hours per week do you receive help from any non-professional care assistant, such as your partner, a family member, and/or friend with your daily activities for UC?

|__|__|__| hours per week


Please now think about your friend or family member that provides the most assistance to you.







40. What is your current employment situation?

1 Employed, full time
2 Employed, part time
3 Self-employed
4 Unemployed
5 Unemployed, full time student
6 Unemployed, part time student
7 On sick leave 
8 Retired
9 Other

40a. If you are part time employed or student, are you working or studying part time rather than full time due to UC?
1 Yes
2 No


41. What is the highest degree or level of school you have completed?

1 None
2 Primary School
3 Secondary School
4 High School
5 Bachelor degree
6 Master degree
7 Doctoral degree


42. What is your annual household income?

[EU]
1 Under €10,000
2 €10,000 to less than €20,000
3 €20,000 to less than €30,000
4 €30,000 to less than €40,000
5 €40,000 to less than €50,000
6 €50,000 to less than €60,000
7 €60,000 to less than €70,000
8 More than €70,000
9 Prefer not to say





[TURKEY] 
1 Under ₺ 13,000
2 ₺ 13,000 to less than ₺ 14,000
3 ₺ 14,000 to less than ₺ 15,000
4 ₺ 15,000 to less than ₺ 16,000
5 ₺ 16,000 to less than ₺ 17,000
6 ₺ 17,000 to less than ₺ 18,000
7 More than ₺ 18,000
8 Prefer not to say



43. Are you entitled to receive any disability allowance / state benefit as a result of your UC?

1 Yes, and I receive it
2 Yes, but I have not applied for it
3 No
4 Don’t know

43a. Please indicate the value of your entitlement per month:

£/€/Kr/zł/lei/₺  |__|__|__| per month


44. Were you covered by some sort of health insurance any time in the last 12 months?

1 Yes
2 No
3 Don’t know


44a. How long were you covered in the last 12 months?

1 The entire 12 months
2 Between 6 and 11 months
3 Less than 6 months
4 Don’t know




	
19. During the past seven days, how much did your health problems affect your productivity while you were working?

Think about days you were limited in the amount or kind of work you could do, days you accomplished less than you would like, or days you could not do your work as carefully as usual.  If your health problems affected your work only a little, choose a low number. Choose a high number if your health problems affected your work a great deal.  

Consider only how much your health problems affected your productivity whilst you were working

Health problems completely prevented me from working

Health problems had no effect on my work
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CIRCLE A NUMBER


20. During the past seven days, how much did your health problems affect your ability to do your regular daily activities, other than work at a job?  

By regular activities, we mean the usual activities you do, such as work around the house, shopping, childcare, exercising, studying, etc.  Think about times you were limited in the amount or kind of activities you could do and times you accomplished less than you would like.  If your health problems affected your activities only a little, choose a low number.  Choose a high number if your health problems affected your activities a great deal.



	YOUR UC-RELATED COSTS 



24. How many times have you visited the following healthcare professionals in the last 12 months for reasons relating to UC?

	1 General practitioner
	|__|__|__| visit(s)

	2 Specialists (such as gastroenterologist etc)
	|__|__|__| visit(s)

	3 Nurse / nurse specialist
	|__|__|__| visit(s)




25. How much money have you spent approximately on UC medications prescribed by your physician in the last 12 months?

£/€/Kr/zł/lei/₺ |__|__|__|__|


26. In addition to any medication prescribed by your physician for UC, approximately how much money have you spent on non-prescriptions or over-the-counter medications (including herbal medicine) for UC in the last 12 months? 

£/€/Kr/zł/lei/₺ |__|__|__|__|

27. Which of the following health devices and home alterations have you had to use in the last 12 months for reasons relating to UC and what was the cost?

	1 Cane
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	2 Crutches
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	3 Orthosis
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	4 Ramp
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	5 Stair Lift
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	6 Walk in shower
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	7 Other, _________
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	8 Other, _________
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	9 Other, _________
	£/€/Kr/zł/lei/₺ |__|__|__|__|





[bookmark: _GoBack]

29. How many times have you used the following modes of transport in the last 12 months for UC-related travel (for example, travel to health clinics or hospital)?

