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UNIVERSITY OF SHEFFIELD

FACULTY OF MEDICINE

School of Health and Related Research

We are trying to find out how people value health. Please
answer every question as best you can, but don’t take too long
over each one.

399




400



BACKGROUND INFORMATION

1) How old are you?
years

2) How would you describe your occupation (e.g. accountant,
housewife, teacher)?

3) How old were you when you completed your full-time
education?
years

4) In general, would you say your health is

excellent

very good

good

fair

poor

5) How long have you suffered from irritable bowel syndrome?
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Please tick one box in each group to show which statements best describe yo
state of health over the past seven days.

Pain and discomfort related to irritable bowel syndrome

In the past seven days, have you had adequate relief of your abdominal
pain and discomfort?

Yes

No

Urgency

Do you feel a sense of urgency more than three days per week?

Yes

No

Constipation

Do you experience constipation (to the extent that you would wish to seek
relief)?

Yes

No

These symptoms are commonly experienced by irritable bowel syndrome
sufferers. They will be used to describe states of health in the following
questionnaire.
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Ranking exercise

When you have ranked these health states, please list them
below in order of severity, starting with the best at the top. You

may rank two or more health states equally.
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Standard gamble exercises

You are going to be asked to make choices between the states of
health you have just ranked. One choice will involve a risk and the
other will be a certainty.

In the following exercises, the states of health in the upper boxes
show the CERTAIN outcome of NOT having treatment (Choice A), but
differ in every exercise.

The states of health in the lower two boxes show the UNCERTAIN
outcomes of having treatment (Choice B). One of these boxes shows
the outcome for success, and the other shows the outcome for
failure. These differ between exercises.

For each choice there are a range of chances of a successful outcome
and corresponding chances of failure. These are shown on the left
hand side of the facing page.

From now on, imagine that you yourself are in these states, and that

they would last for the rest of your life without change.
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Question 1

Please put a v against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).
Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1 in 100*
98 in 100 2 1in 100
97 in 100 3in 100
96 in 100 4 in 100
95 in 100 5 in 100
90 in 100 10 in 100
851in 100 15 in 100
80 in 100 20 in 100
75 in 100 25 in 100
70 in 100 30 in 100
65 in 100 35in 100
60 in 100 40 in 100
55 in 100 45 in 100
S50 in 100 50 in 100
45 in 100 55 1in 100
40 in 100 60 in 100
35 in 100 65 in 100
30 in 100 70 in 100
25 in 100 751in 100
20 in 100 80 in 100

15 in 100 85 in 100
10 in 100 90 in 100
5in 100 95 in 100
O1in 100 100 in 100

* You may be willing to accept the treatment but only if it has a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

v You have adequate relief of abdominal pain and
discomfort.

X You feel a sense of urgency more than three days per week.

Choice B

Success

v" You have adequate relief of abdominal pain and
discomfort.

v You do not feel a sense of urgency more than three days
per week.

OR
Failure

X You do not have adequate relief of abdominal pain and
discomfort.

X You feel a sense of urgency more than three days per week.
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Question 2

Please put a v’ against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1 in 100*
98 in 100 2 in 100
97 in 100 3in 100
96 in 100 4 in 100
95 in 100 S in 100
90 in 100 10 in 100
85 in 100 15 in 100
80 in 100 20 in 100
75 in 100 25 1in 100
70 in 100 30 in 100
65 in 100 35in 100
60 in 100 40 in 100

55 in 100 45 1n 100
50 in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
35i1in 100 65 in 100
30 in 100 70 in 100
25 1n 100 75 in 100
20 in 100 80 in 100
15 in 100 851n 100
10 in 100 90 in 100
Sin 100 95 in 100
O1in 100 100 in 100

* You may be willing to accept the treatment but only if it has a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

X You do not have adequate relief of abdominal pain and
discomfort.

v You do not feel a sense of urgency more than three days
per week.

Choice B

Success

v' You have adequate relief of abdominal pain and
discomfort.

v You do not feel a sense of urgency more than three days
per week.

OR

Failure

X You do not have adequate relief of abdominal pain and
discomfort.

X You feel a sense of urgency more than three days per
week.
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REMINDER

Please note that the health state description in the lowest box
has changed.
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Question 3

Please put a v against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1 in 100*
98 in 100 2 in 100
97 in 100 3in 100
96 in 100 4 in 100
95 in 100 5in 100
90 in 100 10 in 100
85 in 100 15 in 100
80 in 100 20 in 100
75 in 100 25 in 100
70 in 100 30 in 100
65 in 100 35 in 100
60 in 100 40 in 100
55 in 100 45 in 100
50 in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
35 in 100 65 in 100
30 in 100 70 in 100
25 in 100 751in 100
20 in 100 80 in 100

15 in 100 85 in 100
10 in 100 90 in 100
5in 100 95 in 100
0 in 100 100 in 100

* You may be willing to accept the treatment but only if it has a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

X You do not have adequate relief of abdominal pain and
discomfort.

X You feel a sense of urgency more than three days per
week.

Choice B

Success

v"  You have adequate relief of abdominal pain and
discomfort.

v You do not feel a sense of urgency more than three days
per week.

OR

Failure

Immediate death
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REMINDER

Please note that constipation has now been added to the health
states.

417




Question 4

Please put a v’ against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* O in 100*
99 in 100* 1 in 100*
98 in 100 2 in 100
97 in 100 3 in 100
96 in 100 4 in 100
95 in 100 5 in 100
90 in 100 10 in 100
85 in 100 15 in 100
80 in 100 20 in 100

75 in 100 25 in 100
70 in 100 30 in 100
65 in 100 35 in 100
60 in 100 40 in 100
55 in 100 45 in 100
50 in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
35 in 100 65 in 100
30 in 100 70 in 100
25 in 100 75 in 100
20 in 100 80in 100
15 in 100 85 in 100
10 in 100 90 in 100
5in 100 95 in 100
0 in 100 100 in 100

* You may be willing to accept the treatment but only if it has a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

X You do not have adequate relief of abdominal pain and
discomfort.

You do not feel a sense of urgency more than three days
per week.

X You experience constipation.

Choice B

Success

v'  You have adequate relief of abdominal pain and
discomfort.

v You do not feel a sense of urgency more than three days
per week.

v You do not experience constipation.

OR

Failure

Immediate death
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Question 5

Please put a v against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would

REJECT the treatment (Choice B) and accept the certain health state
(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1in 100*
98 in 100 21in 100
97 in 100 3in 100
96 in 100 4 in 100
951in 100 51in 100
90 in 100 10 1n 100
85 1n 100 151n 100
80 in 100 20 in 100
75 in 100 25 in 100
70 in 100 30 in 100
65 in 100 35 in 100
60 in 100 40 in 100
55 in 100 45 in 100
50 in 100 50 in 100
45 in 100 55in 100
40 in 100 60 in 100
35 in 100 65 in 100
30 in 100 701n 100
25 in 100 751n 100
20 in 100 801in 100

15 in 100 85in 100
10 in 100 90 in 100
S5in 100 95 in 100
0 in 100 100 in 100

* You may be willing to accept the treatment but only if it hgs a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

X You do not have adequate relief of abdominal pain and
discomfort.

X You feel a sense of urgency more than three days per
week.

X You experience constipation.

Choice B

Success

v You have adequate relief of abdominal pain and
discomfort.

v You do not feel a sense of urgency more than three days
per week.

4 You do not experience constipation.

OR

Failure

Immediate death
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Health scenarios

In the following pages we describe combinations of the previous
states of health occurring over time (health scenarios). You
would be in these states for different proportions of a 12 week
period. This period will be followed by another period of 12
weeks with these health states, and so on for the rest of your
life. Please note that the health states will not come in blocks,

but will be scattered throughout the 12 week period.
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Ranking exercise

When you have ranked the health scenarios, please list them in
order of severity, starting with the best at the top. You may

rank two or more health scenarios equally.
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Question 6

Please put a v against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* O in 100*
99 in 100* 1 in 100*
98 in 100 21in 100
97 in 100 3 in 100
96 in 100 4 in 100
95 1in 100 5 in 100
90 in 100 10 in 100

85 in 100 151in 100
80 in 100 20 in 100
75 in 100 251in 100
70 in 100 30 in 100
65 in 100 35in 100
60 in 100 40 in 100
55 in 100 45 in 100
50 in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
351in 100 65 in 100
30 in 100 70 in 100
251n 100 75 in 100
20 1n 100 80 in 100
15 in 100 85 in 100
10 in 100 90 in 100
S5 1in 100 95 in 100
O in 100 100 in 100

* You may be willing to accept the treatment but only if it hgs a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

Week
out of
X You do not have adequate relief of abdominal pain and discomfort. 5 wee
X You feel a sense of urgency more than three days per week.
X You do not have adequate relief of abdominal pain and discomfort. > wee
v'  You do not feel a sense of urgency more than three days per week.
v You have adequate relief of abdominal pain and discomfort. o
wee
X You feel a sense of urgency more than three days per week.
v You have adequate relief of abdominal pain and discomfort. 6 wee
v/ You do not feel a sense of urgency more than three days per week.
Choice B
Success
Week
out of 1
You have adequate relief of abdominal pain and
Y discomfort. 12 weel
You do not feel a sense of urgency more than three
o, days per week.
OR
Failure
Week
out of 1
You do not have adequate relief of abdominal pain
X and discomfort. 12 weelk

You feel a sense of urgency more than three days per
week.
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Question 7

Please put a v against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1 in 100*
98 in 100 21in 100
97 in 100 3 in 100
96 in 100 4 in 100
95 in 100 S5in 100

90 in 100 10 in 100
85 in 100 15 in 100
80 in 100 20 in 100
75 in 100 25 1n 100
70 in 100 30 in 100
65 in 100 35in 100
60 in 100 40 in 100
55 in 100 45 in 100
50 in 100 S50 in 100
45 in 100 55 1n 100
40 in 100 60 in 100
35in 100 65 in 100
30 in 100 70 in 100
25 in 100 75 in 100
20 in 100 80 in 100
15 in 100 85 in 100
10 in 100 90 in 100
S5 in 100 95 in 100
0 in 100 100 in 100

* You may be willing to accept the treatment but only if it he}s a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

Weeks
out of 1
X You do not have adequate relief of abdominal pain and
discomfort.
4 week
X You feel a sense of urgency more than three days per week.
X You do not have adequate relief of abdominal pain and
discomfort. 2 week
v You do not feel a sense of urgency more than three days per week.
v" You have adequate relief of abdominal pain and discomfort.
X You feel a sense of urgency more than three days per week. 2 week
v" You have adequate relief of abdominal pain and discomfort.
v" You do not feel a sense of urgency more than three days per week. 4 week
Choice B
Success
Week
out of 1
v" You have adequate relief of abdominal pain and I
discomfort. wee
v You do not feel a sense of urgency more than three days
per week.
OR
Failure
Week:
out of 1.
X You do not have adequate relief of abdominal pain and 19 weel

discomfort.

You feel a sense of urgency more than three days per
X week.
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Question 8

Please put a v against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1in 100*
98 in 100 21n 100
97 in 100 3 in 100
96 in 100 4 in 100
95 in 100 S in 100
90 in 100 10 in 100

85 in 100 15in 100
80 in 100 20 in 100
75 1in 100 25 1in 100
70 in 100 30 in 100
65 in 100 351in 100
60 in 100 40 in 100
55 in 100 45 in 100
50 in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
35 in 100 65 in 100
30in 100 70 in 100
25 in 100 75 in 100
20 in 100 80 in 100
15in 100 85 1in 100
10 in 100 90 in 100
5in 100 95 in 100
0 in 100 100 in 100

* You may be willing to accept the treatment but only if it hgs a.chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

Weel
out o
12
X You do not have adequate relief of abdominal pain and
discomfort. 6 wee:
X You feel a sense of urgency more than three days per week. nee
X You do not have adequate relief of abdominal pain and
discomfort. 2 weel
v/ You do not feel a sense of urgency more than three days per week.
v" You have adequate relief of abdominal pain and discomfort.
X You feel a sense of urgency more than three days per week. 2 weel
v"  You have adequate relief of abdominal pain and discomfort.
v"  You do not feel a sense of urgency more than three days per week. 2 weel
Choice B
Success
Weeks
outof 1<
v" You have adequate relief of abdominal pain and )
discomfort. 12 week:
v You do not feel a sense of urgency more than three
days per week.
OR
Failure
Weeks:
out of 1.
X You do not have adequate relief of abdominal pain and 19 weel

discomfort.

X You feel a sense of urgency more than three days per
week.
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REMINDER

Please note that the health state description in the lowest box
has changed.
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Question 9

Please put a v against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1 in 100*
98 in 100 2 in 100
97 in 100 3 in 100
96 in 100 4 in 100
95 in 100 5 in 100
90 in 100 10 in 100
85 in 100 15 in 100
80 in 100 20 in 100
75 in 100 25 in 100
70 in 100 30 in 100
65 in 100 35 in 100
60 in 100 40 in 100

55 in 100 45 in 100
50 in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
35 in 100 65 in 100
30 in 100 70 in 100
25 in 100 75in 100
20 in 100 80 in 100
15 in 100 85 in 100
10 in 100 90 in 100
51in 100 95 in 100
0in 100 100 in 100

* You may be willing to accept the treatment but only if it hgs a chance of
success of higher than 99 in 100 (ie. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?

434



Choice A

Wee,
out of
X You do not have adequate relief of abdominal pain and
discomfort. ~
2 wee)
X You feel a sense of urgency more than three days per week.
X You do not have adequate relief of abdominal pain and
discomfort. 2 wee)
v~ You do not feel a sense of urgency more than three days per week.
v" You have adequate relief of abdominal pain and discomfort.
X You feel a sense of urgency more than three days per week. 2 weel
v" You have adequate relief of abdominal pain and discomfort.
v'  You do not feel a sense of urgency more than three days per week. 6 weel
X You experience constipation, which may occur at any time over 2 weel
the 12 week period.
Choice B
Success
Week
out of 1
v" You have adequate relief of abdominal pain and
discomfort. 12 wee
v You do not feel a sense of urgency more than three
days per week.
OR
Failure

Immediate death
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COMMENTS

We would be very interested to know what you think of the issues
addressed in this questionnaire and the way they were presented.
We would be particularly interested to know your thoughts on the
following:
a) the gamble approach used in the questions
b) the descriptions of the health states, e.g. how well you feel
they reflect your experiences.
c) the health scenarios used in the second part of the
questionnaire
d) any other aspects you feel to be important
If you have any comments, please use the space below.

We would like to take this opportunity to thank you for participating
in this survey.
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Figure 5.A.3
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Figure 5.A.5
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Figure 5.A.7
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Figure 5.A.9
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Figure 5.A.11
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Table 5.A.1 Background characteristics of the sample, including age (n=49), length of time
with IBS (n=42%*), age at completion of full-time education (n=48+t), and occupational

status.

