The ‘Views, experiences, and challenges of having
colonoscopy check-up questionnaire': Summary of results

Characteristics of the 231 participants

Age, years Sex CaPP3 site

London
16%

Birmingham
34%

Manchester
26%

Colonoscopy check-up characteristics
“‘How often are you recommended
to have colonoscopy check-up?
Every ...”

“What type of sedation do
you usually have for your
colonoscopy check-up?”

18
months

“Which bowel prep did you
9%

No sedation
use for your most recent 20%
colonoscopy check-up?”

Mild sedation
74%

Picolax
14%

Moviprep
66%
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“What happened to your colonoscopy check-up during the COVID-19 pandemic?”

My colonoscopy check-up was due during this time, but | didn’t receive a
notification telling me when it would be or if it was cancelled or postponed

| was told that my colonoscopy check-up was cancelled or postponed | 7

| was given a colonoscopy check-up appointment which | attended 47

| was given a colonoscopy check-up appointment which | cancelled,
postponed, or did not attend

| initially wasn’t given a colonoscopy check-up appointment but | got one

after chasing up with the hospital 16

| was invited to do a FIT as an alternative to colonoscopy | 6
My colonoscopy check-up wasn’t due during this time 10
| attended a colonoscopy check-up appointment and was offered a FIT |4

Other, not sure, or missing |3

0 Proportion of responses (%) 100

“Has your colonoscopy check-up ever been delayed by over 6 months for reasons
not related to the COVID-19 pandemic?”

No 65
Yes, because the hospital didn’t book a colonoscopy check-up 14
appointment for me
Yes, because the hospital cancelled my colonoscopy check-up
appointment and didn’t rebook it promptly 2
Yes, because of delays at the hospital | 6
Yes, because | was having treatment for cancer f
Yes, because | was pregnant or breastfeeding (
Yes, after | had a hysterectomy h
Yes, for other or unknown reasons |3
Not sure or missing | 7
0 Proportion of responses (%) 100
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“Please indicate how much you disagree or agree with each statement below.”

Thoughts / feelings about bowel cancer and living with Lynch syndrome

I’'m at risk of getting bowel cancer in the future 82 I
I’'m more likely than the average person of my age and sex to get 82 !
bowel cancer

| worry about getting bowel cancer

o 3 I
Bowel cancer has serious consequences

I'd do anything | can to help prevent myself getting bowel cancer

78 2

| don’t want my life to revolve around Lynch syndrome 14 - 64 i
| want my life to be as normal as possible 86 i
Proportion of responses (%) 100

m Strongly disagree = Slightly disagree = Neither disagree nor agree m Slightly agree = Strongly agree = Missing

The need for and benefit of colonoscopy check-up

Having colonoscopy check-up ... L
... will give me peace of mind - 88 I
... can help prevent bowel cancer by finding and removing polyps - 94
... can help find bowel cancer early nl 95 i
... can lower my chances of dying from bowel cancer 3- 92
... Is an important thing for me to do nl 94 i
... Is unnecessary if | don’t have any symptoms 3 3.2

... is unnecessary if | do other things such as take aspirin or exercise

regularly
I's unclear to me why having colonoscopy check-up is important 22|2i
Having to go for regular colonoscopy check-ups can feel like a heavy burden
on my life 16 & _ 2

0 Proportion of responses (%) 100
m Strongly disagree  Slightly disagree = Neither disagree nor agree m Slightly agree = Strongly agree = Missing
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Support from loved ones and their attitudes towards colonoscopies / bowel issues

Having more emotional support from those close to me would make it 6 40 25
easier to have colonoscopy check-up (e.g., encouragement)

Having more practical support from those close to me would make it easier 6 33 26
to have colonoscopy check-up (e.g., lifts home from hospital)
Among those close to me, there are negative feelings about colonoscopies 7 10 3
or bowel issues (e.g., awkwardness, disapproval)

Among those close to me, it's inappropriate, uncomfortable, or 8 9 >
embarrassing to talk about colonoscopies or bowel issues

! Proportion of responses (%
: p p (%) 100

u Strongly disagree Slightly disagree Neither disagree nor agree  m Slightly agree Strongly agree = Missing

