
 
CONFIDENTIAL 

    
              Initial number                       DAY     MONTH      YEAR 
           TODAY’S DATE 
 
Many people experience bowel accidents or bowel leakages associated with their IBD. This questionnaire 

assesses how people experience these symptoms, how much the symptoms bother them, and how their 

quality of life is affected. Please answer the following questions, thinking about how you have been over the 

PAST THREE MONTHS. There are 4 answers for most questions: how you are “usually / in remission” and 

how much it bothers you, and how you are “at worst / in relapse or flare up” and how much it bothers you. 

YOU SHOULD FOCUS SPECIFICALLY ON BOWEL CONTROL ISSUES, 

RATHER THAN ON YOUR IBD IN GENERAL.  

When you have finished, check that you have answered all questions 

 
 
 

1 Please enter your date of birth:               

              

           DAY   MONTH    YEAR  

 
 

2 Are you (tick one): 
 

   Female  Male  

 
 

3 Diagnosis: (tick one): Crohn’s Disease  Ulcerative 
Colitis 

 Other form of IBD (e.g. 
Crohn’s Colitis, Proctitis) 

 

 
    
 

Bowel pattern 
 

4 On average, how many times do you open your bowels in 24 hours?  
(Tick one upper box for ‘Usual / remission’ and one lower box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)   How much does this bother you when in remission?  
  

 
 

less than once  1 Please circle a number between 0 (not at all) and 10 (a great deal) 
    

one to three times  2 0     1     2     3     4     5     6     7     8     9     10 
    

four to ten times  3 not at all                                                         a great deal 
    

eleven or more times  4  
 

 

 (c)  At worst / relapse (d)   How much does this bother you when in relapse?  
  

 
 

less than once  1 Please circle a number between 0 (not at all) and 10 (a great deal) 
    

one to three times  2 0     1     2     3     4     5     6     7     8     9     10 
    

four to ten times  3 not at all                                                         a great deal 
    

eleven or more times  4  
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5 How often do you get up in the night to open your bowels in the toilet?   
(Tick one  box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission (b)   How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

once  1  
    

twice  2 0     1     2     3     4     5     6     7     8     9     10 
    

three times  3 not at all                                                         a great deal 
    

four or more times  4  
 

 

 (c) At worst / relapse (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

once  1  
    

twice  2 0     1     2     3     4     5     6     7     8     9     10 
    

three times  3 not at all                                                         a great deal 
    

four or more times  4  
  

 
 

 
 
 
 
 
 

6 How often are you incontinent of liquid leakage or formed stool at night whilst you are 
asleep?  (Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
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7 Do you have to rush to the toilet when you need to open your bowels?  
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
 

8 How much time do you have between feeling that you need to open your bowels and the 
stool being passed?   
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

less than 10 seconds  6 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

11 – 30 seconds  5  
    

31 seconds to 1 minute  4 0     1     2     3     4     5     6     7     8     9     10 
  

 
 

up to 2 minutes  3 not at all                                                         a great deal 
    

up to 5 minutes  2  
    

up to 15 minutes  1  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

less than 10 seconds  6 Please circle a number between 0 (not at all) and 10 (a great deal)  
  

 
 

11 – 30 seconds  5  
    

31 seconds to 1 minute  4 0     1     2     3     4     5     6     7     8     9     10 
    

up to 2 minutes  3 not at all                                                         a great deal 
    

up to 5 minutes  2  
  

 
 

up to 15 minutes  1  
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9 When you need to rush to have your bowels open, do you get to the toilet in time?  
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

always  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

most of the time  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

rarely  3 not at all                                                         a great deal 
    

never  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

always  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

most of the time  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

rarely  3 not at all                                                         a great deal 
    

never  4  
  

 
 

 
 

10 Other than your prescribed IBD medications from your GP or hospital Consultant, do you 
use medications (tablets or liquids, for example Codeine, or Loperamide / Imodium® to STOP 
you opening your bowels? (Tick one box for ‘Usual / remission’ & one box for ‘At worst / relapse’) 

  

(a) Usual / remission (b) How much does this bother you when in remission?  
    