Mean | SD | Median | IQR Min | Max
Age (years) 46.6 11.7 | 48.0 38.0-54.5 |20.0 |69.0
Duration of IBS (years) 12.1 99 [10.0 4.0-18.5 20 |51.0
Age at end of full-time education 16.6 22 |16.0 15.0-18.0 | 12.0 | 23.0

* A total of seven respondents gave inexact values for duration with IBS, and these values
were approximated. One respondent had suffered IBS for two to three years, one for five to
six years, three for over 10 years, one for over 20 years, and one for over 30 years. These
were given values of 2.5, 5.5, 10, 20, and 30 respectively.

+ One respondent was still in full-time education, leaving 48 to be included in the summary

statistics.

Table 5.A.2 Occupational status of respondents.

Occupation type N (49) %

Managerial 5 10.2

Health professionals 6 12.2

Education 5 10.2

Civil servant 2 4.1 B
Laboratory analyst 1 2.0

Not highly trained 18 36.7

Not in paid employment 12 24.5
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Table 5.A.3 Patients’ comments for Study 1.

Patient Comments

106 The risk of whether a person would risk immediate death could be influenced
by so many other factors e.g. commitments, severity of IBS, age. religion.
morals, state of mind. I am not convinced it is a useful measure. The other
measures of risk are good and I can understand the sense of these and how
they can be usefully used.

110 These are all true to the symptoms of [.B.S. and sometimes death might be an
alternative to everlasting suffering.

111 Rather extreme for death as alternative. Would be better to give an
intermediate state as well of “deterioration X twice of present health state™!
Otherwise does male you think of risks of medication. “Enough to put you
off!”

113 It depends on your state of health at the time how you answer the questions. If
you have had a very bad week one would be prepared to take more risks.

b) Yes it does reflect my experiences. They do vary each day, making life
very difficult planning ones life and job. What you can eat, and where you
can have a meal out.

114 I do not think that anyone would risk immediate death with more than 1% if
they actually had to make the choice and not answer on a bit of paper.

These questions really make you think about what is worst in your own case
and what you can live with and without.

I think that this questionnaire is a good idea as it makes you think about your
condition and out things into perspective.

115 a) Immediate death is extreme and I think unrealistic even if the suffering

is excrutiating!

b) In my case, | suffer much more of constipation than urgency and it is
not reflected in this survey.

c¢) Health scenarios in 2" part are good because IBS is very unpredictable
and the patterns vary from day to day.

d) Medicines are not the only relief of IBS.

116 a) I think it depends on your own symptoms as to how much you are

prepared to gamble with your life.

b) Good.

¢) Good.

d) Life style can also be a factor, and can affect the symptoms.

219 a) How desperate you are. Some take more risks than others.

301 a) Good.

b) V. good.
c¢) Good.

302 | would not choose to go along with imme.di'ate dg{th thinking from a |
Christian approach I feel it would be like committing suicide. -

303 Presented clearly but | found the gamble approach difficult to understand.
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304

It makes you think about how much risk you will take depending on how ill
you feel, and what you have tried with treatments. The more treatments that

have been unsuccessful the more risk you will take as you become more
desperate.

305 It would be hard to totally understand what was being asked just by reading
the questions as they all seem to read very similar. It was quite helpful to have
someone with us to help and guide us.

306 Last table taken was excellent.
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APPENDIX 2
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We are trying to find out how people value health. Please
answer every question as best you can, but don’t take too long
over each one.
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BACKGROUND INFORMATION

1) How old are you?
years

2) Are you

male

female

3) How would you describe your occupation (e.g. accountant,
housewife, teacher)?

4) What is your highest level of education?

primary

secondary

A level

university

other (please specify below)

5) In general, would you say your health is

excellent

very good

good

fair

poor

1) How long have you suffered from irritable bowel syndrome?
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EUROQOL“ HEALTH QUESTIONNAIRE

Here are some simple questions about your health in

general. By ticking one answer in each group below, please

indicate which statements best describe your own health

state TODAY.

1. Mobility
| have no problems in walking about
| have some problems in walking about

| am confined to bed

2. Self-care
| have no problems with self-care
| have some problems washing or dressing myself

| am unable to wash or dress myself

3. Usual Activities

| have no problems with performing my usual activities
(e.g. work, study, housework, family or leisure activities)

| have some problems with performing my usual activities

| am unable to perform my usual activities

4. Pain/Discomfort
| have no pain or discomfort
| have moderate pain or discomfort

| have extreme pain or discomfort

5. Anxiety/Depression
| am not anxious or depressed
| am moderately anxious or depressed

| am extremely anxious or depressed
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Please tick one box in each group to show which
statements best describe your state of health over the
past seven days.

Pain and discomfort related to irritable bowel syndrome

In the past seven days, have you had adequate relief of your abdominal
pain and discomfort?

Yes

No

Urgency
Do you feel a sense of urgency more than three days per week?

Yes

No

Constipation

Do you experience constipation (to the extent that you would wish to seek
relief)?

Yes

No

These symptoms are commonly experienced by irritable powel syndrqme
sufferers. They will be used to describe states of health in the following

questionnaire.
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Ranking exercise

When you have ranked these health states, please list them
below in order of severity, starting with the best at the top. You

may rank two or more health states equally.
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Standard gamble exercises

You are going to be asked to make choices between the states of
health you have just ranked. One choice will involve a risk and the
other will be a certainty.

In the following exercises, the states of health in the upper boxes
show the CERTAIN outcome of NOT having treatment (Choice A), but
differ in every exercise.

The states of health in the lower two boxes show the UNCERTAIN
outcomes of having treatment (Choice B). One of these boxes shows
the outcome for success, and the other shows the outcome for
failure. These differ between exercises.

For each choice there are a range of chances of a successful outcome
and corresponding chances of failure. These are shown on the left
hand side of the facing page.

From now on, imagine that you yourself are in these states, and that

they would last for the rest of your life without change.
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Question 1

Please put a v against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* O in 100*
99 in 100* 1 in 100*
98 in 100 21in 100
97 in 100 3 in 100
96 in 100 4 in 100
95 in 100 S5in 100
90 in 100 10 in 100
85 in 100 15 in 100
80 in 100 20 in 100
75 in 100 25 1in 100
70 in 100 30 in 100
65 in 100 351in 100
60 in 100 40 in 100
55 in 100 45 in 100
S50 in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
35in 100 65 in 100
30 in 100 70 in 100
25in 100 75 in 100
20 in 100 80 in 100

15 in 100 85 in 100
10 in 100 90 in 100
5in 100 95 in 100
O in 100 100 in 100

* You may be willing to accept the treatment but only if it has a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

v" You have adequate relief of abdominal pain and
discomfort.

X You feel a sense of urgency more than three days per week.

Choice B

Success

v' You have adequate relief of abdominal pain and
discomfort.

v You do not feel a sense of urgency more than three days
per week.

OR
Failure

X You do not have adequate relief of abdominal pain and
discomfort.

X You feel a sense of urgency more than three days per week.
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Question 2

Please put a v' against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1in 100*
98 in 100 2 in 100
97 in 100 3 in 100
96 in 100 4 in 100
95 in 100 5 in 100
90 in 100 10 in 100
85 in 100 15 in 100
80 in 100 20 in 100
75 in 100 25 in 100
70 in 100 30 in 100
65 in 100 35 in 100
60 in 100 40 in 100
55 in 100 45 in 100
50 in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
35 in 100 65 in 100
30 in 100 70 in 100
25 in 100 75 in 100
20 in 100 80 in 100

15 in 100 85 in 100
10 in 100 90 in 100
5in 100 95 in 100
0 in 100 100 in 100

* You may be willing to accept the treatment but only if it hgs a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice

A

X You do not have adequate relief of abdominal pain and
discomfort.
v You do not feel a sense of urgency more than three days
per week.
Choice B
Success
v You have adequate relief of abdominal pain and
discomfort.
v'  You do not feel a sense of urgency more than three days
per week.
OR
Failure
X You do not have adequate relief of abdominal pain and
discomfort.
X You feel a sense of urgency more than three days per

week.
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REMINDER

Please note that the health state description in the lowest box
has changed.
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Question 3
Please put a v against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1 in 100*
98 in 100 21in 100
97 in 100 3 in 100
96 in 100 4 in 100
95 in 100 S in 100
90 in 100 10 in 100
85 in 100 151in 100
80 in 100 20 in 100
75 in 100 25 in 100
70 in 100 30 in 100
65 in 100 35 in 100
60 in 100 40 in 100
55 1in 100 45 in 100
50 in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
35 in 100 65 in 100
30 in 100 70in 100
25 in 100 75in 100
20 in 100 80 in 100

15 in 100 85 in 100
10 in 100 90 in 100
5 in 100 95 in 100
0 in 100 100 in 100

* You may be willing to accept the treatment but only if it has a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

X You do not have adequate relief of abdominal pain and
discomfort.

X You feel a sense of urgency more than three days per
week.

Choice B

Success

v" You have adequate relief of abdominal pain and
discomfort.

v You do not feel a sense of urgency more than three days
per week.

OR

Failure

Immediate death
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Health scenarios

In the following pages we describe combinations of the previous
states of health occurring over time (health scenarios). You
would be in these states for different proportions of a 12 week
period. This period will be followed by another period of 12
weeks with these health states, and so on for the rest of your
life. Please note that the health states will not come in blocks,

but will be scattered throughout the 12 week period.
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Ranking exercise

When you have ranked the health scenarios, please list them in
order of severity, starting with the best at the top. You may

rank two or more health scenarios equally.
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Question 4

Please put a v against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100~ 1 in 100*
98 in 100 21in 100
97 in 100 3 in 100
96 in 100 4 in 100
95 in 100 Sin 100
90 in 100 10 in 100
85 in 100 15 in 100

80 in 100 20 in 100
75 1n 100 25 in 100
70 in 100 30 in 100
65 in 100 35 in 100
60 in 100 40 in 100
55 in 100 45 in 100
50 in 100 50 in 100
45 in IOO 55 in 100
40 in 100 60 in 100
35 in 100 65 in 100
30 in 100 70 in 100
25 in 100 75 in 100
20 in 100 80 in 100
15in 100 85 in 100
10 in 100 90 in 100
S5in 100 95 in 100
0in 100 100 in 100

* You may be willing to accept the treatment but only if it has a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

week.

Weeks
out of 1
X You do not have adequate relief of abdominal pain and
discomfort. 0 weeks
X You feel a sense of urgency more than three days per week. i
X You do not have adequate relief of abdominal pain and
discomfort. 1 weeks
v You do not feel a sense of urgency more than three days per i
week.
v" You have adequate relief of abdominal pain and discomfort.
X You feel a sense of urgency more than three days per week. 1 weeks
v You have adequate relief of abdominal pain and discomfort.
v Youkdo not feel a sense of urgency more than three days per 10 week
week.
Choice B
Success
Week
out of 1
v' You have adequate relief of abdominal pain and .
discomfort. 12 wee
v You do not feel a sense of urgency more than three
days per week.
OR
Failure
Week
out of 1
X You do not have adequate relief of abdominal pain 19 weel
and discomfort.
You feel a sense of urgency more than three days per
X
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Question 5
Please put a v against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1 in 100*
98 in 100 2in 100
97 in 100 3 in 100
96 in 100 4 in 100
95 in 100 S in 100
90 in 100 10 in 100
85 in 100 15 in 100
80 in 100 20 in 100
75 in 100 251in 100
70 in 100 30 in 100
65 in 100 35 in 100
60 in 100 40 in 100
55 in 100 45 in 100
50 in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
35 in 100 65 in 100
30 in 100 70 in 100
25 1in 100 75 in 100
20 in 100 80 in 100

15 in 100 85 in 100
10 in 100 90 in 100
5in 100 95 in 100
O in 100 100 in 100

* You may be willing to accept the treatment but only if it has a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

Week:
out of 1
X You do not have adequate relief of abdominal pain and
discomfort. 0 week
X You feel a sense of urgency more than three days per week.
X You do not have adequate relief of abdominal pain and
discomfort. .
2 week
v You do not feel a sense of urgency more than three days per week.
v" You have adequate relief of abdominal pain and discomfort.
X You feel a sense of urgency more than three days per week. 2 week
v You have adequate relief of abdominal pain and discomfort.
v' You do not feel a sense of urgency more than three days per week. g oq1
Choice B
Success
Weeks:
out of 1:
v You have adequate relief of abdominal pain and ,
discomfort. 12 wee
v You do not feel a sense of urgency more than three
days per week.
OR
Failure
Week:
out of 1:
X  You do not have adequate relief of abdominal pain
12 weelk

and discomfort.

You feel a sense of urgency more than three days per
week.

473




Question 6

Please put a v' against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would

REJECT the treatment (Choice B) and accept the certain health state
(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1 in 100*
98 in 100 2in 100
97 in 100 3in 100
96 in 100 4 in 100
95 in 100 5 in 100
90 in 100 10 in 100
85 in 100 151in 100
80 in 100 20 in 100
75 in 100 25 1in 100
70 in 100 30 in 100
65 in 100 35in 100
60 in 100 40 in 100
55 in 100 45 in 100
50 in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
35 in 100 65 in 100
30 in 100 70 in 100
25 in 100 75 in 100
20 in 100 80 in 100

15in 100 85 in 100
10 in 100 90 in 100
5in 100 95 in 100
0 in 100 100 in 100

* You may be willing to accept the treatment but only if it has a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

Weeks
out of 1
X You do not have adequate relief of abdominal pain and
discomfort. -
2 week
X You feel a sense of urgency more than three days per week.
X You do not have adequate relief of abdominal pain and
discomfort. _
2 week
v’ You do not feel a sense of urgency more than three days per week.
v' You have adequate relief of abdominal pain and discomfort.
X You feel a sense of urgency more than three days per week. 2 week
v You have adequate relief of abdominal pain and discomfort.
v/ You do not feel a sense of urgency more than three days per week. ¢ ool
Choice B
Success
Weeks
outof 12
v" You have adequate relief of abdominal pain and L
discomfort. 12 week:
v You do not feel a sense of urgency more than three
days per week.
OR
Failure
Weeks
outof 12
X  You do not have adequate relief of abdominal pain
12 weeks

and discomfort.

