Section 10

Advice to others in the future: The benefit of hindsight
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Section 10: Advice to others in the future
Anything participants wish they had known earlier

In the structured interview, participants were asked if there was anything they wish they had known earlier. The
most common responses were that participants wished they had known what to expect from their condition (e.g.
symptoms, side effects of medication) (n=11, 22.45%), and they wished they had known to be more assertive in
relation to understanding treatment options and discussions about treatment (n=11, 22.45%). Other themes
included participants described that there is nothing that they wished they new earlier (satisfied) (n=9, 18.37%),
and wished they had know the early signs and symptoms of the condition (n=7, 14.29%).

Aspect of care or treatment they would change

In the structured interview, participants were asked if there was any aspect of their care or treatment they would
change. The most common theme was that they would have liked more time and personalised attention with
specialists (n=10, 20.41%). There were 8 participants (16.33%) who would not change any aspect of treatment or
care without giving a reason, and 8 participants (16.33%) who would not change any aspect of treatment or care
because they were satisfied with care and treatment received. Other participants would have liked to have had a
better understanding of their condition (n=6, 12.24%), and would have liked more support for side effects of
treatment (n=5, 10.20%).
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Anything participants wish they had known earlier

In the structured interview, participants were asked if
there was anything they wish they had known earlier.
The most common responses were that participants
wished they had known what to expect from their
condition (e.g. symptoms, side effects of medication)
(n=11, 22.45%), and they wished they had known to be
more assertive in relation to understanding treatment
options and discussions about treatment (n=11,
22.45%). Other themes included participants described
that there is nothing that they wished they new earlier
(satisfied) (n=9, 18.37%), and wished they had know
the early signs and symptoms of the condition (n=7,
14.29%).

Participant wishes they had known what to expect
from their condition (e.g. symptoms, side effects of
medication)

Participant wishes they had known to be more
assertive in relation to understanding treatment
options and discussions about treatment
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good at what they do. But | only see, you know, only
do bladders, only do kidney stones or whatever might
be one to get really good at that. But the public system
have really broad robust surgeons have to deal with a
lot more.

Participant 017_2022AUBLC

Well, I would like to have probably more information
on bladder cancer. So that I did get leaflets. But, you
know, let's face it, we don't really read as much as we
should do. So, you know, | mean, before we did the
operation for you know, | would like to have a clearer
idea, you know, what if I did have a choice? Basically,
I do feel as though I didn't have a choice, you know?
Yeah. If you don't do this, then that's, you know,
there's no other alternative or whatever, you know.
So I wont say | was railroaded into it. But I, you know,
it's it's afterwards you think, well, | wish | had a bit
more sort of, you know, information. Then, you know,
maybe try this for that before, you know. If you know,
you were going to have a leg off? Well, you know,
before that, is there a treatment for, you know, before
you take the leg off?

Participant 023_2022AUBLC

Yes. | think the first time when | was diagnosed, it's a
very shocking time. And | again repeated, you know, |
wasn't giving almost very little information, you
know, that what kind of cancer it is and what are the
treatment options? What are the pros and cons? | was
just given a phone call. | looked at it, look, we've found
you've got cancer. And | think you should go for
surgery and. | mean, it should be a face to face
meeting with all information like this council. | had to
dig for this Cancer Council booklet and you know,
okay, so | think when they give the diagnosis, if that is
to have a face to face meeting sit down, give me all
the written information as much as possible so that
the person can immediately start thinking, you know,
what, what, what's happening?

Participant 028_2022AUBLC

Participant describes that there is nothing that they
wish they knew earlier (satisfied)

No. No, not really. | guess I'd want a treatment that's
effective. And | would, um. There's been no other sort
of treatments more effective apparently in my type of
cancer than the BCG. Um. So, no, I'm happy that I've
had the treatment that I've had.