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

less than once a month  1  
  

 
 

less than once a week  2 0     1     2     3     4     5     6     7     8     9     10 
  

 
 

less than once a day  3 not at all                                                         a great deal 
  

 
 

about once a day  4  
  

 
 

several times a day  5  
    

    

(c) At worst / relapse   (d) How much does this bother you when in relapse? 
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

less than once a month  1  
  

 
 

less than once a week  2 0     1     2     3     4     5     6     7     8     9     10 
  

 
 

less than once a day  3 not at all                                                         a great deal 
  

 
 

about once a day  4  
  

 
 

several times a day  5  
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11 Do you experience pain / soreness around your back passage that is NOT caused by a 
fistula? Some people with IBD experience fistulas – unusual connections that are formed 
between bowel and another part of the anatomy (see question 12)  (Tick one box for ‘Usual / 
remission’ and one box for ‘At worst / relapse’)                                                

     

 (a)  Usual / remission (b)  How much does this bother you when in remission? 
  

 
 

never  0  
  

 
 

rarely  1 Please circle a number between 0 (not at all) and 10 (a great deal) 
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                             a great deal                                                           
    

always  4  
 

 

 (c)  At worst / relapse (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
 

12 Do you experience pain / soreness around your back passage that IS caused by a fistula? 
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’)                                                

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never had a fistula  99  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never had a fistula  99  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
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13 Do you ever experience constipation? (Tick one box for ‘Usual / remission’ and one box for ‘At 
worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
 
 
 

14 Do you need to strain to open your bowels? (Tick one box for ‘Usual / remission’ and one box 
for ‘At worst / relapse’) 
 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
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Bowel control    
 
 
15 Do you experience any minor staining of your underwear or need to wear pads because of 

difficulties with bowel control?  
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

less than once a month  1  
    

less than once a week  2 0     1     2     3     4     5     6     7     8     9     10 
    

less than once a day  3 not at all                                                         a great deal 
    

every day  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

less than once a month  1  
    

less than once a week  2 0     1     2     3     4     5     6     7     8     9     10 
    

less than once a day  3 not at all                                                         a great deal 
    

every day  4  
  

 
 

 
 
 

16 Are you able to control loss of watery or loose stool from your back passage?  
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

always  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

most of the time  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

rarely  3 not at all                                                         a great deal 
    

never  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

always  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

most of the time  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

rarely  3 not at all                                                         a great deal 
    

never  4  
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17 Are you able to control loss of formed or solid stool from your back passage?  
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never have solid stool  99  
  

 
 

always  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

most of the time  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

rarely  3 not at all                                                         a great deal 
    

never  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never have solid stool  99  
  

 
 

always  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

most of the time  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

rarely  3 not at all                                                         a great deal 
    

never  4  
  

 
 

  
  

18 Are you able to control loss of mucus (discharge) from your back passage? (Tick one box for 
‘Usual / remission’ &  one for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never have mucus  99  
  

 
 

always  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

most of the time  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

rarely  3 not at all                                                         a great deal 
    

never  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never have mucus  99  
  

 
 

always  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

most of the time  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

rarely  3 not at all                                                         a great deal 
    

never  4  
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19 Are your bowel accidents or leakages PREDICTABLE? (Tick one box for ‘Usual / remission’ and 
one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never had a bowel accident  99  
  

 
 

always  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

most of the time  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

rarely  3 not at all                                                         a great deal 
    

never  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never had a bowel accident  99  
  

 
 

always  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

most of the time  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

rarely  3 not at all                                                         a great deal 
    

never  4  
  

 
 

 
 
Other bowel symptoms 
 
20 Is the possibility of having a bowel accident on your mind? (Tick one box for ‘Usual / remission’ 

and one box for ‘At worst / relapse’) 
     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
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22 Are you able to control loss of wind (flatus) from your back passage? (Tick one box for ‘Usual / 
remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

always  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

most of the time  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

rarely  3 not at all                                                         a great deal 
    

never  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

always  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

most of the time  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

rarely  3 not at all                                                         a great deal 
    

never  4  
  

 
 

 

21 Using the pictures provided, please indicate how your stools are most of the time  (Tick all 
boxes that apply for ‘Usual / remission’ and for ‘At worst / relapse’) 

  

(a) Usual / remission Tick all  
that apply 

 (b) How much does this bother you  
when in remission? 

    

separate hard lumps like nuts (hard to pass)   Please circle a number between 
    

sausage-shaped but lumpy          0 (not at all) and 10 (a great deal) 
    

like a sausage but with cracks on its surface   0    1    2    3    4    5    6    7    8    9     10 
    

like a sausage or snake – smooth and soft   not at all                                a great deal 
    

soft blobs with clear cut edges (easy to pass)    
    

fluffy pieces with ragged edges, a mushy stool    
    

watery, no solid pieces    
    

    

    (c) At worst / relapse Tick all                   (d) How much does this bother    
that apply                           you when in relapse? 