You feel a sense of urgency more than three days
X per week.
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Question 7

Please put a v’ against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100~ 1in 100~
98 in 100 21in 100
97 in 100 3 in 100
96 in 100 4 in 100
95 in 100 S5 in 100
90 in 100 10 in 100
851in 100 15 in 100
80 in 100 20 1n 100
75 in 100 251n 100
70 in 100 30 in 100
65 in 100 35 1in 100
60 in 100 40 in 100
55 in 100 45 in 100
50 in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
351in 100 65 in 100
30 in 100 70 in 100
251n 100 75 1n 100
20 1in 100 80 in 100

151in 100 85 1in 100
10 in 100 90 in 100
5 in 100 95 in 100
0 in 100 100 in 100

* You may be willing to accept the treatment but only if it has a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

Week.
out of .
X You do not have adequate relief of abdominal pain and
X discomfort.
4 week
You feel a sense of urgency more than three days per week.
X You do not have adequate relief of abdominal pain and
discomfort.
2 week
v’ You do not feel a sense of urgency more than three days per week.
v" You have adequate relief of abdominal pain and discomfort.
X You feel a sense of urgency more than three days per week. 2 week
v You have adequate relief of abdominal pain and discomfort.
v"  You do not feel a sense of urgency more than three days per week. 4 week
Choice B
Success
Week
out of 1
v" You have adequate relief of abdominal pain and
discomfort. 12 wee
v You do not feel a sense of urgency more than three days
per week.
OR
Failure
Week.:
out of 1:
X You do not have adequate relief of abdominal pain and
. 12 weelk
discomfort.
You feel a sense of urgency more than three days per
X

week.
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Question 8

Please put a v against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1 in 100*
98 in 100 2 in 100
97 in 100 3 in 100
96 in 100 4 in 100
95 in 100 5 in 100
90 in 100 10 in 100
85 in 100 151n 100
80 in 100 20 in 100
75 in 100 25 in 100
70 in 100 30 in 100
65 in 100 35 in 100
60 in 100 40 in 100
55 in 100 45 in 100
50 in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
35 in 100 65 in 100
30 in 100 70in 100
25 in 100 751n 100
20 in 100 80 in 100

15 in 100 85 in 100
10 in 100 90 in 100
5 in 100 95 in 100
0 in 100 100 in 100

* You may be willing to accept the treatment but only if it hgs a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

Weel
out o
12
X You do not have adequate relief of abdominal pain and
discomfort. 6 weel
X You feel a sense of urgency more than three days per week.
X You do not have adequate relief of abdominal pain and
discomfort. 2
weel
v You do not feel a sense of urgency more than three days per week.
v" You have adequate relief of abdominal pain and discomfort.
X You feel a sense of urgency more than three days per week. 2 weel
v You have adequate relief of abdominal pain and discomfort.
v"  You do not feel a sense of urgency more than three days per week. 2 weel
Choice B
Success
Weeks:
out of 1.
v" You have adequate relief of abdominal pain and
discomfort. 12 week
v You do not feel a sense of urgency more than three
days per week.
OR
Failure
Week:
out of 1.
X You do not have adequate relief of abdominal pain and 19 weel

discomfort.

X You feel a sense of urgency more than three days per

week.
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Question 9
Please put a v’ against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1 in 100*
98 in 100 2 in 100
97 in 100 3 in 100
96 in 100 4 in 100
95 in 100 S5 in 100
90 in 100 10 in 100
85 1in 100 151in 100
80 in 100 20 in 100
75 in 100 25 1n 100
70 in 100 30 1in 100
65 in 100 35 1n 100
60 in 100 40 in 100
55 in 100 45 in 100
S50 1in 100 50 in 100
45 in 100 55 1in 100
40 in 100 60 in 100
351in 100 65 in 100
30 in 100 70 in 100
25 in 100 75 in 100
20 in 100 80 in 100

15in 100 85 in 100
10 in 100 90 in 100
5 in 100 95 1in 100
0 in 100 100 in 100

* You may be willing to accept the treatment but only if it has a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

Wee.
out of
X You do not have adequate relief of abdominal pain and
discomfort. 8 weel
X You feel a sense of urgency more than three days per week.
X You do not have adequate relief of abdominal pain and
discomfort. 2 wee]
v, You do not feel a sense of urgency more than three days per week.
v" You have adequate relief of abdominal pain and discomfort.
X You feel a sense of urgency more than three days per week. 2 weel
v You have adequate relief of abdominal pain and discomfort.
v"  You do not feel a sense of urgency more than three days per week. 0 weel
Choice B
Success
Week.
out of 1:
v" You have adequate relief of abdominal pain and
discomfort. 12 weel
v You do not feel a sense of urgency more than three
days per week.
OR
Failure
Week
out of 1
X You do not have adequate relief of abdominal pain and 19 wee
we

discomfort.

You feel a sense of urgency more than three days per
week.
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Question 10

Please put a v’ against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1 in 100*
98 in 100 2 in 100
97 in 100 3 in 100
96 in 100 4 in 100
95 in 100 5 in 100
90 in 100 10 in 100
85 in 100 15 in 100
80 in 100 20 in 100
75 in 100 251in 100
70 in 100 30 in 100
65 in 100 35 in 100
60 in 100 40 in 100
S5 in 100 45 in 100
50 in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
35in 100 65 in 100
30 in 100 70 in 100
25 in 100 751n 100
20 in 100 80 in 100

15 in 100 85 in 100
10 in 100 90 in 100
5in 100 95 in 100
0in 100 100 in 100

* You may be willing to accept the treatment but only if it has a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

Wee,
out of
X You do not have adequate relief of abdominal pain and
discomfort. 10 wee
X You feel a sense of urgency more than three days per week.
X You do not have adequate relief of abdominal pain and
discomfort. 1 week
v’ You do not feel a sense of urgency more than three days per week.
v" You have adequate relief of abdominal pain and discomfort.
X You feel a sense of urgency more than three days per week. 1 week
v" You have adequate relief of abdominal pain and discomfort.
v" You do not feel a sense of urgency more than three days per week. 0 week
Choice B
Success
Week:
out of 1.
v" You have adequate relief of abdominal pain and
discomfort. 12 weel
v You do not feel a sense of urgency more than three
days per week.
OR
Failure
Week
out of 1
X You do not have adequate relief of abdominal pain and 19 wee

discomfort.

You feel a sense of urgency more than three days per
X week.
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Question 11

Please put a v against all cases where you are CONFIDENT that you would
CHOOSE the risky treatment (Choice B).

Please put a X against all cases where you are CONFIDENT that you would
REJECT the treatment (Choice B) and accept the certain health state

(Choice A).

Outcome of treatment

Chances of success Chances of failure
100 in 100* 0 in 100*
99 in 100* 1 in 100*
98 in 100 21in 100
97 in 100 3 in 100
96 in 100 4 in 100
95 in 100 Sin 100
90 in 100 10 in 100
85 in 100 15 in 100
80 in 100 20 1n 100
75 1n 100 25 1n 100
70 1in 100 30 in 100
65 in 100 35 in 100
60 in 100 40 1in 100
55 in 100 45 1in 100
50 1in 100 50 in 100
45 in 100 55 in 100
40 in 100 60 in 100
35in 100 65 in 100
30 in 100 70 in 100
25 in 100 751n 100
20 in 100 80 in 100

15 in 100 85 in 100
10 in 100 90 in 100
5 in 100 95 in 100
0 in 100 100 in 100

* You may be willing to accept the treatment but only if it has a chance of
success of higher than 99 in 100 (i.e. a chance of failure which is less than
1 in 100). If so, at what level of success would you accept treatment?
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Choice A

Wee,
out of .
X You do not have adequate relief of abdominal pain and
discomfort. 12 wee
X You feel a sense of urgency more than three days per week.
X You do not have adequate relief of abdominal pain and
discomfort. 0 week
v You do not feel a sense of urgency more than three days per week.
v" You have adequate relief of abdominal pain and discomfort.
X You feel a sense of urgency more than three days per week. 0 week
v" You have adequate relief of abdominal pain and discomfort.
v" You do not feel a sense of urgency more than three days per week. 0 week
Choice B
Success
Week:
out of 1.
v" You have adequate relief of abdominal pain and
discomfort. 12 weel
You do not feel a sense of urgency more than three
days per week.
OR
Failure
Week
out of 1
X You do not have adequate relief of abdominal pain and 19 wee

discomfort.

You feel a sense of urgency more than three days per
week.
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COMMENTS

We would be very interested to know what you think of the issues
addressed in this questionnaire and the way they were presented.
We would be particularly interested to know your thoughts on the
following:
a) the gamble approach used in the questions
b) the descriptions of the health states, e.g. how well you feel
they reflect your experiences.
c) the health scenarios used in the second part of the
questionnaire
d) any other aspects you feel to be important
If you have any comments, please use the space below.

We would like to take this opportunity to thank you for participating
in this survey.
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Invitation material

Dear

Re: Interview study of people with irritable bowel syndrome (IBS)

I am writing to you on behalf of researchers at the University of Sheffield, who are doing a
study of people with irritable bowel syndrome. They have approached this practice and
asked us to contact the irritable bowel syndrome patients on our list. We have given our
approval to this study as long as patients are willing to take part. They need a total of 70
irritable bowel syndrome patients to take part in the study. It will involve coming to the GP

surgery and completing a questionnaire. Details of the study are provided in the attached
patient information sheet.

Please read the attached information sheet carefully. If you are willing to take part in the

study, please complete the enclosed consent form and send it in the stamped addressed
envelope to:

Miss Isabel Taylor
ScHARR
Freepost SF1314

Sheffield
S11AY

Miss Taylor will only contact you if you return the consent form.

You are under no obligation to take part in this study. Should you wish to decline, your
present and future care will not be affected in any way.

Yours sincerely,

on behalf of the partnership
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PATIENT INFORMATION SHEET (SEPTEMBER 2001)

INVESTIGATING THE RELATIONSHIP BETWEEN DURATION AND UTILITY: A STUDY
OF PATIENTS WITH IRRITABLE BOWEL SYNDROME

A study to determine how patients with irritable bowel syndrome (IBS) feel about increases or
decreases in the frequency of symptoms

You are invite.d to participate in a questionnaire study to explore how increases or decreases in
symptoms of irritable bowel syndrome (IBS) effect the way people with IBS feel.

“What is the purpose of this study?”

These days new treatments have to undergo rigorous tests before being funded by the NHS. One
thing that is required is for treatments to be tested to make sure they give a reasonable quality of life.
Thus it is necessary to be able to make accurate estimations of quality of life. There are several
theories about what is the best way to measure quality of life. It is important that the best method is
used, so that only the best new treatments are used. When an illness has symptoms that vary a lot in
frequency and duration, it makes quality of life measurements more complicated. Irritable bowel
syndrome is one such condition. This study tests two methods of measuring quality of life by asking
irritable bowel syndrome sufferers to make choices between various different possible health states.

“How long will the study last?”
This will be a one-off interview lasting 1 to 12 hours.

“Why have I been chosen?”
Your doctor has agreed for irritable bowel syndrome sufferers on his/her lists to be contacted and
invited to participate in this study. A total of 70 irritable bowel syndrome sufferers will be invited.

“What will it involve?”

If you agree to participate in this study you will be asked to join a group of 3 to 10 other patients at
the GP surgery named on the accompanying letter. Each person in the group will be handed a
questionnaire to complete, which will contain various sets of tasks. The questionnaire will ask you
to consider health scenarios in ways which you will probably not have thought about before.
Because of this, you may need to take your time to understand and reflect on each task. However,
there will be a trained interviewer present throughout the exercise, and she will explain all the tasks
thoroughly before you are asked to complete them. The questions in the questionnaire will not
relate to you specifically, or to your individual condition.

“What if I do not wish to take part?”
This will in no way affect your present or future treatment. However, if you do decide to take part
you will be given a copy of this information sheet and a signed consent form to keep.

“What if I change my mind during the study?” .
You are free to withdraw from the study at any time without affecting your treatment in any way.

«“What will happen to the information from the study?” ‘
All information will be entirely confidential. You will be informed of the results of the study if you

wish in December 2001.

“Who is funding the study?” . N
The study is being funded by the Medical Research Council. Your GP is not receiving any payment
for the study other than for the hire of the premises where the interviews will take place.

“What if I have further questions?”
You should contact: Miss Isabel Taylor on 0114 222 0722, or Mrs Maria Platts on 0114 271 5923
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CONSENT FORM

Title of Project: Investigating the Relationship Between Duration and Utility: A Study of Patients
with Irritable

Bowel Syndrome

Name of Researcher: Isabel Taylor

Please initial box

1. I confirm that I have read and understand the information sheet dated
September 2001.

2. Tunderstand that my participation is voluntary and that I am free to
withdraw at any time, without giving any reason, without my medical
care or legal rights being affected.

3. I agree to take part in the above study.

Name of Patient Date Signature
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Table 6.A.1 Background characteristics of the sample.

Mean | SD Median | IQR Min Max
Age (years) 49.0 12.0 50.0 39.3-60.0 21 67
Duration of IBS (years) 13.9 9.2 11.0 7.0-20.0 2 40
Table 6.A.2 Occupational status of respondents.
Occupational type N=156 %
Managerial 3 5.4
Health professional 4 7.1
Social work 2 3.6
Miscellaneous professional | 1 1.8
Education 2 3.6
Civil servant 2 3.6
Not highly trained 19 33.9
Not in paid employment 23 41.1
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Table 6.A.3 Exclusions.

ID Reason for exclusion

209 Responses to Questions 4 — 11 missing.
211 Responses to Questions 7 — 11 missing.
305 Response to Question 3 missing.

306 Responses to Questions 4 — 11 missing.
218 Response to Question 2 missing.

503 Responses to Questions 1 — 3 missing.
415 Responses to Questions 2 — 11 missing.
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Table 6.A.4 Patients’ comments.

Patient

Comments

104

The questions should state if it’s medication and surgery.

105

I would be willing to take tablets. I would only have operation if it had a good
chance of success.

106

If you could define tablet or operation as this would alter some of the answers.

107

I am very grateful for taking part. I would like to keep in contact and follow
any developments on IB. Has it helps to understand it.

201

b — not sufficient explanations of all IBS symptoms.

112

The gamble approach used really made me think about what risks I would take
for treatment. I suppose my reply may be different depending on how ill I felt
at the time. I hope my answers have been of some value. Good luck with
your project.

202

A) Gamble — lifes a gamble. I would prefer a straight approach.

208

When the symptoms are at their worst, you will practically agree to anything.
Rational choices are only possible when the discomfort subsides and then
subject to a variety of external influences (i.e. the need to “go to work”
regardless).

209

Feels very analytical. Would be easier if related more directly to my own
symptoms + a range of treatment approaches that I had a choice between.
Implied question is “how bad is it?” and that depends a lot on context/timing.
Also have to work very hard to concentrate at this time of day (possibly a
symptom that’s related). In terms of gambling, I'm slow to decide things. I
worry over the possibilities/options for a long time. I tend not to leap into
risky ventures but procastrinate.

211

I am sorry I have not answered the final questions as I am completely
confused by them and do not want to give misleading information. 1 find the
wording confusing. Far too much repetition. I find that a “sense of urgency’
for me sometimes would be a positive thing.

212

a) very difficult to “get your head around”!
b) closely reflect my experience

c) closely —as above

d) basicalluy — I"d do/take anything to get rid of the urgency. Will live with
pain/discomfort. Urgenc anxiety = urgency!

Difficult for me to know how to answer. I will put up with abdominal pain as
long as there is no urgency! “Urgency” brought on by anxiety of urgency
coming on — so if I thought I could just get pain instead I'd be happy! Sounds
weird, I know!

213

Descriptions of the state of health did reflect very well as regard to myself. 1
thought some of the questionnaire was unnecessarily complicated.

214

a) Very much a reflection of individual personality.

b) Reflect very well my experiences.
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¢) The health scenarios are typical of the way that symptoms change from
week to week or month to month.

d) The questionnaire seems to take into account mainly the pain and
constipation aspects but the bloating, wind and need to pass urine more
frequently when constipated are also debilitating.

215

I feel quite differently about pain and urgency and the decisions I would make
regarding one or the other are quite different. I felt I had to categorise them
together a lot. My symptom is mainly pain, so I don’t often think about
urgency. It’s very hard to decide what risk you would take with your health!
think IBS is more personal + less generalized than doctors often think. (I have
different symptoms to some I know to have IBS)

216

a) The gamble approach is a good way of assessing how much I am prepared
to put up with symptoms that are unpredictable and differ in length of time
suffered when faced with a risk element in treatment. This reflects how
desperate a person is and how severe the problem.

b) Descriptions seem fairly typical though some may not be experienced by
all.

c) A bit complicated — particularly after a day at work!