Experience at most recent colonoscopy check-up appointment

| felt supported by the healthcare staff who were involved on the day with my -

appointment 89
| felt confident | could ask questions or raise concerns 2- 84
| felt confident the person performing the colonoscopy knew what they were doing 3- 88
The person performing the colonoscopy did their best to put me at ease 223 - 86
The other healthcare staff involved with my appointment did their best to put me at - 91
ease
| was happy with the way the colonoscopy results were explained to me at the
appointment 23 - e
| was happy with the way | received the biopsy results after my appointment 2 13 - 57 -
| was happy with the time frame in which | received the biopsy results after my
appointment 12 [ON 55 o7
Overall, | was satisfied with my experience 21- 83 ﬂ
T .
0 Proportion of responses (%) 100

m Strongly disagree © Slightly disagree = Neither disagree nor agree m Slightly agree = Strongly agree = Missing
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The bowel prep process

| feel anxious when | think about the bowel prep process 11 - 1 _ 30
The bowel prep instructions can be difficult to follow 41 25 17 AN 31
I've been given impractical/unfeasible bowel prep instructions in the past 52 - 1 - 8 l
The bowel prep process itself is impractical/unfeasible 32 - 21 _ 13 I
| have trouble drinking the laxative solution because of the taste 13 [8 o9 _ 28 2
| have trouble drinking the laxative solution because of the volume of liquid 15 - 12 _ 27 2

| have trouble drinking the laxative solution because it makes me feel/be sick 20 [ 15 15 [zEmem 25 2
| have trouble following the diet restrictions before a colonoscopy 48 _ 18 -SI

| worry that the bowel prep might not be effective in properly clearing my bowel 23 - 15 _ 19
0 Proportion of responses (%) 100

Strongly disagree m Slightly disagree = Neither disagree nor agree = Slightly agree = Strongly agree = Missing

The colonoscopy procedure and results

| feel anxious when | think about having a colonoscopy 18 _ 13 _ 22
| worry about the results | might get | 8 . 17 _ 28
My body doesn’t handle having a colonoscopy well
(e.g., because of a health condition, past surgery, age) “~ - s - 19
| often find it physically uncomfortable to have a colonoscopy 14 - 13 _ 25 I
| often find it painful to have a colonoscopy 21 16 _ 23 I

| feel uncomfortable about having a colonoscopy when | can’t
) - 71 16 3
choose if a woman or a man performs it

0 Proportion of responses (%) 100

Strongly disagree = Slightly disagree = Neither disagree nor agree m Slightly agree = Strongly agree = Missing
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Colonoscopy_check-up appointments

| don’t know who to contact to book, or speak to about, my colonoscopy
check-up appointments 37 18 13 - 16 1

Booking a colonoscopy check-up appointment can be time-consuming or

difficult 42 13 19 N 10 2

| often find that I’'m not booked in for a colonoscopy check-up appointment

on time when I’'m due one 31 L 18 _ 13 1

v been hen colnoscon) ek spporiments it e tne d s B o
My colonoscopy check-;fsi%%o::;tﬁmcznkt)? Tr?:i gssirtwalcancelled and rebooked 62 14 12 - 31
Weekend appointments for Cfi):gir:gcsjc;v;;)h:gﬁi(t:;(-up are not available or have 27 8 44 - 10 4

There isn’t an on(l:icr:lz sg:;ir;yvir;:gzkljznasgoii:i% t::tts shows my future 7 5 23 - 51 3
0 Proportion of responses (%) 100

Strongly disagree = Slightly disagree = Neither disagree nor agree m Slightly agree = Strongly agree = Missing

Travel, time, and costs associated with having_colonoscopy_check-up

Getting to and from a hospital for a colonoscopy takes a long time
or requires travelling a long way 2 12 12 - ° |
Getting to and from a hospital for a colonoscopy is challenging
because of limited public transport i : 20 . B <

Getting to and from a hospital for a colonoscopy is challenging
because it can be difficult to find someone to give me a lift S i1 iz - 6 N