 

    

separate hard lumps like nuts (hard to pass)          Please circle a number between 
    

sausage-shaped but lumpy 
 

  0 (not at all) and 10 (a great deal) 
    

like a sausage but with cracks on its surface 
 

 0    1    2    3    4    5    6    7    8    9     10 
    

like a sausage or snake – smooth and soft 
 

 not at all                                a great deal 
    

soft blobs with clear cut edges (easy to pass) 
 

  

    

fluffy pieces with ragged edges, a mushy stool 
 

  
    

watery, no solid pieces    
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23 Do you feel that you produce unpleasant-smelling wind (flatus)? (Tick one box for ‘Usual / 
remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
 
 
 
 
 
 

24 Is  wind (flatus) that you produce from your back passage accompanied by noise? (Tick one 
box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
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25 Do you feel self-conscious about using a toilet away from home? (Tick one box for ‘Usual / 
remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
 
 
 

26 Does abdominal (gut) pain mean that you need to open your bowels urgently to relieve the 
pain?  
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
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Sexual impact  If you prefer not to answer the questions in this section, or the questions are not applicable 
because you do not currently have a partner, please select the ‘Not applicable’ option below 
 

28 Do you restrict your sexual activities because of problems with bowel control? (Tick one box 
for ‘Usual /remission’ & one for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

not applicable  99 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

never  0  
  

 
 

rarely  1 0     1     2     3     4     5     6     7     8     9     10 
    

some of the time  2 not at all                                                         a great deal 
    

most of the time  3  
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

not applicable  99  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
 

27 Does the effort of trying to control your bowel actions affect your energy levels?  
(Tick one box for ‘Usual /remission’ & one for ‘At worst / relapse’)  

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
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29 Do you feel less attractive to your partner because of problems with bowel control? (Tick one 
box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

not applicable  99  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

not applicable  99  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
 
Quality of life 
 

30 Do problems with bowel control cause you to feel embarrassed?  
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
 

14 



 
 
 

31 Are you concerned about what other people might think of you if you have a bowel accident? 
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

I don't have accidents  99  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

I don’t have accidents  99  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
 
 
 

32 Do problems with bowel control cause you to make sure you know where toilets are?  
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
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33 Do problems with bowel control cause you to worry about getting to a toilet on time?  
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
 
 
 
 

34 Do problems with bowel control affect you emotionally, causing you to feel low or sad?  
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
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35 Do you have to make plans to work round problems caused by uncertain bowel control?  
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
 
 
 
 

36 Once made, do you ever have to alter your plans at short notice because of problems with 
bowel control? (Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
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37 Do problems with bowel control cause you to stay at home more often than you would like? 
(Tick one box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
 
 
 
 
 
 

38 Do problems with bowel control disrupt your family life? (Tick one box for ‘Usual / remission’ 
and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
 
 



 
 

39 Do problems with bowel control disrupt your social life? (Tick one box for ‘Usual / remission’ 
and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
 
 
 

40 Do problems with bowel control disrupt your working life? (Tick one box for ‘Usual / remission’ 
and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

retired / not working  99  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

retired / not working  99  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
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41 Do problems with bowel control cause you to worry about your future? (Tick one box for ‘Usual 
/ remission’ and one box for ‘At worst / relapse’) 

     

 (a)  Usual / remission  (b)  How much does this bother you when in remission?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
 

 

 (c)  At worst / relapse  (d)   How much does this bother you when in relapse?  
  

 
 

never  0 Please circle a number between 0 (not at all) and 10 (a great deal) 
  

 
 

rarely  1  
    

some of the time  2 0     1     2     3     4     5     6     7     8     9     10 
    

most of the time  3 not at all                                                         a great deal 
    

always  4  
  

 
 

 
       

42 Overall, how much do problems with bowel control interfere with your everyday life? (Tick one 
box for ‘Usual / remission’ and one box for ‘At worst / relapse’) 

   

(b) Usually / during remission?  
   
 Please circle a number between 0 (not at all) and 10 (a great deal)  

   

 0     1     2     3     4     5     6     7     8     9     10  
not at all                                                         a great deal 

 

   

   

(d) At worst / during relapse?  
   
 Please circle a number between 0 (not at all) and 10 (a great deal)  

   

 0     1     2     3     4     5     6     7     8     9     10  
not at all                                                         a great deal 

 

   

 
 

43 Please use the space below to describe any worries you have about bowel accidents or 
leakages, or anything else you think we should know 
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