303

The issues addressed are obviously the main difficulties people experience
with IBS but are not the only problems — will there be other studies addressing
the less serious difficulties i.e. flatulence, bloating?

401

Thank God you were there other wise would not have know where to start on
filling this form in.

403

Very good.

404

a) need a little more clarification.
b) The health states could be more varied.
c) Too limited

d) More emphasis needed on the overall wellbeing a person feels when these
symptoms take place.

408

Had a dental appointment, so was in a hurry and didn’t feel she gave it enough
attention.

412

a) obviously depends on the individual and how severe their symptoms have
been or are having at present time.

b) very well presented regarding health states.
c) good.
d) Presented adequately.

113

I feel the questionnaire helps a lot in finding out exactly how people suffer and
just how much risk people will take to get better which also helps you to find
out just how badly people do suffer and how much a cure is needed.

501

Well thought out and thought provoking questions.

502

a) interesting — I've been placed in this type of situation before over an
unrelated health problem. The gamble is very much related to personal
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priorities e.g. family ties etc. and I don’t know if this is reflected in the

answers.

503 If I were to fill in the questionnaire when my symptoms were very bad, my
answers would be very different.

415 Have chemical in the cleaning of domestic water been stupid?
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APPENDIX 3
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UNIVERSITY OF SHEFFIELD

FACULTY OF MEDICINE

School of Health and Related Research

We are trying to find out how you value dillerent health states. Please answer every question as best
you can, but don’t take too long over each one.
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BACKGROUND INFORMATION
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1) How old are you? years
2) Are you male O
female O

3) How would you describe your occupation (e.g.
accountant, housewife, teacher)?

4) What is your highest level of education?
primary O
secondary U
A level O
university O
other (please specify below) 0O

S) In general, would you say your health is

excellent [
very good [
good O
fair O
poor H

6) How long have you been diagnosed as having
varicose veins?

499

7)

8)

Have you received treatment for your varicose
veins?

yes [ no O
If you have not yet received treatment, you may
not have any particular opinion about which
treatment you think would be best for your
varicose veins. If this is the case, we do not ask
you to consider it now. However, if you have
already decided which treatment you think
would be best for you then please complete the
space below:

I think that my varicose veins should be treated
by

Because:




Your current symptoms

1) Your veins are noticeable Yes O D
2) Your veins stick up and look lumpy and unsightly YesO D
3) Your legs or ankles become swollen, making it difficult to put your shoes on Yes O N
4) Your veins sometimes become swollen Yes O N
5) Your veins often become very swollen YesO N
6) Elasticated socks and stockings are uncomfortable, because the leg swells up around the YesO D
elastic

7) Your legs ache or feel painful Often 0 Sometimes OO0 N
8) You get cramp in your legs Often 0 Sometimes [ D
9) You have to keep moving around to avoid cramps and aches YesO N
10) You get irritation and itching on your legs Alot O Some O DM
11) You have to keep your weight down to avoid problems with your legs YesO
12) You worry about the possibility of getting an ulcer Yes O

13) You find that you are organising your life around your symptoms Yes O
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Ranking exercise

You will be handed some varicose vein health states. When you have ranked these health states,

please list them below in order of severity, starting with the best at the top. You may rank them

equally.
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Valuing health states

You are going to be asked to make a choice between different states of health relating to
varicose veins.

For Choice A we would like you to imagine that you will live for 20 years in the health
state described in the left-hand box, and then you will die.

For Choice B we would like you to imagine that you will live in the health state
described in the right-hand box, and then you will die.

We would like you to consider how many years in Choice B would be equivalent to 20

years in Choice A. Please use the table at the bottom of the page overleaf.
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Choice A

®

®

Your veins are noticeable.

Your legs or ankles do not become
swollen, so it is not difficult to put your
shoes on.

Your legs sometimes ache or feel painful.
You

sometimes get cramp in your legs. You
have to keep moving around to avoid
cramps and aches.

You do not get irritation and itching on
your legs.

You do not have to keep your weight down
to avoid problems with your legs.

You may worry about the possibility of
getting an ulcer.

You may find that you are organising your
life

around your symptoms.

Practice question

Choice B

Full health




Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Question 1 Choice A

®
®

@

®» ® ® @

Severe varicose veins

You have big veins, which stick up and look
lumpy and unsightly. Your veins are
noticeable.

Your legs or ankles often become very
swollen, so it’s

difficult to put your shoes on. Elasticated
socks

and stockings are uncomfortable, because the
leg

swells up around the elastic.

Your legs often ache and feel painful. You
often get

cramp in your legs. You have to keep moving
around to avoid cramps and aches.

You get a lot of irritation and itching on your
legs.

You have to keep your weight down to avoid
problems with your legs.

You may worry about the possibility of getting
an ulcer.

You may find that you are organising your life
around your symptoms.

Choice B

Full health
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years O years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Question 2 Choice A

Choice B

®
®

®

®

Moderate varicose veins
Your veins are noticeable.

Your legs or ankles sometimes become
swollen, so it is difficult to put your
shoes on.

Your legs sometimes ache or feel
painful. You sometimes get cramp in
your legs. You have to keep moving
around to avoid cramps and aches.
You get some irritation and itching on
your legs.

You do not have to keep your weight
down to avoid problems with your legs.
You may worry about the possibility of
getting an ulcer.

You do not find that you are organising
your life around your symptoms.

Full health
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.
Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years O years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Question 3
Choice B

Choice A

Mild varicose veins

@ Your veins are noticeable.

Your legs or ankles do not become swollen, so it is
not difficult to put your shoes on.

Your legs d.o not ache or feel painful. You do not Full health
get cramp in your legs. You do not have to keep
moving around to avoid cramps and aches.

You do not get irritation and itching on your legs.

You do not have to keep your weight down to
avoid problems with your legs.

@ You may worry about the possibility of getting an
ulcer.

You do not find that you are organising your life
around your symptoms.
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.
Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Question 4

Choice A

Choice B

Your current health state

Full health
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years O years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Comparing health processes

You are going to be asked to make a comparison between two processes of health care.

In the following exercise we would like you to imagine experiencing the health processes

described. Then indicate on the scale how good or bad the processes are in your

opinion.
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Question 5

Sclerotherapy Surgery
You will go to clinic and receive injections into your You will go into hospital for surgery. It will be done under
varicose veins. Each injected area will be covered with a general anaesthetic. You will go home the same day. You are
pad, and a tight stocking will be put on your leg and left advised over the next 10 to 14 days:
on for 48 hours. During these 48 hours, you are advised: e to avoid standing still or sitting with your affected foot
e to walk around regularly on the floor for more than half an hour, to avoid having
e to do most of your usual activities, including light a bath or a shower, to avoid particularly strenuous
sports activities, and to avoid driving
e to avoid standing still or sitting with your affected * to take short walks at frequent intervals, to participate
foot on the floor for more than half an hour in most of your usual activities, and to wear support
stockings

e to avoid particularly strenuous activities which may

result in the stocking or pads moving out of place You may feel tired for the next week, and you may need

e to avoid having a bath or a shower and other plenty of rest for the next few days.

activities which would get the stocking wet Your legs may have large bruises initially, and the scars may

e to take leave of absence from your job remain noticeable for a few months. Your legs may feel

inful for 2 weeks aft ,
Your legs may feel inflamed, swollen and painful for a palfitil 10T < Weeks alter surgery

week after the injections. You are advised to take leave of absence from your job for 3
to 6 weeks




To help people say how good or bad the
above process are, we have drawn a scale
(rather like a thermometer) on which the best
state you can imagine is marked by 100 and
death is marked by 0.

We would like you to indicate on this scale
how good or bad the above processes are in
your opinion. Please do this by drawing a
line from the boxes beside the scale to
whichever point on the scale indicates how
good or bad the process is.

If you consider one or both of the above
processes to be worse than death, please draw
the line to the “worse than death” point at the
bottom of the scale.

Surgery

Full health
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Valuing health profiles

In the following exercises, the left-hand boxes show the process and outcomes of having

treatment (Choice A).
The box on the right-hand side describes full health (Choice B).

We would like you to consider how many years in Choice B would be equivalent to the

events described in the Choice A.
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Practice question

Choice A Choice B

Severe varicose veins for 6 months

v

Surgery

You will go into hospital for surgery. It will be done under
general anaesthetic. You will go home the same day. You are
advised over the next 10 to 14 days:

e to avoid standing still or sitting with your affected foot
on the floor for more than half an hour, to avoid having
a bath or a shower, to avoid particularly strenuous
activities, and to avoid driving Full health

e to take short walks at frequent intervals, to participate
in most of your usual activities, and to wear support
stockings

You may feel tired for the next week, and you may need
plenty of rest for the next few days.

Your legs may have large bruises initially, and the scars may
remain noticeable for a few months. Your legs may feel
painful for 2 weeks after surgery.

You are advised to take leave of absence from your job for 3
to 6 weeks

v

\ Moderate varicose veins for 19 years and 6 months
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years O years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Question 6

Choice A

Moderate varicose veins for 6 months

v

Choice B

Sclerotherapy

You will go to clinic and receive injections into your
varicose veins. Each injected area will be covered with a
pad, and a tight stocking will be put on your leg and left
on for 48 hours. During these 48 hours, you are advised:

to walk around regularly

to do most of your usual activities, including light
sports

to avoid standing still or sitting with your affected
foot on the floor for more than half an hour

to avoid particularly strenuous activities which may
result in the stocking or pads moving out of place

to avoid having a bath or a shower and other
activities which would get the stocking wet

to take leave of absence from your job

Your legs may feel inflamed, swollen and painful for a
week after the injections.

Full health
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Question 7
Choice A

Moderate varicose veins for 6 months

v

Choice B

Sclerotherapy

You will go to clinic and receive injections into your
varicose veins. Each injected area will be covered with a
pad, and a tight stocking will be put on your leg and left
on for 48 hours. During these 48 hours, you are advised:

e to walk around regularly

e to do most of your usual activities, including light
sports

e to avoid standing still or sitting with your affected
foot on the floor for more than half an hour

e to avoid particularly strenuous activities which may
result in the stocking or pads moving out of place

e to avoid having a bath or a shower and other
activities which would get the stocking wet

e to take leave of absence from your job

Your legs may feel inflamed, swollen and painful for a
week after the injections.

Full health

v

Moderate varicose veins for 19 years and 6 months
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=" against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Question 8 Choice A

Moderate varicose veins for 6
months

\ 2

Surgery

You will go into hospital for surgery. It will be done under
general anaesthetic. You will go home the same day. You are
advised over the next 10 to 14 days:

e to avoid standing still or sitting with your affected foot
on the floor for more than half an hour, to avoid having a
bath or a shower, to avoid particularly strenuous
activities, and to avoid driving

e to take short walks at frequent intervals, to participate in

most of your usual activities, and to wear support
stockings

You may feel tired for the next week, and you may need plenty
of rest for the next few days.

Your legs may have large bruises initially, and the scars may
remain noticeable for a few months. Your legs may feel
painful for 2 weeks after surgery.

You are advised to take leave of absence from your job for 3 to
6 weeks

v

‘ Mild varicose veins for 19 years and 6 months

Choice B

Full health

1




Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Question 9
Choice A Choice B

Moderate varicose veins for 6 months

7

Surgery

You will go into hospital for surgery. It will be done under
general anaesthetic. You will go home the same day. You are
advised over the next 10 to 14 days:

e to avoid standing still or sitting with your affected foot
on the floor for more than half an hour, to avoid having a
bath or a shower, to avoid particularly strenuous
activities, and to avoid drivin

& Full health

e to take short walks at frequent intervals, to participate in
most of your usual activities, and to wear support
stockings

You may feel tired for the next week, and you may need plenty
of rest for the next few days.

Your legs may have large bruises initially, and the scars may
remain noticeable for a few months. Your legs may feel
painful for 2 weeks after surgery.

You are advised to take leave of absence from your job for 3 to

6 weeks

v
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Question 10
Choice A Choice B

Severe varicose veins for 6
months

4
Surgery

You will go into hospital for surgery. It will be done under
general anaesthetic. You will go home the same day. You are
advised over the next 10 to 14 days:

e to avoid standing still or sitting with your affected foot
on the floor for more than half an hour, to avoid having a Full health
bath or a shower, to avoid particularly strenuous
activities, and to avoid driving

e to take short walks at frequent intervals, to participate in
most of your usual activities, and to wear support
stockings

You may feel tired for the next week, and you may need plenty
of rest for the next few days.

Your legs may have large bruises initially, and the scars may
remain noticeable for a few months. Your legs may feel
painful for 2 weeks after surgery.

You are advised to take leave of absence from your job for 3 to

6 weeks

v
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Please put an “A” against all cases where you are CONFIDENT that you would
choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose
Choice B.
Please put an

“K__»

against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years O years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Please Note That The Next Ouestion Contains Some Risk In Choice A




Question 11 Choice A Choice B

Moderate varicose veins for 6 months

2
Sclerotherapy

You will go to clinic and receive injections into your
varicose veins. Each injected area will be covered with a
pad, and a tight stocking will be put on your leg and left
on for 48 hours. During these 48 hours, you are advised:

e to walk around regularly

e to do most of your usual activities, including light
sports
Full health

e to avoid standing still or sitting with your affected
foot on the floor for more than half an hour

e to avoid particularly strenuous activities which may
result in the stocking or pads moving out of place

e to avoid having a bath or a shower and other
activities which would get the stocking wet

e to take leave of absence from your job

Your legs may feel inflamed, swollen and painful for a
week after the injections.

7

Mild varicose veins for 19 years and 6 months.

But you have a 75% chance of your veins returning to the
moderate state in the next 19 years and 6 months.
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Choice B

Question 12 Choice A
Moderate varicose veins for 6 months
W
Surgery

You will go into hospital for surgery. It will be done under
general anaesthetic. You have a 1 in 10,000 chance of dying
under the anaesthetic. (This is similar to the risk of having
a fatal road accident in a year.) If successful, you will go
home the same day. You are advised over the next 10 to 14
days: |
e to avoid standing still or sitting with your affected foot
on the floor for more than half an hour, to avoid having a
bath or a shower, to avoid particularly strenuous
activities, and to avoid driving

e to take short walks at frequent intervals, to participate in
most of your usual activities, and to wear support
stockings

You may feel tired for the next week, and you may need plenty
of rest for the next few days.

Your legs may have large bruises initially, and the scars may
remain noticeable for a few months. Your legs may feel
painful for 2 weeks after surgery.

You are advised to take leave of absence from your job for 3 to
6 weeks

Full health

|

‘ Mild varicoce veineg for 109 vears and 6 months.
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.
Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years O years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years




COMMENTS

We would be very interested to know what you think of the issues addressed in this questionnaire
and the way they were presented. We would be particularly interested in whether consideration of
these issues has altered the way you feel about which is the best treatment for you.

If you have any comments, please use the space below.

We would like to take this opportunity to thank you for participating in this survey.