	
	Number of journey in the last 12 months

	Average cost per journey (to you):

	1 Private car

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	2 Taxi

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	3Public transportation

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	4Adapted transport

	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|

	5 Ambulance

	|__|__|__|
	Non applicable

	6 Other, please describe: 
________
	|__|__|__|
	£/€/Kr/zł/lei/₺ |__|__|__|__|




	YOUR CARE PROVISION 



30. Do you need assistance with your daily activities, such as dressing, eating, bathing, walking, or toileting?
This could be from a friend, family member, or contracted care provider.

1 Yes, from a contracted care provider
2 Yes, from a friend / family member
3 No

If “No”, please skip to Section “PERSONAL INFORMATION”

If you receive assistance from a contracted care provider, please answer the following four questions.

31. Currently, how many hours per week do you receive help from a professional care assistant(s) (contracted or provided) with your daily activities for UC?

|__|__|__| hours per week


35. What is the employment status of the friend or family member?

1   Employed, full time
2   Employed, part time
3   Self-employed
4   Unemployed
5   Unemployed, full time student
6   Unemployed, part time student
7   On sick leave 
8   Unable to work 
9   Homemaker 
10 Retired
11 Other, please specify: ______


35a. If the friend or family member is part-time employed, unemployed or unable to work, do their care duties prevent them from working more hours?

1 Yes
2 No
3 Don’t know


	PERSONAL INFORMATION



36. What are your initials?
|__|__|

37. What is your gender?

1 Male
2 Female 

38. What is your month and year of birth?

|__|__| |__|__|__|__|

39. What is your current marital status?

1 Single
2 Married
3 Registered partnership
4 Separated
5 Divorced
6 Widowed


[UK]
1 Under £15,000
2 £15,000 to less than £26,000
3 £26,000 to less than £35,000
4 £35,000 to less than £50,000
5 £50,000 to less than £70,000
6 More than £70,000
7 Prefer not to say


[DENMARK]
1 Under Kr 120,000
2 Kr 120,000 to less than Kr 160,000
3 Kr 160,000 to less than Kr 200,000
4 Kr 200,000 to less than Kr 240,000
5 Kr 240,000 to less than Kr 280,000
6 Kr 280,000 to less than Kr 320,000
7 Kr 320,000 to less than Kr 360,000
8 Kr 360,000 to less than Kr 400,000
9 More than Kr 400,000
10 Prefer not to say

[NORWAY]
1 Under Kr 250,000
2 Kr 250,000 to less than Kr 300,000
3 Kr 300,000 to less than Kr 350,000
4 Kr 350,000 to less than Kr 400,000
5 Kr 400,000 to less than Kr 450,000
6 More than Kr 450,000
7 Prefer not to say

[POLAND]
1 Under zł 6,000
2 zł 6,000 to less than zł 8,000
3 zł 8,000 to less than zł 10,000
4 zł 10,000 to less than zł 12,000
5 zł 12,000 to less than zł 14,000
6 zł 14,000 to less than zł 16,000
7 zł 16,000 to less than zł 18,000
8 More than zł 18,000
9 Prefer not to say

[ROMANIA] 
1 Under lei 2,000
2 lei 2,000 to less than lei 4,000
3 lei 4,000 to less than lei 6,000
4 lei 6,000 to less than lei 8,000
5 lei 8,000 to less than lei 10,000
6 lei 10,000 to less than lei 12,000
7 More than lei 12,000
8 Prefer not to say



44b. Please indicate the type of your health insurance:

1 Insurance from government
2 Private insurance
3 Don’t know


44c. How much do you have to pay each month for your health insurance 

£/€/Kr/zł/lei/₺ |__|__|__| per month


44d. In general, how much of your medical care related to UC is covered by your insurance? 

1 Totality
2 More than half
3 Less than half
4 None
5 Don’t know



THANK YOU FOR TAKING THE TIME TO COMPLETE THIS QUESTIONNAIRE
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