Participant 001_2022AUBLC

Uh, no, probably. As | said earlier, | think probably
knowing a bit less is probably better at the initial
stage when you're gonna get an operation than that
because, um, you know, my friend, | go walking with,
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and he's also in the same boat. His urologist said to
him, You'll have a very poor standard to life once you
get a stoma. And he said nothing's really changed for
him, you know, apart from that little bit of extra time
and effort that you've got to put in, um, managing it.
Uh, but he's his doctor, in all was saying to him, you
know, his standard of life, and | know mine's altered,
but I don't think it's dropped. I've probably got to look
at it differently. You know what? If I've lost a leg or an
arm or something like that, I've got to look at life a
little bit differently. But your life doesn't drop away
because of that. It is going to change things a little bit.
You know, Imight not be able to do some thing, you
transferred over other items. You know what? When |
had my knees done and | couldn't run any of the, |
couldn't really run anymore. I just, | walk and | swim
and | kyack, you know? Yeah. Yeah, I'll just. I'll just
change tack a bit. Yeah. Just staying positive. Yeah.
and | know some people that need help to stay
positive. You know, I'm one of the lucky ones. I've got
a good outlook on life.

Participant 011_2022AUBLC

Um, oh, no. It's been a process of learning and dealing
with it, no | found that, um, this is something that you
learn and you get to. It's a journey, isn't it? So as | said
you see some people who've, you know, like,
diagnosed and they got to get their bladder removed
within three weeks. And yeah, it's just a process of
everyone's different, you know, I'm, I'm pretty happy
with the treatment with that.

Participant 044_2022AUBLC

Participant wishes they had know the early signs and
symptoms of the condition

Well, I wish I did now. And to this day, I'm absolutely,
totally convinced that my nocturia and very frequent
urination from about age 35. Was was the reason that
I got bladder cancer because | don't smoke, never had
one cigarette in my life. | never work in areas where
there's chemicals and things like that, which
apparently is. So | didn't have any sort of risk factors
for getting cancer. The I'm totally convinced that the
fact that | was 30 years was 20 years, 30 years going
to the toilet regularly at night. And | reckon that must
have had something to do with the. So I didn't, | had
no information or didn't even know, never even knew
there was a bladder cancer. All | knew was that |
thought | had prostate problems, which | had checked
out when | was 45. And they said. He said, you haven't
got prostate problems. That was when | was 45 and |
had this PSA test on blood tests over the years, which
was less than one. So | just thought | was unlucky and
that | had this bladder frequency problem. If doctors
had said, well, you know. | don't. I'm just totally



convinced that's the reason | got this bladder cancer.
Totally convinced. It's the only thing I can think of. Just
the I've had a bladder irritation. So for so many, many
years. So just a little bit of information beforehand
would have been was the doctors had said you should
go and see urologist so-and-so, a doctor GP a few
times about it. They should always this is you know,
you'll get out of it. I'll just do the bladder retraining,
one doctor advised me that can offer what is maybe a
bit more information about risk factors and all that
sort of thing.

Participant 021_2022AUBLC

Probably because I, | sort of had blood in the urine
from, oh, maybe ten years ago or more than that. But
at different stages, and then it would go away and. If
I and | did go to that doctor once and have a CT scan
and they said they couldn't find anything, that was
maybe 2010, 2012 or something. So if I'd known that
that's what it could have been, I think | would have
been more vigilant in going, because | think when |
when it was diagnosed, it had been there for quite a
while, he said.

Participant 025_2022AUBLC

Oh, | mean. | wish | had of known what blood in your
urine meant
Participant 040_2022AUBLC

Participant does not describe anything they wish they
had known earlier (no reason given)

Oh, well, no, | don't think so.
Participant 012_2022AUBLC

No, not at all.
Participant 031_2022AUBLC

Participant wishes they had known to be more
assertive through the diagnostic process

I wish | knew that UTIs were actually a symptom of
cancer. Um, unfortunately, | was female. | was 24 at
the time. | was having recurring UTIs and everyone
just said, no, it's fine. Don't even worry about it.
You're not male, you're not older, you don't actually
meet the criteria of anything sinister. So yeah, | wish |
just knew the side effects so I could maybe speak up
more about my health and have, you know, just
something that | could say, look, no, this is an issue,

and it turned out to be cancer. And yeah, | was kind of
surprised a lot of people.
Participant 009_2022AUBLC

Oh, diagnosis. Um, I guess. | don't think we could have
picked it up any earlier because there was no blood in
the urine the year before. Just three weeks wouldn't
have made a difference. | guess. | guess we should
have got a referral to a specialist in Newcastle earlier
because he said he thought we should have had
chemo two months before we did so. | mean, it might
not make any difference, but it's all just. Yeah.
Anyway, it is what it is.