Table 7.A.1 EQ-5D values before treatment and one month after treatment.

95% C.I. of
difference
Mean [N | Lower |[Upper |t 2-tailed | Z 2-tailed
sig. sig.
Utility pre- 0.779 |79 |-0.028 |-0.015 |[-0.580 | 0.564 -0.690 | 0.490
treatment
Utility post- | 0.786
treatment
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Letter and questionnaire sent to health professionals

Mr J.A. Michaels, MChir FRCS

Consultant Vascular Surgeon

Dear Colleague

We are currently undertaking a research project into the treatment of varicose veins. As
part of this project we are undertaking a study of the issues that patients find important in
making their decisions regarding the relative values of the different treatments and
outcomes for this condition. Part of this process involves carrying out focus groups with
patients to identify the issues that concern them in reaching their decisions.

We are also keen to seek professional views about this issues which they consider may be
of importance to patients, and that patients may wish to know about. We would be grateful
if you could complete the enclosed questionnaire, and return it in the prepaid envelope to:

Miss Isabel Taylor
PhD Student
ScHARR

Regent Court

30 Regent Street
SHEFFIELD
S14DA

Yours sincerely

Mr J A Michaels

Consultant Vascular Surgeon
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Questionnaire

We are using information from health professionals to construct scenarios to describe the
various states of health relating to varicose veins. This is in order for patients and members

of the general public to be able to give their views about the relative merits of different
potential conditions.

We would be grateful if you could provide comments below as to the various issues in
relation to symptoms, treatment, processes and outcomes and prognosis that you feel would
be relevant to be included in such a scenario. You may wish to group your comments under
the subheadings below.

Symptoms

Treatment Processes

Outcomes

Prognosis

Other
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Table 7.A.2 Comments returned by health professionals.

Symptoms Pain/discomfort

Cosmetic (e.g. bulging, unsightly)

Recurrent ulceration

Heavy legs

Swelling in legs at end of day

Prominent veins, heamosclerin deposition,
lipodermatoscherosis

Varicose events and previous Hx DVTs

Treatment processes Injection

Longterm use of compression hosiery with no significant
risk

Surgery and associated risks

Topical steroids and emollients for eczema

Compression stockings

Compression bandaging (4 layer if possible) if dopplers

OK
Outcomes Prevention of recurrence (ulceration)
Better cosmetic appearance
Prognosis Prevent recurrent varicose veins and cure varicose veins!

Heal an ulcer

Improve skin condition.

No improvement in skin changes.

Longterm problems high likely i.e. recurrent varicose
events and ulcers.

Other Do patients understand treatment may not ???? symptoms
before 7?77 it? Once they are in clinic, they’re committed.

How high does cosmetics rate with us compared to other
functional outcomes?

Do patients understand surgery has risks and
complications?

What are patients beliefs about VV surgery for prevention
of ulcer/CVI?

How can we detect if there was exaggeration of
symptoms in order to obtain NHS or priority treatment?

What is the effect of knowledge that symptoms will get
you treatment by no symptoms won’t?

Do patients understand high recurrence rates even with
state of the art procedures?
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Miss Isabel Taylor,
Ph.D. student,
ScHARR, Regent Court,
30 Regent Street,
Sheffield, S1 4DA.

October 2000
Dear patient,

Re: Testing Different Methods Of Valuing Health Profiles In Patients With
Varicose Veins

I am a Ph.D. student at the University of Sheffield, conducting research into
different methods of valuing quality of life. This includes valuing different health
states in terms of quality of life. I am particularly interested in how varicose veins
affect quality of life.
I have developed a questionnaire, which I will be using to interview varicose veins
patients. However, I need information from people with varicose veins in order to
put together descriptions of varicose veins health states for the questionnaire. This
is why I am writing to you.
I should like to invite you to attend a focus group meeting at the Northern General
Hospital. We will meet in a small group of up to eight, containing myself, another
researcher, and six varicose vein patients. We will discuss patients’ perspectives of
varicose veins. The discussion may be tape recorded, so that it can be transcribed
into written form after the meeting. However, all information will be kept
confidential, and you will remain anonymous. The tape will be destroyed once the
project is completed. All travel expenses will be reimbursed.
If you decide to come along, please fill in the attendance confirmation slip
accompanying this letter.
[ will draw up a list of topics relating to varicose veins, which I will hand out to
everyone in the group. I enclose a brief questionnaire with this letter, asking if there
are any relevant topics you would like to discuss in the group. Please fill this in and
return it with the attendance slip if you would like to add any topics to the list.
If you would like any further information about the focus group, please call me on:
0114 222 0722
Thank you for your time. I look forward to meeting you.

Y ours faithfully,

Miss Isabel Taylor.
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QUESTIONNAIRE

We wish to use focus groups to discuss the important issues for people with
varicose veins. You will be able to raise any issue you feel is relevant when
the group meets. However, it would be helpful if you would list any issues
you can think of at this time which you feel are important. These will then be
used to produce a list of topics to discuss at the meeting.

The questions below are designed to help you consider these issues.
However, if there are other topics you would like to discuss, please feel free to
write your comments overleaf or on a separate sheet of paper.

1) What issues would you like to discuss relating to treatment of your
varicose veins?

2) What issues would you like to discuss relating to your varicose vein
symptoms?

3) What issues would you like to discuss relating to the effect your varicose
veins have on your life in general?

Thank you for your comments. Please use the prepaid envelope to return this
questionnaire and the confirmation of attendance slip to:

Miss Isabel Taylor,

Ph.D. student,

ScHARR, Regent Court,

30 Regent Street,

Sheffield S1 4DA
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I will be attending the focus group meeting to discuss issues relating to
varicose veins.

PRINT NAME

SIGNATURE
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Statement of informed consent

I agree to participate in this focus group, which is part of the
research project “Testing Different Methods Of Valuing Health
Profiles In Patients With Varicose Veins” being conducted by Miss
Isabel Taylor of the University of Sheffield.

I understand that this focus group will last up to an hour and a half,
and it will be audiotaped. I understand that the tape(s) will be
destroyed upon completion of the study.

I understand that the purpose of the focus group is to find out about
topics relating to varicose veins.

[ understand that my participation in this focus group is entirely
voluntary, and that if I wish to withdraw, I may do so at any time,
and that I do not need to give any reasons or explanations for doing
so. If I do withdraw from the focus group, I understand that this
will have no effect on my treatment.

I understand that I have an obligation to respect the privacy of the
other members of the focus group by not disclosing any personal
information that they share during our discussion.

[ understand that all the information I give will be kept confidential
to the extent permitted by law, and that the names of all the people
in the study will be kept confidential.

I have read and understand this information and I agree to take part
in the focus group.

Today’s date Your signature
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LETTER TO PATIENTS

<Name>

<Address>

<Date>

Dear <Name>,

Re: Interview study of people with varicose veins

The consultant vascular surgeons at the Northern General Hospital are interested in finding
out patients’ views on alternative treatments for varicose veins. To do this, researchers
from the University of Sheffield would like to interview you.

The interview will be done at a location that is convenient to you. It will involve you
completing a questionnaire. Details of the study are provided in the attached patient
information sheet.

Please read the attached information sheet carefully. If you are willing to take part in the
study, please complete the enclosed consent form and send it in the stamped addressed
envelope to:

Miss Isabel Taylor

School of Health and Related Research
University of Sheffield

Regent Court

30 Regent Street

Sheffield

S14DA

Miss Taylor will only. contact you if you return the consent form.

You are under no obligation to take part in this study. Should you wish to decline, your
present and future care will not be affected in any way.

Yours sincerely,

Mr J Michaels Mr J Beard Mr M Armon
Mr J Rochester

Mr R Lonsdale - Mr P Chan Mr R Nair Prof
R Wood
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CONSENT FORM (to be returned by patient)

Title of Project: Testing Different Methods of Valuing Health Profiles in Patients with Varicose
Veins

Name of Researcher: Isabel Taylor

Please initial

box
1. Iconfirm that I have read and understand the information sheet dated ..........ooovonooo ... O
(version ............ ).

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

3. Tagree to take part in the above study.
N

Please give your contact details so that you can be contacted:

Address:

Phone number:

Name of Patient Date Signature
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PATIENT INFORMATION SHEET

TESTING DIFFERENT METHODS OF VALUING HEALTH PROFILES IN
PATIENTS WITH VARICOSE VEINS

A study to determine how patients with varicose veins feel about different varicose
symptoms and treatments

You are invited to participate in a questionnaire study to explore how different varicose
veins symptoms affect the way people with varicose veins feel.

“Why has my doctor asked me to take part in this study?”

Clinical studies are going on at the moment, aiming to discover which of several treatment
options for varicose veins is the most appropriate. These studies will of course take into
account the usual clinical outcomes, such as how well the varicose veins respond after each
type of treatment and possible side effects. However, the attitudes of patients towards
treatments are becoming increasingly important in clinical studies. Treatments for varicose
veins have different effects on quality of life. It is important to know how patients feel
about these different effects. Your participation in this study will aid our understanding of
how patients feel about different treatments, and will therefore add to the research to find
the most appropriate treatment.

“How long will the study last?”
This is a one-off interview, which will last 1 to 1% hours.

“What will it involve?”

If you agree to participate in this study you will be asked to join a group of 4 to 10 other
patients at the School of Health and Related Research at the University of Sheffield. A
small remuneration will be given to you upon arrival, which will cover travel expenses.
Each person in the group will be handed a questionnaire to complete, which will contain
various sets of tasks. The questionnaire will ask you to consider your condition in ways
which you will probably not have thought about before. Because of this, you may need to
take your time to understand and reflect on each task. However, there will be a trained
interviewer in the room throughout the interview, and she will explain all the tasks
thoroughly before you are asked to complete them. The questions in the questionnaire will
not relate to you specifically, or to your individual condition.

“What if I do not wish to take part?”
This will in no way affect your present or future treatment. However, if you do decide to

take part you will be given a copy of this information sheet and a signed consent form to
keep.

“What if I change my mind during the study?”
You are free to withdraw from the study at any time without affecting your present or future

treatment.

“What will happen to the information from the study?”
All information will be entirely confidential. You will be informed of the results of the

study if you wish in December 2001.

“Who is funding the study?” . .
The study is being funded by the Medical Research Council. Your doctor is not receiving

any payment for the study other than for the hire of the premises where the interviews will

take place.

«What if I have further questions?” |
You should contact: Miss Isabel Taylor on 0114 222 0722, or Mr Jonathan Michaels on

0114271 4968.
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Table 7.A.3 Age of respondents and number of years they suffered from varicose veins.

Mean SD | Median |IQR Min | Max
Age (years) 48.4 13.2 |50.0 36.9-58.3 23 |78
Duration of varicose veins | 13.3 10.8 | 10.0 4.0-22.5 1 40
Table 7.A.4 Occupational status of respondents.
Occupational status N=67 %
Managerial 1 1.5
Health professional 6 9.0
Education 4 6.0
Civil servant 2 3.0
Not highly trained 18 26.9
Miscellaneous 6 9.0
Not in paid employment 27 40.3
Table 7.A.5 Highest levels of education, n (%).
Primary 1(1.49)
Secondary 41 (61.19)
A level 5 (7.46)
University 7(10.45)
S.R.N. O.N.C. (nursing) 1(1.49)
Secondary & college for secretarial 1(1.49)
Secondary & professional (nursing) 1 (1.49)
College — national diploma in agriculture 1 (1.49)
Grammar 1 (1.49)
Teachers’ training college 1 (1.49)
NVQ child care 1 (1.49)
College 4 (5.97)
A-level & professional qualification 1 (1.49)
A-level & cert. educ: teacher training 1 (1.49)
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Table 7.A.6 List of choices of treatment and reasons given.

Stripping because painful

Mr Nair because leg aches sometimes but looks unsightly in summer

Nil

Stripping the veins affected and tying off in the groin area because advice from surgery

Operation because I want to get rid of them and the pain it causes

Operation because they are very painful when walking

Removal because discomfort, appearance

Stripping because they are unsightly and do cause some discomfort

Surgery because hopefully this way they will not re-occur

Surgery because I am in pain with my varicose veins

Vein stripping because that is what the hospital advised

Stripping because they look unsightly and are painful

Operation because it is large and uncomfortable and needs removing

Heat treatment because no major operation or anaesthetic is needed

Previously the offending veins were slit ??? — no operation but have since reoccurred

Previous treatment not completed so needs a further operation. But had to go through

whole waiting list again

Surgery

Some doctor because they are very bad

Stripping because it affects my confidence — quality of life — I don’t want to face them

getting worse and worse as I’m only 32

An alternative method by inserting hot wire and shrinking vein because the regular

method does not last for long and does not always help

Homeopathy and increased EFA intake and increased H,O intake because non-intrusive —
natural — horse chestnut us supposed to strengthen vein walls and I feel that / can help

improve my veins condition without surgery (i.e. general anaesthetic)
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Table 7.A.7 Exclusions.

ID 3 Missing valuation for the process of surgery

ID 7 Missing all valuation data

ID 18 Missing all valuation data

ID 19 Unclear data for valuations of moderate, mild, and current
health states — “B” in lowest boxes, and then =" all the way
to the top

ID 21 Missing data for all valuations except for the severe health
state

ID 22 Missing or unclear data for all valuations

ID 42 Missing data for Qs9 — 12 — health profile valuations

ID 60 Missing data for all valuations

Table 7.A.8 These respondents had dubious data, but were included in
further analysis.

ID 23

Valuation of current health unclear, but this valuation is not
incorporated into the health profiles

ID 33 Valuations for Q6 and Q7 health profiles had “A” and “B” the
wrong way around — it was possible to use the indifferent point
because it was in line with the indifferent point for the other
valuations

ID 44 Valuations for severe, moderate, and mild health states were the

wrong way around — it was possible to use the indifferent point
because it was in line with the indifferent point for the other

valuations
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Figure 7.A.1 Histograms of direct and QALY valuations of the health profiles.
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Table 7.A.9 Comments made by patients.

ID

Comments

1

I.would have a focus group discussion as part of the research and I agree that
!1festyle does affect the condition. Self-help and self management = very
important option and one overlooked by medics.

At first the questions didn’t sink in but when the options are considered I
would go for the injection method and take a risk on the outcome. You can
take a pill for pain and have a rest when you need to. No matter what
occupation/life style you have.

I would consider surgery as a last resort after going injections.

I would like to thank you for someone giving time to listen to our views. No
matter what pain/swelling/unsightly veins are my kids and family are worth
fighting for.

Initially a very different type of questionnaire which took some
understanding. However from a health point of view none of the scenarios
presented was sufficiently bad to give up any years of life.

Presented well needed a little help. Would have thought some lifestyle
questions would have helped the research.

Explanation very good. Great patience.

10

Very good.

11

I have been fortunate in the fact that I have not needed treatment yet other
than anti-inflammatory drugs for a bout of phlebitis so I find it difficult to
imagine the severity of the veins at the stage where I would need treatment.

12

I would have found it easier to answer if Choice A + B were varying degrees
of symptoms e.g. severe vs. mild rather than contrasted with full health.

13

The questionnaire covers all physical problems to do with varicose veins —
yet doesn’t touch on the mental effects e.g. can’t wear skirts, go swimming,
etc.