It's difficult for me to take time away from work for the bowel prep

and colonoscopy 50 13 18 -3 3

It's difficult for me to take time away from caring responsibilities for
the bowel prep and colonoscopy o2 Ll e .3 L0
It's financially difficult for me to have colonoscopy check-up 65 9 16 I2 4
(e.g., time not working, hospital travel costs)
0 Proportion of responses (%) 100

Strongly disagree = Slightly disagree = Neither disagree nor agree m Slightly agree = Strongly agree = Missing
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Coordination of colonoscopy check-up and past experiences

17. 25
- [« I -
51 -11-12|
. W* NI

0 Proportion of responses (%)
Neither disagree nor agree = Slightly agree

The healthcare staff involved in my colonoscopy check-up often
change from one appointment to the next

| don’t know who is responsible for managing and coordinating my
colonoscopy check-up

I've had a negative or unsatisfactory experience with colonoscopy
check-up in the past

A family member has had a negative or unsatisfactory experience
with colonoscopy check-up in the past

100

Strongly disagree m Slightly disagree Strongly agree = Missing

Overall care

| haven’t been given the name of a healthcare professional who looks
after my overall care needs

Overall, there’s a lack of effective communication between different
healthcare staff involved in my care

| haven't received enough information or advice related to my Lynch
syndrome diagnosis

Different healthcare staff give me different information or advice
related to my Lynch syndrome diagnosis

Overall, | don’t receive enough support from healthcare staff

Overall, the healthcare staff involved in my care don’t know enough
about Lynch syndrome

| don’t have enough opportunities to hear from or talk to other people
living with Lynch syndrome

29 119
53 16 10 [ s

46 72

48 o187

Strongly disagree m Slightly disagree

0

Neither disagree nor agree m Slightly agree

Proportion of responses (%) 100

Strongly agree = Missing
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“Which of the statements (shown on pages 3-7 of this summary) represent the biggest
challenges for you in having colonoscopy check-up? Please choose a maximum of 4.”

The 10 biggest challenges

1. | have trouble drinking the laxative solution because of the taste 56

=2. | worry about the results | might get | EEEESI——

=2. | have trouble drinking the laxative solution because of the volume of 45

liquid

3. | feel anxious when | think about having a colonoscopy 37
4. | feel anxious when | think about the bowel prep process 88

5. | often find it painful to have a colonoscopy 32

6. | worry that the bowel prep might not be effective in properly clearing my

bowel 50

7. There isn't an online system which | can log into that shows my future

colonoscopy check-up appointments —

8. | have trouble drinking the laxative solution because it makes me feel/be 24
sick
9. | don't know who to contact to book, or speak to about, my colonoscopy

check-up appointments

bowel prep
results

o . colonoscopy
=10. | often find it physically uncomfortable to have a colonoscopy 22 = appointments

23

=10. | often find that I'm not booked in for a colonoscopy check-up

appointment on time when I'm due one o

0 Number of times the 60

statement was selected”
*Two statements were both ranked as the second biggest challenge because they both had 45 selections.

Two statements were both ranked as the tenth biggest challenge because they both had 22 selections.

When we looked at all questionnaire responses together, the following key areas
for improvement and further research stood out:

EEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEY EEEEEEEEEEEEEEEEEEEEEEEEEEEEEEEE
= Make bowel prep more tolerable = Support with managing appointments
. Better tasting, smaller volume of liquid = . Online system showing appointments
. Allow individuals to choose the brand of E « Clear point of contact

bowel prep that works best for them? A EEEEEEEEEEEEEEEEEEEEEEEEEEEEEE

= Worry about results

. Investigate ways to support individuals who are
experiencing worry about their results, or who might
avoid getting a colonoscopy because of this worry

E Minimise pain, discomfort, and anxiety of having a

= colonoscopy

« Careful consideration of individuals’ characteristics,
past experiences, and preferences

. Supportive and empathetic bedside manner

. Colonoscopy performed with care

= There is a need for a nationwide study of the views
= and experiences of having colonoscopy check-up

E under the Lynch syndrome-Bowel Cancer Screening
= Programme, involving individuals from across the UK
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