Carer 005_2022AUBLC

Participant wishes they had known more about what
support was available to them

Probably about the incontinence, about how severe
the incontinence can be. And what kind of help that
there is out there for incontinence

Carer 001_2022AUBLC

Um. Not really. Everything happened so quickly for
me, but | certainly found it reassuring to to have to
make the acquaintance of the support group that |
was just talking about, the one that is run by
Coloplast. Because when | was in the hospital, the
stoma nurse, | mean the state hospital | was in was in
the city, in HOSPITAL. | am not sure if you're familiar
with CANCER CENTRE, but in in normal times | would
have probably been put into LOCATION hospitals,
which is quite close, but the stoma nurse in the in the
city. He said I'm your stoma nurse now and you know
if you need me help. And | tried to contact him a
couple of times just because there was something
little happening that was worrying me and | couldn't
get hold of it because he's so busy. So | found that
when | went to this support group run by Coloplast
two of the people there were nurses from LOCATION
stoma nurses and they said, | can make appointments
to see them if if | need to. And that was really
reassuring because | was the stoma nurse in the city
obviously, and the private hospital is incredibly busy.
And also the practicality of going to see him would be
really not not that easy. So | found it really, really
helpful to know that there's two nurses in LOCATION
which is just like five minute drive away, that | can
make appointments to see if | need to.

Participant 043_2022AUBL

Table 10.1: Anything participants wish they had known earlier
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Participant wishes they had known to be more assertive in relation to 11 22.45 3 15.00 4 40.00 3 21.43 10 22.73 1 20.00 3 17.65
understanding treatment options and discussions about treatment

Participant wishes they had know the early signs and symptoms of the
condition

Participant wishes they had known to be more assertive through the
diagnostic process

Participant wishes they had known to be more assertive in relation to
understanding treatment options and discussions about treatment

Participant wishes they had know the early signs and symptoms of the
condition

Participant wishes they had known to be more assertive through the
diagnostic process
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Figure 10.1: Anything participants wish they had known earlier

Table 10.2: Anything participants wish they had known earlier — subgroup variations

Invasive (Stage IlI)

Participant wishes they had known to be more assertive in Mid to low status

relation to understanding treatment options and
discussions about treatment

Participant wishes they had know the early signs and Invasive (Stage IlI)

symptoms of the condition

Aspect of care or treatment they would change
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In the structured interview, participants were asked if
there was any aspect of their care or treatment they
would change. The most common theme was that they
would have liked more time and personalised attention
with specialists (n=10, 20.41%). There were 8
participants (16.33%) who would not change any
aspect of treatment or care without giving a reason,
and 8 participants (16.33%) who would not change any
aspect of treatment or care because they were satisfied
with care and treatment received. Other participants
would have liked to have had a better understanding of
their condition (n=6, 12.24%), and would have liked
more support for side effects of treatment (n=5,
10.20%).

Participant would have liked more time and
personalised attention with specialists
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Participant would not change any aspect of their care
or treatment/satisfied with care and treatment
received

Participant would not change any aspect of their care
or treatment (no reason given)



Participant would have liked to have had a better
understanding of their condition

Maybe just a bit more explanation.
Participant 013_2022AUBLC

Um. Probably wouldn't have been in a hurry to get out
of hospital. Probably would argue that quite a bit.
[CROSS TALK]. It's not that you really like that idea.
And probably. Yeah. More information about, um.
cathertorising. Um. Having to having to self cathertise
would have been, would have been more helpful. | as
said that it was the information that we got. From.
Coloplast was was more helpful than what we got out
of the health department.

Participant 040_2022AUBLC

No, | don't think I think I've been really well-cared for.
No. | mean. | don't know what else they could have
done or anyone could have done so. No. Nothing.
Nothing more than perhaps a bit more information,
but. That. Yeah. Yeah. About other options. But | don't
know that there are many other options. Mhm.
Participant 025_2022AUBLC

Participant would have liked more support for side
effects of treatment

PARTICIPANT: So and I've just talked to a 74 year old
lady who was diagnosed with cancer and spoke to her
before her operation and gave her some hints and tips
and things like that.