15

You have taught me a lot about my VV. I would like to have surgery
method which in my opinion is best. Thank you.

23

Having HAD both and seen the results I can only say I’d rather have
surgery. I first had my veins injected at 17, then 21 then 28 and none
worked. Surgery was much more effective in my situation.

25

It has been very interesting how you value the quality of life affected by
having the condition, however it does not consider the problems that affect
your lifestyle if the varicose vein problem causes further complications i.e.
ulcers which may threaten your whole life.

26

I’m frightened of surgery but having read about the other method feel that I
would choose to have surgery.

30

The major problem is understanding the severity of bad varicose veins and
weighting it against reduction of life span. The other problem is one of
relating your age now with your feelings in 20 years time when this might
be just one problem that ????? you.

31

[t was interesting to compare the surgery and sclerotherapy and the degree
of the veins returning after these treatments.

32

The choice given between shorter life expectancy and suffering the veins to
me was not a good option. Perhaps my veins are not severe enough at

present to make these judgements as | would always choose longer life. If
the option had been to have the operation or not my choices may well have

been different.

33

[ think the issues addressed in this questionnaire were very good and made
me think a lot about it than I had. I think the that more questions could have

been asked.
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39

[ like to have the operation to see if my leg become ant better from the pain.

41 V. complicated — left me feeling very confused — not about what course of
treatment would be best for me — just the way the questionnaire is designed
and worded.

43 A very interesting questionnaire. [ was interested to read about the different
procedures in the questions.

44 Surgery as I do not like injections.

47 I consider surgery the best option for me as I didn’t realise the higher
possibility of veins returning in sclerotherapy.

49 It makes you think about it.

50 I was not told about sclerotherapy. Didn’t know anything about this
treatment until I did this form. Now thinking about sclerotherapy instead of
surgery.

53 [ have not changed my opinion in relation to the issues addressed in the
survey. The issue/problem with varicose veins I believe is at the minor end
of the scale i.e. more important/life threatening conditions exist.

55 At the moment my varicose veins are very mild, therefore 1 am unable to
realise how bad severe V.V. are.

56 The issues expressed make you think about your health but in my particular
case, | could live with my varicose veins and enjoy full health.

65 The further problems issues stated following treatment by sclerotherapy and

surgery would prompt me to ask further questions if I was to consider
undertaking either option.
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School of Health and Related Research

We are trying to Iind out your attitudes to risk when
considering treatment. Please answer every question as best
you can, but don’t take too long over each one.
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BACKGROUND INFORMATION

1) How old are you?
years

2) Are you male

female

3) How would you describe your occupation (e.g. accountant,
housewife, teacher)?

4) How old were you when you completed your full-time
education?
years

566



EUROQOL® HEALTH QUESTIONNAIRE

Here are some simple questions about your health in

general. By ticking one answer in each group below, please

indicate which statements best describe your own health

state TODAY.

1. Mobility
| have no problems in walking about
| have some problems in walking about

| am confined to bed

2. Self-care
| have no problems with self-care
| have some problems washing or dressing myself

| am unable to wash or dress myself

3. Usual Activities

| have no problems with performing my usual activities
(e.g. work, study, housework, family or leisure activities)

| have some problems with performing my usual activities

| am unable to perform my usual activities

4. Pain/Discomfort
| have no pain or discomfort
| have moderate pain or discomfort

| have extreme pain or discomfort

5. Anxiety/Depression
| am not anxious or depressed
| am moderately anxious or depressed

| am extremely anxious or depressed
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Valuing your current health state

You are going to be asked to make a choice regarding your
future health.

For Choice A we would like you to imagine that you will live for 36
months (3 years) in your current health state, and then you will die.
Choice B is to live in the state of full health and then die.

We would like you to consider how many months in full health

(Choice B) would be equivalent to 36 months in Choice A. Please use

the table on the left-hand facing page.
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Question 1A

Please put a v against all cases where

choose Choice B.

Please put a X against all cases where

choose Choice A.

Please put a = against all cases where you cannot choose between Choice B

and Choice A.

If Choice A is worse than death, please answer Question 1B over the page.

you are CONFIDENT that you would

you are CONFIDENT that you would

Choice A Choice B
36 months O months
36 months 2 months
36 months 4 months
36 months 6 months
36 months 8 months
36 months 10 months
36 months 12 months
36 months 14 months
36 months 16 months
36 months 18 months
36 months 20 months
36 months 22 months
36 months 24 months
36 months 26 months
36 months 28 months
36 months 30 months
36 months 32 months
36 months 34 months
36 months 36 months
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Choice A

Current health state

Choice B

Full health

You have no problems in walking about.
You have no problems with self-care.

You have no problems with performing usual
activities.

You have no pain or discomfort.

You are not anxious or depressed.
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Question 1B

Please put a v' against all cases where you are CONFIDENT that you would
choose Choice B.

Please put a X against all cases where you are CONFIDENT that you would
choose Choice A.

Please put a = against all cases where you cannot choose between Choice B
and Choice A.

Choice A Choice B
State 1 State 2
O months 36 months Immediate death
2 months 34 months Immediate death
4 months 32 months Immediate death
6 months 30 months Immediate death
8 months 28 months Immediate death
10 months 26 months Immediate death
12 months 24 months Immediate death
14 months 22 months Immediate death
16 months 20 months Immediate death
18 months 18 months Immediate death
20 months 16 months Immediate death
22 months 14 months Immediate death
24 months 12 months Immediate death
26 months 10 months Immediate death
28 months 8 months Immediate death
30 months 6 months Immediate death
32 months 4 months Immediate death
34 months 2 months Immediate death
36 months O months Immediate death
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Choice A
State 1

Full health

You have no problems in walking about.
You have no problems with self-care.

You have no problems with performing usual
activities.

You have no pain or discomfort.

You are not anxious or depressed.

State 2

FOLLOWED BY

Current health state

Choice B

Immediate death.
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Question 2 Ranking exercise

You will be handed some health states. When you have ranked
these states, please list them below in order of severity, starting

with the best at the top. You may rank them equally.
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Valuation exercise

You are going to be asked to make choices between the states of
health you have just ranked.

In the following exercises we would like you to imagine that you will
live for 36 months (3 years) in the health state described in the upper
box (Choice A), and then you will die.

Next we would like you to imagine that you will live in the health
state described in the lower box (Choice B), and then you will die.

We would like you to consider how many months in Choice B would

be equivalent to 36 months in Choice A. Please use the table on the

left-hand facing page.
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Question 3A

Please put a v against all cases where

choose Choice B.

Please put a X against all cases where

choose Choice A.

Please put a = against all cases where you cannot choose between Choice B

and Choice A.

If Choice A is worse than death, please answer Question 3B over the page.

you are CONFIDENT that you would

you are CONFIDENT that you would

Choice A Choice B
36 months O months
36 months 2 months
36 months 4 months
36 months 6 months
36 months 8 months
36 months 10 months
36 months 12 months
36 months 14 months
36 months 16 months
36 months 18 months
36 months 20 months
36 months 22 months
36 months 24 months
36 months 26 months
36 months 28 months
36 months 30 months
36 months 32 months
36 months 34 months
36 months 36 months
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Choice A

Chronic renal failure
You have to undergo dialysis, which means that a
machine takes over the role of the kidney. This involves
spending 3 hours in hospital 3 times a week.
Alternatively, you might do dialysis at home, in which
case you need a large storage space in which to keep all
the necessary materials. This method involves serious
restrictions on your lifestyle. For example, you have to
interrupt your normal daily activities to go on dialysis.
You also face restrictions on taking holidays.
You have restrictions on what you can eat and drink.
For example, you are able to drink only a very moderate
amount of alcohol. You are instructed to moderate your
intake of certain foods, such as bananas, cheese, milk,
and meat.
You feel tired and depressed for much of the time.

Choice B

Full health

You have no problems in walking about.
You have no problems with self-care.

You have no problems with performing usual
activities.

You have no pain or discomfort.

You are not anxious or depressed.
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Question 3B

Please put a v’ against all cases where you are CONFIDENT that you would

choose Choice B.

Please put a X against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a = against all cases where you cannot choose between Choice B

and Choice A.
Choice A Choice B
State 1 State 2
O months 36 months Immediate death
2 months 34 months Immediate death
4 months 32 months Immediate death
6 months 30 months Immediate death
8 months 28 months Immediate death
10 months 26 months Immediate death
12 months 24 months Immediate death
14 months 22 months Immediate death
16 months 20 months Immediate death
18 months 18 months Immediate death
20 months 16 months Immediate death
22 months 14 months Immediate death
24 months 12 months Immediate death
26 months 10 months Immediate death
28 months 8 months Immediate death
30 months 6 months Immediate death
32 months 4 months Immediate death
34 months 2 months Immediate death
36 months 0 months Immediate death
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Choice A
State 1

Full health

You have no problems in walking about.

You have no problems with self-care.

You have no problems with performing usual activities.
You have no pain or discomfort.

You are not anxious or depressed.

FOLLOWED BY
State 2

Chronic renal failure
You have to undergo dialysis, which means that a machine
takes over the role of the kidney. This involves spending 3
hours in hospital 3 times a week. Alternatively, you might do
dialysis at home, in which case you need a large storage
space in which to keep all the necessary materials. This
method involves serious restrictions on your lifestyle. For
example, you have to interrupt your normal daily activities to
go on dialysis. You also face restrictions on taking holidays.
You have restrictions on what you can eat and drink. For
example, you are able to drink only a very moderate amount
of alcohol. You are instructed to moderate your intake of
certain foods, such as bananas, cheese, milk, and meat.
You feel tired and depressed for much of the time.

Choice B

Immediate death.
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Question 4A

Please put a v’ against all cases where

choose Choice B.

Please put a X against all cases where

choose Choice A.

Please put a = against all cases where you cannot choose between Choice B

and Choice A.

If Choice A is worse than death, please answer Question 4B over the page.

you are CONFIDENT that you would

you are CONFIDENT that you would

Choice A Choice B

36 months 0 months

36 months 2 months

36 months 4 months

36 months 6 months

36 months 8 months

36 months 10 months
36 months 12 months
36 months 14 months
36 months 16 months
36 months 18 months
36 months 20 months
36 months 22 months
36 months 24 months
36 months 26 months
36 months 28 months
36 months 30 months
36 months 32 months
36 months 34 months
36 months 36 months

579




Choice A

Stroke
You have sensory loss, so that you no longer have a sense of touch.

You are also unaware of the positions of your affected limbs when
you are not looking at them.

You have significant loss of the ability to speak.

Your sight is affected, so that the affected eye is no longer able to
recognise familiar objects.

You have lost some control over your movements. This means that
the limbs on the affected side of the body seem clumsy, and no
longer do exactly what you want them to do.

You are subject to mood changes.

You are considerably more dependent on the help of others than
previously.

Choice B

Full health

You have no problems in walking about.

You have no problems with self-care.

You have no problems with performing usual activities.
You have no pain or discomfort.

You are not anxious or depressed.
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Question 4B

Please put a v’ against all cases where

choose Choice B.

Please put a X against all cases where

choose Choice A.

Please put a = against all cases where you cannot choose between Choice B

you are CONFIDENT that you would

you are CONFIDENT that you would

and Choice A.
Choice A Choice B
State 1 State 2
O months 36 months Immediate death
2 months 34 months Immediate death
4 months 32 months Immediate death
6 months 30 months Immediate death
8 months 28 months Immediate death
10 months 26 months Immediate death
12 months 24 months Immediate death
14 months 22 months Immediate death
16 months 20 months Immediate death
18 months 18 months Immediate death
20 months 16 months Immediate death
22 months 14 months Immediate death
24 months 12 months Immediate death
26 months 10 months Immediate death
28 months 8 months Immediate death
30 months 6 months Immediate death
32 months 4 months Immediate death
34 months 2 months Immediate death
36 months O months Immediate death
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Choice A
State 1

Full health

You have no problems in walking about.
You have no problems with self-care.
You have no problems with performing usual activities.

You have no pain or discomfort.

You are not anxious or depressed.

FOLLOWED BY
State 2

Stroke
You have sensory loss, so that you no longer have a sense of touch.
You are also unaware of the positions of your affected limbs when
you are not looking at them.
You have significant loss of the ability to speak.
Your sight is affected, so that the affected eye is no longer able to
recognise familiar objects.
You have lost some control over your movements. This means that
the limbs on the affected side of the body seem clumsy, and no
longer do exactly what you want them to do.
You are subject to mood changes.
You are considerably more dependent on the help of others than

previously.

Choice B

Immediate death.
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Question 5 Ranking exercise

You will be handed some health profiles. When you have
ranked these health profiles, please list them below in order of

severity, starting with the best at the top. You may rank them

equally.
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Valuation exercise

In the following exercises, the states of health in the lowest boxes
show the CERTAIN outcome of NOT having treatment (Choice B).
The states of health in the upper boxes show the UNCERTAIN
outcomes of having treatment (Choice A). These differ between
exercises. There are a range of chances of each outcome.

On the left-hand facing page, there are a range of numbers of
months. We are interested in the number of months in the certain
health state in the lowest box which you feel would be equivalent to
the risk described in the Choice A.

From now on, imagine that you yourself are in these states, and that

they would last for the rest of your life without change.

584



Question 6

Please put a v against all cases where you are CONFIDENT that you would
choose Choice B.

Please put a X against all cases where you are CONFIDENT that you would
choose Choice A.

Please put a = against all cases where you cannot choose between Choice B
and Choice A.

Choice A Choice B
24 months O months
24 months 2 months
24 months 4 months
24 months 6 months
24 months 8 months
24 months 10 months
24 months 12 months
24 months 14 months
24 months 16 months
24 months 18 months
24 months 20 months
24 months 22 months
24 months 24 months
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Choice A

There is a 2% chance that you will die immediately.

AND

There is a 98% chance that you will be in your current
heath state for 24 months and then you will die.

Choice B

There is a 100% chance that you will be in your
current health state for x months and then you will

die.
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Question 7A

Please put a v against all cases where you are CONFIDENT that you would
choose Choice B.

Please put a X against all cases where you are CONFIDENT that you would
choose Choice A.

Please put a = against all cases where you cannot choose between Choice B
and Choice A.

If Choice A is worse than death, please answer Question 7B over the page.

Choice A Choice B
36 months 0 months
36 months 2 months
36 months 4 months
36 months 6 months
36 months 8 months
36 months 10 months
36 months 12 months
36 months 14 months
36 months 16 months
36 months 18 months
36 months 20 months
36 months 22 months
36 months 24 months
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Question 7B

Please put a v against all cases where you are CONFIDENT that you would

choose Choice B.

Please put a X against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a = against all cases where you cannot choose between Choice B

and Choice A.
Choice A Choice B
State 1 State 2
0 months 36 months Immediate death
2 months 34 months Immediate death
4 months 32 months Immediate death
6 months 30 months Immediate death
8 months 28 months Immediate death
10 months 26 months Immediate death
12 months 24 months Immediate death
14 months 22 months Immediate death
16 months 20 months Immediate death
18 months 18 months Immediate death
20 months 16 months Immediate death
22 months 14 months Immediate death
24 months 12 months Immediate death
26 months 10 months Immediate death
28 months 8 months Immediate death
30 months 6 months Immediate death
32 months 4 months Immediate death
34 months 2 months Immediate death
36 months O months Immediate death

589




Choice A
State 1

Full health

You have no problems in walking about.
You have no problems with self-care.

You have no problems with performing usual
activities.

You have no pain or discomfort.

You are not anxious or depressed.

FOLLOWED BY

There is a 20% chance that you will die immediately.
AND

There is a 10% chance that you will suffer a chronic renal failure,
and this health state will last for 36 months (3 years) and then
you will die.
AND
There is a 10% chance that you will suffer a stroke, and this
health state will last for 36 months (3 years) and then you will die
AND
There is a 60% chance that you will be in your current heath state
for 36 months (3 years) and then you will die.

State 2

Choice B

Immediate death.
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Question 8

Please put a v’ against all cases where you are CONFIDENT that you would
choose Choice B.

Please put a X against all cases where you are CONFIDENT that you would
choose Choice A.

Please put a = against all cases where you cannot choose between Choice B
and Choice A.

Choice A Choice B
36 months O months
36 months 2 months
36 months 4 months
36 months 6 months
36 months 8 months
36 months 10 months
36 months 12 months
36 months 14 months
36 months 16 months
36 months 18 months
36 months 20 months
36 months 22 months
36 months 24 months
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Choice A

There is a 20% chance that you will die immediately.

AND
There is a 10% chance that you will suffer a chronic renal
failure, and this health state will last for 36 months (3 years) and
then you will die.

AND
There is a 10% chance that you will suffer a stroke, and this
health state will last for 36 months (3 years) and then you will
die.

AND
There is a 60% chance that you will be in your current heath
state for 36 months (3 years) and then you will die.

Choice B

There is a 2% chance that you will die immediately.

AND
There is a 98% chance that you will be in your current heath
state for x months and then you will die.
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Risk attitude questions

You are going to be asked some questions to see how you feel about

different levels of risk.

Choice A describes the chances that you will survive 36 months (3
years) or O months (i.e. die immediately). We ask you to consider the
risks, and weigh them up in your mind.

In the bottom box (Choice B), we would like you to fill in the number
of months of certain survival which you feel would be equivalent to

taking the chance described in Choice A.
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Question 9

Please put a v against all cases where you are CONFIDENT that you would
choose Choice B.

Please put a X against all cases where you are CONFIDENT that you would
choose Choice A.

Please put a = against all cases where you cannot choose between Choice B
and Choice A.

Choice A Choice B
36 months O months
36 months 2 months
36 months 4 months
36 months 6 months
36 months 8 months
36 months 10 months
36 months 12 months
36 months 14 months
36 months 16 months
36 months 18 months
36 months 20 months
36 months 22 months
36 months 24 months
36 months 26 months
36 months 28 months
36 months 30 months
36 months 32 months
36 months 34 months
36 months 36 months
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Choice A

There is a 25% chance that you will survive for 36 months (3
years) in your current state of health.

AND

There is a 75% chance that you will die immediately.

~ Choice B

months in my current state of health
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Question 10

Please put a v against all cases where you are CONFIDENT that you would
choose Choice B.

Please put a X against all cases where you are CONFIDENT that you would
choose Choice A.

Please put a = against all cases where you cannot choose between Choice B

and Choice A.

Choice A Choice B
36 months O months
36 months 2 months
36 months 4 months
36 months 6 months
36 months 8 months
36 months 10 months
36 months 12 months
36 months 14 months
36 months 16 months
36 months 18 months
36 months 20 months
36 months 22 months
36 months 24 months
36 months 26 months
36 months 28 months
36 months 30 months
36 months 32 months
36 months 34 months
36 months 36 months
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Choice A

There is a 50% chance that you will survive for 36 months
(3 years) in your current state of health.

AND

There is a 50% chance that you will die immediately.

Choice B

months in my current state of health
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Question 11

Please put a v against all cases where you are CONFIDENT that you would

choose Choice B.

Please put a X against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a = against all cases where you cannot choose between Choice B

and Choice A.

Choice A Choice B
36 months O months
36 months 2 months
36 months 4 months
36 months 6 months
36 months 8 months
36 months 10 months
36 months 12 months
36 months 14 months
36 months 16 months
36 months 18 months
36 months 20 months
36 months 22 months
36 months 24 months
36 months 26 months
36 months 28 months
36 months 30 months
36 months 32 months
36 months 34 months
36 months 36 months
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Choice A

There i‘s a 75% chance that you will survive for 36 months (3
years) in your current state of health.

AND

There is a 25% chance that you will die immediately.

Choice B

months in my current state of health
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Question 12 Time preference questions

The following questions involve periods of ill health and
excellent health occurring with certainty over 3 years, at the
end of which you will die. Note that these scenarios involve
periods of ill-health and of excellent health that will occur with
certainty. Thus if a period of ill-health is delayed this does not
influence the probability that you will suffer it. The ill-health
state referred to in each scenario has the following
characteristics:

You have some problems in walking about.

You have some problems washing and dressing yourself.
You have some problems with performing your usual
activities.

You have moderate pain or discomfort.

You are moderately anxious or depressed.

There are no right or wrong answers to the following questions.

We simply want to determine your preferences. Consider

scenarios A, B and C.

Scenario A

You will experience 3 months of excellent health, and then

spend x days in the health state described above. This will be

followed by another 33 months (2 years, 9 months) of excellent

health, which will be followed by death.

Scenario B

You will experience 12 months (1 year) of excellent health, and

then spend 14 days in the health state described above. This

will be followed by another 24 months (2 years) of excellent

health, which will be followed by death.

Scenario C

You will experience 2 years and 6 months of excellent health,

and then spend y days in the health state described above.

This will be followed another 6 months of excellent health,

which will be followed by death.

1. How long would x have to be for you to be indifferent between
scenarios A and B?

days

2. How long would y have to be for you to be indifferent between
scenarios B and C?

days
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COMMENTS

We would be very interested to know what you think of the issues
addressed in this questionnaire and the way they were presented. If
you have any comments, please use the space below.

We would like to take this opportunity to thank you for participating

in this survey.
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Proof of the equation by Miyamoto and Eraker (1985):

U(Cs0,Q) = (0.5)U(C00,Q)
U(C25,Q) = (0.25)U(C100,Q)

U(C75,Q) = (0.75)U(C00,Q)

Thus n/100 = U(C,,,Q)/U(C10,Q)

From Pliskin et al (1980) it follows that

n/100 = bC,"H(Q)/bC100'H(Q) = (Co/Y max)"

(1/1)In(n/100) = In(C/Y max)
least squares estimate of 1/r:
Est(1/r) = (X Xn Zn) / (T Xa?)

r=[Est(1/0)]" = Xu2) / (T Xn Zn)-

Table 8.A.1 Age and age at completion of education of respondents.

Mean | SD Median | IQR Min | Max
Age (years) 38.8 | 10.3 38.0 31-45.5 19 70
Age at completion of education 222 6.0 21.5 18-23.8 15 39

Table 8.A.2 Occupations of respondents (n = 60, because this information was missing

for one person).

Occupational category

N (%)

Manual (e.g. postman)

2 (3.3%)

Semi-skilled (e.g. secretary)

20 (32.8%)

Skilled (e.g. doctors, researchers)

37 (60.7%)

Other (e.g. retired)

1 (1.6%)
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Table 8.A.3 Exclusions.

ID 28

For the better than death question, she preferred 36 months in
EVAR to just 16 months in her current health. Yet for the
worse than death question she responded that she would rather
die immediately than have 24 months in full health followed
by 12 months of EVAR. Her EQ-5D state was 11111,

ID 29

She preferred 36 months with EVAR to 10 months in current
health, but in the worse than death question she stated that she
preferred immediate death to 30 months in full health followed
by 6 months of EVAR.

ID 33

For the better than death questions he preferred chronic renal
failure for 36 months to 34 months in full health, and 26
months with stroke to 2 months in full health. However, in the
worse than death questions, he preferred immediate death to
34 months in full health followed by 2 months with chronic
renal failure, and similarly for stroke.

ID 37

She stated that she would prefer 0 years in full health to 36
months with stroke, but left the worse than death question
blank.

ID 40

He stated preferences for 0 months in full health to 36 months
in current health, and 0 months in current health to 24 months
in BMT and 36 months in EVAR. However, he did not
respond to the worse than death questions. His EQ-5D health
state was 11111.

ID 47

Ticks and crosses appeared to be the wrong way around for
the health state valuations of current health, renal failure and
stroke. There were also wide ranges of indifference, making it
difficult to ascertain a score.

ID 53

The ticks and crosses were the wrong way around in the BMT
valuation (Q6) and Q8 (comparison of EVAR and BMT).
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Table 8.A.4 Non-convergent responses for health states.
Ranking TTO Difference between great
ranking non-convergencies
ID 1 FH>CH>DD>ST>CR FH>CH>DD>ST=CR ST-CR = 0.000
ID 2 FH=CH>CR>DD>ST FH>CH>CR>DD>ST FH-CH =0.028
ID3 CH>FH>CR>ST>DD FH>CH>CR=ST>DD FH-CH = 0.028
ID 4 FH>CH>DD>CR>ST FH>CH>DD>ST=CR ST-CR = 0.000
ID 5 FH>CH>CR>ST=DD FH=CH>CR>DD>ST DD-ST =0.972
ID 8 FH>CH>DD>ST>CR FH>CH>DD>CR>ST CR-ST=0.111
ID9 FH>CH>DD>ST>CR FH>CH>ST>DD>CR ST-DD =0.194
ID 11 FH>CH>CR>ST>DD FH>CH=CR=ST>DD CH-ST = 0.000
ID 12 FH>CH>CR>ST>DD FH>CH=CR>ST>DD CH-CR =0.000
ID 13 CH>FH>CR>DD>ST FH>CH=CR=ST>DD ST-DD =0.972
ID 14 FH=CH>CR>DD>ST FH>CH>CR>DD>ST DD-ST=0.917
ID 15 CH>FH>ST>CR>DD FH=CH>DD>CR=ST DD-ST = 0.972
ID 16 CH>FH>DD>CR>ST FH=CH>DD>CR=ST CR-ST =0.000
ID 24 FH=CH>ST>CR>DD FH=CH>CR>ST>DD CR-ST = 0.055
ID 25 FH>CH>CR>ST>DD FH>CH=CR>DD>ST DD-ST = 0.694
ID 26 FH>CH>CR>ST>DD FH>CH>CR=ST>DD CR-ST =0.000
ID 27 FH>CR>ST>CH>DD FH>CR=ST>CH>DD CR-ST =0.000
ID 32 FH=CH>ST>CR>DD FH>CR>CH>ST>DD CR-ST = 0.445
| ID 34 FH>CH>ST>CR>DD FH=CH>DD>CR>ST DD-ST =0.972
ID 35 FH=CH>ST>CR>DD FH>CH>CR>ST>DD CR-ST=0.112
| ID 36 FH>CH>CR>ST>DD FH>CH=CR>ST>DD CH-CR =0.000
ID 38 FH=CH>CR>ST=DD FH=CH>CR>ST>DD ST-DD =0.722
ID39 | FH>CH>CR>ST>DD FH=CH>ST>CR>DD | ST-CR =0.166
1D 45 FH=CH>CR>ST>DD FH>CR>ST>CH>DD CR-CH =04+
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ID 46 FH>CH>CR>ST=DD FH=CH>CR>ST=DD FH-CH = 0.000
ID 48 FH>CH>CR>ST=DD FH>CH>CR>DD>ST DD-ST =0.194
ID 50 FH>CH>CR>ST>DD FH=CH>CR>ST>DD FH=CH = 0.000
ID 51 FH>CH>CR>ST>DD FH=CH>CR>DD>ST DD-ST =0.972
ID 52 FH=CH>CR>ST>DD FH=CH>CR>DD>ST DD-ST =0.861
ID 54 FH>CH>CR=ST>DD FH=CH>CR>ST>DD FH-CH = 0.000
ID 55 FH=CH>CR>ST>DD FH=CH>CR=ST>DD CR-ST =0.000
ID 57 FH>CH>CR>ST>DD FH=CH>ST>CR>DD ST-CR =0.083
ID 58 FH=CH>CR>ST>DD FH>CH>DD>CR=ST DD-CR =0.972
ID 59 FH>CH>ST>CR>DD FH=CH>ST>CR>DD FH-CH = 0.000
ID 60 FH>CH>CR>ST>DD FH>CH>CR=ST>DD CR-ST = 0.000
ID 61 FH=CH>CR>ST>DD FH=CH>CR>DD>ST DD-ST = 0.806
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['T’able 8.A.5 Non-convergent responses for scenarios.

\

betwe / /

\

[ Ranking Holistic chained Difference between | QALY Difference
greatest re.mking non- greatest ranking nf
| convergencies convergences
ID 1 FH>BMT>EVAR>DD FH>BMT=EVAR>DD BMT-EVAR = 0.00
ID3 FH>EVAR>BMT>DD FH>BMT>EVAR>DD BMT-EVAR = 0.47
ID 4 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT = (.97
ID 6 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT = 1.95 FH>EVAR>BMT>DD EVAR-BMT = 0.93
ID 7 FH>BMT>EVAR>DD FH>BMT=EVAR>DD BMT-EVAR = 0.00
ID 8 FH>BMT>EVAR>DD { FH>BMT=EVAR>DD BMT-EVAR = (.00
ID 10 FH>BMT>EVAR>DD FH>BMT=EVAR>DD BMT-EVAR =0.00
ID 11 FH>BMT>EVAR>DD | FH>BMT=EVAR>DD | BMT-EVAR =0.00 FH>EVAR>BMT>DD EVAR-BMT =5.13
ID 12 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT = 1.93
ID 13 FH>BMT>EVAR>DD FH>BMT=EVAR>DD BMT-EVAR = 0.00 FH>EVAR>BMT>DD EVAR-BMT =5.13
ID 15 FH>EVAR>BMT>DD B FH>BMT>EVAR>DD BMT-EVAR = 8.92
ID 16 FH>BMT>EVAR>DD FH>BMT=EVAR>DD BMT-EVAR = 0.00
ID 17 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT = | .48
ID 18 FH>EVAR>BMT>DD FH>BMT>EVAR>DD BMT-EVAR = 6.00
ID19 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT = [.00 FH>EVAR>BMT>DD EVAR-BMT = 1.08
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[fD 20 [ FH>BMT>EVAR>DD B FH>EVAR>BMT>DQAW\ LV AR-IIM U :\ 6% ‘
hD 21 FH>BMT>EVAR>DD B FH>EVAR>BMT>DD EVAR-BMT =2.28 /‘
ID 22 FH>BMT>EVAR>DD FH>BMT=EVAR>DD BMT-EVAR = 0.00 FH>EVAR>BMT>DD EVAR-BMT = 1.18
ID 23 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT = 1.08
ID 26 FH>BMT>EVAR>DD FH>BMT=EVAR>DD BMT-EVAR = 0.00 FH>EVAR>BMT>DD EVAR-BMT = 2.72;
ID 30 FH>BMT>DD>EVAR | FH>BMT>EVAR>DD EVAR-DD =11.00 FH>BMT>EVAR>DD EVAR-DD = 19.80 ;\
ID 31 FH>BMT>EVAR>DD ) FH>EVAR>BMT>DD EVAR-BMT =2.00 K
ID 32 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT =2.97
1D 34 FH>BMT>DD>EVAR FH>BMT>EVAR>DD EVAR-DD =16.00 FH>BMT>EVAR>DD EVAR-DD = 16.80
ID 35 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT = 6.80 )
ID 36 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT = 1.49
ID 38 FH>BMT>EVAR>DD FH>BMT=EVAR>DD BMT-EVAR =0.00 FH>EVAR>BMT>DD EVAR-BMT = 3.68
ID 39 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT = 6.00 FH>EVAR>BMT>DD EVAR-BMT = (.88
ID 41 FH>BMT>EVAR>DD FH>BMT=EVAR>DD BMT-EVAR = 0.00
ID 42 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT = 0.97 FH>EVAR>BMT>DD EVAR-BMT = 3.33
ID 43 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT = 1.73
ID 44 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT = 2.00 FH>EVAR>BMT>DD EVAR-BM'| =338
ID 45 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BM'T =4 84
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A