INTERVIEWER: Excellent.

PARTICIPANT: She wanted to know before we went
into hospital and | suggested the bag and she did all
of those things. And l've spoken to her numerous
times after her also. She's incredible, constantly
positive and fantastic. But she she really liked the
practical side of things and really appreciated having
a bit of a heads up around that before she got through
them. So really, I'm the more that that sort of stuff can
happen, the better I think.

Participant 022_2022AUBLC

Because it's one of the | think if they remove your
bladder, then you a nephro tube to as well. It's very
invasive and it's, um, very discomfort. And you need
to find practical ways to deal with it because it's just
kept around your leg. And that's in the beginning
you're afraid It will leak and it will drop off down
there, fall off. And | was so unhappy that | designed
my own. It's like a a like a lycra short, but | stitched
pockets on it. And then | could put the the the bag |
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could put in there. So that gave me so much joy. But |
couldn't find anything on the market like that, and |
think lots of people would be helped with that as well,
because when you have something strapped to your
leg, it's it hurts at a certain stage. And with my Lycra
shorts, when | put that in the pockets, I sticth on. Yeah.
Then you're. Yeah. It's like, uh. Yeah, it's very
comfortable and it gives you confidence. But that's
something, uh, | share to a lot of people. But yeah, |
think other people could benefit from something like
that as well. And that's the experience. And when you
talk to people, you can give that advice that there are
other ways to deal with it. Yeah, and | never think
there's so many things. Tips and tricks that could be
way better explained than on an A4.

Participant 005_2022AUBLC

Well, when | was bleeding, | wish | knew about the
Falxseed. But the flaxseed oil and the oregano,
because | would have saved money, saved me 34 days
of bleeding, you know. And that was definitely on the
cards. Um, but again, as | said, the doctors didn't
really want to know about it because that something
they don't learn at university so that I'm one of those,
you know

Participant 042_2022AUBLC

Participant would have stopped or changed
treatment sooner

I keep coming back to say | didn't have private health.
I got, | went through the public system. Sometimes |
go through them myself, now. | go, well, if I'd had
private health coverage, would that have made a
difference to me? Would it? Would that have given me
quicker access with. Without, without? Having an idea
of what was actually happening to me at the time. |
did not know because | still felt | still felt fine. And
that's that's the insidious part about the whole
process is that, yeah, this cancer is growing in you, but
you feel there's nothing wrong. There's literally
nothing wrong.

Participant 035_2022AUBLC

Not one. | survived. Yes. Yeah. So | wouldn't | wouldn't
go down. As | said earlier, | wouldn't go down the
same track as having BCG. But I'm seeing so many
problems with that. | end up having it out anyhow. I'm
quite happy to have the bladder removed that don't
worry about it

Participant 038_2022AUBLC

Oh, no, as | said, you know, like you still think about
whether they should have gone for the extra
treatment or, you know, went have you bladder



removed like straight away as a sort of the decision. You know, like you sit there within 10 minutes, you're
Yeah. Like you said, he was sitting there in the office gonna make a life changing decision.
with me and he said, which way you want to go with? Participant 044_2022AUBLC

Table 10.3: Aspect of care or treatment they would change

Participant would not change any aspect of their care or 8 16.33 2 10.00 2 20.00 3 21.43 7 15.91 1 20.00 3 17.65
treatment/satisfied with care and treatment received

Participant would have liked to have had a better understanding of their 6 12.24 10.00 m 1 7.14 0 0.00 3 17.65
condition

Participant would have stopped or changed treatment sooner 4 8.16 2 10.00 0 0.00 2 14.29 4 9.09 0 0.00 0 0.00

Participant would not change any aspect of their care or
treatment/satisfied with care and treatment received

Participant would have liked to have had a better understanding of their
condition

Participant would have stopped or changed treatment sooner
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Figure 10.2: Aspect of care or treatment they would change

Table 10.4: Anything participants wish they had known earlier — subgroup variations

Participant would not change any aspect of their care or
treatment/satisfied with care and treatment received

Participant would have liked to have had a better Carer to someone with bladder cancer Invasive (Stage Ill)
understanding of their condition Regional or remote
Participant would have stopped or changed treatment

sooner
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