K ;L) Zs B / FI-BMT>EVAR>DD B FH>EVAR>BM7T;1)";; j \-‘;/\R-\xM v - 0.78 ‘
ID 48 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT =2.84

| ID 49 FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT = 0.97 FH>EVAR>BMT>DD | EVAR-BMT =2.73

ID 50 FH>BMT>EVAR>DD FH>EVAR>BMT>DD | EVAR-BMT = 3.38

ID 52 FH>BMT>EVAR>DD | FH>BMT=EVAR>DD BMT-EVAR = 0.00 ] )

ID 54 FH>BMT=EVAR>DD . FH>EVAR>BMT>DD | EVAR-BMT =508
ID 55 FH>BMT>EVAR>DD FH>BMT=EVAR>DD BMT-EVAR = 0.00 FH>EVAR>BMT>DD | EVAR-BMT =5.08 .
ID56 | FH>BMT>EVAR>DD FH>EVAR>BMT>DD EVAR-BMT = 4.00

ID 57 FH>BMT>EVAR>DD . FH>EVAR>BMT>DD | EVAR-BMT =2.78

ID 59 FH>BMT>EVAR>DD FH>EVAR>BMT>DD | EVAR-BMT = 3.38

ID 60 FH>BMT>EVAR>DD FH>BMT=EVAR>DD BMT-EVAR = 0.00 FH>EVAR>BMT>DD | EVAR-BMT =2.79
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Table 8.A.6 Respondents’ comments.

D Comments

11 Hard!
Difficult to understand....imagine
OK if you’re fit and healthy — not so for people who are a bit muddled or in pain.
Fun (in a way) for us to do.

12 Av.Bchoices 1,3,5,4,6,7,8,9, 10, 11 v. hard to understand.

13 The months trade off needs a lot of mental arithmetic which I found hard to work
out in my head (sorry durr!).

Hard to do as a well person — may be more risk averse.

16 I would not expect anyone to complete this questionnaire — far too complex for
what will probably be inaccurate outcomes...

17 The scenarios are quite clear and described well. It is very difficult to decide
between Choice A and Choice B and not clear how to fill it out — it gets very
confusing.

18 Examples of the choices made e.g. (A) 24 months v. 36 months (B) would have
been helpful at the beginning.

Cover sheet outlining the aim + objectives of the project would have given me a
context for answering the qu’s.

20 Quite difficult to complete. Very difficult for patients to complete.

21 Once done first few questions, became easier to answer similar questions as
understood the style more.

26 Short life expectancy difficult to imagine for healthy people.

28 Difficult to answer with any degree of certainty. Increasingly, I answered in
arbitrary sense — divisions seemed meaningless and I just answered quickly — as |
simply couldn’t make distinctions. Made my head hurt!

Answered a very similar questionnaire (pilot I think) also from H.Ec.

Issues — many people have a good quality of life with these conditions and would
possible always choose life. Without some context to this I feel my decisions here
are not ‘informed’.

29 | Far too complex without some kind of simple preamble + introduction to the idea
of the tables, preferably face to face.

Better to have instructions on the same page as the question.
Health states in envelopes were user friendly.
38 The scenarios are difficult to imagine and therefore I would think that my
- responses would differ each time you asked me.
39 I was a little confused by the questions at times but the explanations helped. The
- issues are interesting to think about. |
44 | It was very interesting to consider the issues raised but I am not sure that it is very

meaningful to a person who is in full health who has never been faced with any
major health issues.
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My definition of what constitutes “some” problems will be very different to
somebody who has experienced illness either directly or indirectly (e.g. caring).

I am quite confident that how I would actually react if faced with any of these
situations would be very different to how I think I would react. The valuation of
health states is so relative that I cannot even guess how I would feel.

45

I think there is an absolutely fundamental problem with hypothetical questions
like this.

Although it would be much more difficult to achieve methodologically, I'd
suggest that questioning people on the basis of real choices which they have made.
or are making, would have much more validity. Esp. re stroke, renal failure etc.
If you are interested in the risk perceptions of reasonably healthy people, then
perhaps different scenarios/options would be helpful. We all calculate risk every
day — food/exercise/spots/driving/substance abuse etc., as well as re health
treatments... Using diary data e.g. would reflect these real choices...

47

V. difficult — too much like maths! —i.e. x, y, etc.

The choice boxes could have the descriptions in column A & column B at top of

box, instead of on a separate page — this could make it easier to visualize &
understand.

48

Sometimes found the layout a little confusing — might have been better to have
choices above month boxes.

57

I find it very difficult to imagine ill health states and death especially because | am
in good health. Even when I think about ill health such as moderate anxiety and
depression I always think I could alleviate the symptoms through herbal remedies.

60

Whilst I appreciate the questions, I hope it will be understood that this can at best
only describe a hypothetical situation under personal circumstances that might
change. In addition, personal preferences might change.
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Comparing health processes

You are going to be asked to make a comparison between two processes of health care.

In the following exercise we would like you to imagine experiencing the health processes

described. Then indicate on the scale how good or bad the processes are in your

opinion.
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Question 5

Sclerotherapy

You will go to clinic and receive injections into your
varicose veins. Each injected area will be covered with a
pad, and a tight stocking will be put on your leg and left
on for 48 hours. During these 48 hours, you are advised:

e to walk around regularly

e to do most of your usual activities, including light
sports

e to avoid standing still or sitting with your affected
foot on the floor for more than half an hour

e to avoid particularly strenuous activities which may
result in the stocking or pads moving out of place

e to avoid having a bath or a shower and other
activities which would get the stocking wet

e to take leave of absence from your job

Your legs may feel inflamed, swollen and painful for a
week after the injections.

Surgery

You will go into hospital for surgery. It will be done under
general anaesthetic. You will go home the same day. You are
advised over the next 10 to 14 days:

e to avoid standing still or sitting with your affected foot
on the floor for more than half an hour, to avoid having
a bath or a shower, to avoid particularly strenuous
activities, and to avoid driving

e to take short walks at frequent intervals, to participate
in most of your usual activities, and to wear support
stockings

You may feel tired for the next week, and you may need
plenty of rest for the next few days.

Your legs may have large bruises initially, and the scars may
remain noticeable for a few months. Your legs may feel
painful for 2 weeks after surgery.

You are advised to take leave of absence from your job for 3
to 6 weeks
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To help people say how good or bad the
above process are, we have drawn a scale
(rather like a thermometer) on which the best
state you can imagine is marked by 100 and
death is marked by 0.

We would like you to indicate on this scale
how good or bad the above processes are in
your opinion. Please do this by drawing a
line from the boxes beside the scale to
whichever point on the scale indicates how
good or bad the process is.

If you consider one or both of the above
processes to be worse than death, please draw
the line to the “worse than death” point at the
bottom of the scale.

Surgery
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Valuing health profiles

In the following exercises, the left-hand boxes show the process and outcomes of having

treatment (Choice A).
The box on the right-hand side describes full health (Choice B).

We would like you to consider how many years in Choice B would be equivalent to the

events described in the Choice A.
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Practice question

Choice A Choice B

Severe varicose veins for 6 months

v

Surgery
You will go into hospital for surgery. It will be done under

general anaesthetic. You will go home the same day. You are
advised over the next 10 to 14 days:

e to avoid standing still or sitting with your affected foot
on the floor for more than half an hour, to avoid having
a bath or a shower, to avoid particularly strenuous
activities, and to avoid driving Full health

e to take short walks at frequent intervals, to participate
in most of your usual activities, and to wear support
stockings

You may feel tired for the next week, and you may need
plenty of rest for the next few days.

Your legs may have large bruises initially, and the scars may
remain noticeable for a few months. Your legs may feel
painful for 2 weeks after surgery.

You are advised to take leave of absence from your job for 3
to 6 weeks

v

\ Moderate varicose veins for 19 years and 6 months
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Please put an “A” against all cases where you are CONFIDENT that you would
choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose
Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years




wulrsuovn v

Choice A

Moderate varicose veins for 6 months

7

Choice B

Sclerotherapy

You will go to clinic and receive injections into your
varicose veins. Each injected area will be covered with a
pad, and a tight stocking will be put on your leg and left
on for 48 hours. During these 48 hours, you are advised:

to walk around regularly

to do most of your usual activities, including light
sports

to avoid standing still or sitting with your affected
foot on the floor for more than half an hour

to avoid particularly strenuous activities which may
result in the stocking or pads moving out of place

to avoid having a bath or a shower and other
activities which would get the stocking wet

to take leave of absence from your job

Your legs may feel inflamed, swollen and painful for a
week after the injections.

Full health

L

\

Mild varicose veins for 19 years and 6 months
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Question 7 .
Choice A Choice B

Moderate varicose veins for 6 months

v

Sclerotherapy

You will go to clinic and receive injections into your
varicose veins. Each injected area will be covered with a
pad, and a tight stocking will be put on your leg and left
on for 48 hours. During these 48 hours, you are advised:

e to walk around regularly

e to do most of your usual activities, including light

sports Full health

e to avoid standing still or sitting with your affected
foot on the floor for more than half an hour

e to avoid particularly strenuous activities which may
result in the stocking or pads moving out of place

e to avoid having a bath or a shower and other
activities which would get the stocking wet

e to take leave of absence from your job

Your legs may feel inflamed, swollen and painful for a
week after the injections.

v

Moderate varicose veins for 19 years and 6 months
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Question 8 Choice A

Moderate varicose veins for 6
months

v

Surgery

You will go into hospital for surgery. It will be done under
general anaesthetic. You will go home the same day. You are
advised over the next 10 to 14 days:

e to avoid standing still or sitting with your affected foot
on the floor for more than half an hour, to avoid having a
bath or a shower, to avoid particularly strenuous
activities, and to avoid driving

e to take short walks at frequent intervals, to participate in
most of your usual activities, and to wear support
stockings

You may feel tired for the next week, and you may need plenty
of rest for the next few days.

Your legs may have large bruises initially, and the scars may
remain noticeable for a few months. Your legs may feel
painful for 2 weeks after surgery.

You are advised to take leave of absence from your job for 3 to
6 weeks

2

K Mild varicose veins for 19 years and 6 months

Choice B

Full health
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Question 9
Choice A

Moderate varicose veins for 6 months

7

Surgery

You will go into hospital for surgery. It will be done under
general anaesthetic. You will go home the same day. You are
advised over the next 10 to 14 days:

e to avoid standing still or sitting with your affected foot
on the floor for more than half an hour, to avoid having a
bath or a shower, to avoid particularly strenuous
activities, and to avoid driving

e to take short walks at frequent intervals, to participate in
most of your usual activities, and to wear support
stockings

You may feel tired for the next week, and you may need plenty
of rest for the next few days.

Your legs may have large bruises initially, and the scars may
remain noticeable for a few months. Your legs may feel
painful for 2 weeks after surgery.

You are advised to take leave of absence from your job for 3 to
6 weeks

7

\ Moderate varicose veins for 19 years and 6 months

Choice B

Full health
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Question 10
Choice A Choice B

Severe varicose veins for 6
months

v

Surgery

You will go into hospital for surgery. It will be done under
general anaesthetic. You will go home the same day. You are
advised over the next 10 to 14 days:

e to avoid standing still or sitting with your affected foot
on the floor for more than half an hour, to avoid having a Full health
bath or a shower, to avoid particularly strenuous
activities, and to avoid driving

e to take short walks at frequent intervals, to participate in
most of your usual activities, and to wear support
stockings

You may feel tired for the next week, and you may need plenty
- of rest for the next few days.

Your legs may have large bruises initially, and the scars may
remain noticeable for a few months. Your legs may feel
painful for 2 weeks after surgery.

You are advised to take leave of absence from your job for 3 to

6 weeks

L
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Please Note That The Next Question Contains Some Risk In Choice A

532



Question 11 Choice A Choice B

Moderate varicose veins for 6 months

v

Sclerotherapy

You will go to clinic and receive injections into your
varicose veins. Each injected area will be covered with a
pad, and a tight stocking will be put on your leg and left
on for 48 hours. During these 48 hours, you are advised:

e to walk around regularly

e to do most of your usual activities, including light

sports
Full health

e to avoid standing still or sitting with your affected
foot on the floor for more than half an hour

e to avoid particularly strenuous activities which may
result in the stocking or pads moving out of place

e to avoid having a bath or a shower and other
activities which would get the stocking wet

e to take leave of absence from your job

Your legs may feel inflamed, swollen and painful for a
week after the injections.

v

Mild varicose veins for 19 years and 6 months.

But you have a 75% chance of your veins returning to the
moderate state in the next 19 years and 6 months.
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Please put an “A” against all cases where you are CONFIDENT that you would

choose Choice A.

Please put a “B” against all cases where you are CONFIDENT that you would choose

Choice B.

Please put an “=” against all cases where you cannot choose between Choice A and

Choice B.
Choice A Choice B
20 years O years
20 years 2 years
20 years 4 years
20 years 6 years
20 years 8 years
20 years 10 years
20 years 12 years
20 years 14 years
20 years 16 years
20 years 18 years
20 years 20 years
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Choice B

Question 12 Choice A
Moderate varicose veins for 6 months
W
Surgery

You will go into hospital for surgery. It will be done under
general anaesthetic. You have a 1 in 10,000 chance of dying
under the anaesthetic. (This is similar to the risk of having
a fatal road accident in a year.) If successful, you will go
home the same day. You are advised over the next 10 to 14
days:

e to avoid standing still or sitting with your affected foot
on the floor for more than half an hour, to avoid having a
bath or a shower, to avoid particularly strenuous
activities, and to avoid driving

e to take short walks at frequent intervals, to participate in
most of your usual activities, and to wear support
stockings

You may feel tired for the next week, and you may need plenty
of rest for the next few days.

Your legs may have large bruises initially, and the scars may
remain noticeable for a few months. Your legs may feel
painful for 2 weeks after surgery.

You are advised to take leave of absence from your job for 3 to
| 6 weeks

L

Mild varicose veins for 19 years and 6 months.

But you have a 20% chance of your veins returning to the
~moderate state in the next 19 years and 6 months.

Full health
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