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Qualitative study of men’s perceptions of
why treatment delays occur in the UK for
those with testicular cancer

Alison Chapple, Sue Ziebland and Ann McPherson

SUMMARY

Background: Many studies (but not all) have shown that for men
with testicular cancer a longer treatment delay is associated with
additional treatments, greater morbidity, and shorter survival.

Aim: This paper explores patients’ perspectives on why treatment
delays occur.

Design: Qualitative study using narrative interviews

Setting: Interviews in patient’s homes throughout the United
Kingdom (UK).

Method: Interviews with a maximum variation sample of 45 men
with testicular cancer, recruited through general practitioners
(GPs), urologists, support groups, and charities.

Results: Those who sought help relatively quickly responded to
symptoms, had heard about testicular cancer in the media, had
seen leaflets in GPs’ surgeries, or knew others with this disease.
Men delayed because they did not recognise signs and symptoms;
feared appearing weak, a hypochondriac, or lacking in masculinity;
recalled past illness or painful examinations; were embarrassed;
feared the consequences of treatment; or lacked time to consult their
doctors. Beliefs about symptoms and pessimistic associations with
cancer also led to delay. Treatment delays also resulted from
misdiagnosis or waiting lists.

Conclusion: Whether or not men should be taught to examine
themselves routinely to check for testicular cancer is much debated.
This study suggests that it is important that men are aware of the
normal shape and feel of their testicles, and may benefit from
information about signs and symptoms of testicular cancer and the
excellent cure rate. Information, provided in surgeries where men
feel welcome, might encourage men to seek help promptly when a
problem arises. Our study also suggests that GPs may need to
accept a low threshold for ultrasound investigation of testicular
symptoms and that the ultrasound service needs to be improved.
These measures may further reduce mortality and morbidity.
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Introduction

TESTICULAR cancer accounts for about 1% of cancers in
men, with a doubling of the incidence over the past
40 years.! The peak incidence occurs in men aged
25-35 years. Despite the rise in incidence, mortality from
testicular cancer has fallen, and although certain groups of
men have a poorer prognosis, the overall cure rate is now
over 90%.2 Many studies suggest that a long treatment delay
shortens survival,®® while others have not been able to
demonstrate a relationship between delay in diagnosis and
presenting stage, or a relationship between delay in diagno-
sis and outcome.® Indeed, the situation appears to be most
complex.” However, it is generally accepted that early advice
should be sought for any observed testicular changes and
that early medical intervention is the best hope of catching
early stage curable disease. Patients who delay may also
need additional treatments and suffer associated morbidity.?

Thus we need to understand why long delays occur in cer-
tain groups of men. Most previous studies have used
patients’ medical records to examine why men with signs
and symptoms of testicular cancer delay in seeking help.®
Although such studies have provided some answers, quali-
tative research helps us to understand more about the con-
text in which delays occur, it allows people the freedom to
talk at length about what is salient for them, and provides
richer explanations.® Case studies can also shed light on
why delays occur in particular circumstances.'® The authors
of a recent qualitative study,'*in which six men with testicu-
lar cancer were interviewed, concluded that their work
should be seen as a pilot for further exploration and valida-
tion, and that future work on both patient and provider delay
should not rely on hospital notes alone.

Many studies have shown that the presence of symptoms
is not always sufficient for people to define themselves as
sick,'?2 or to seek medical care.!® Various ‘triggers’ are
known to encourage people to seek help,** and barriers,
such as the fear of being labelled a hypochondriac, may pre-
vent prompt consultation.'> Moreover, numerous studies
have looked at delay and factors influencing help-seeking
behaviour for other types of cancer.161° Oliveria et al,?° for
example, found that some people with malignant melanoma
delayed in seeking help either because they were not aware
of changes to their skin or because they were not knowl-
edgeable about signs and symptoms of melanoma. While
many studies have examined reasons for delay in help-
seeking for symptoms of other cancers, relatively little is
known about the illness behaviour of men with testicular
cancer, or their perceptions of why delays occur once they
present with symptoms.
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HOW THIS FITS IN

What do we know?

Quantitative research has shown that
men delay seeking medical help for
testicular cancer because they do not
recognise the significance of the symptoms, because they fear
cancer and 'procrastinate’. However, little is known about the
context in which delays occur, and there has been little
qualitative work on the subject.

What does this paper add?

This study shows that there may be multiple complex reasons
why men delay seeking help for testicular cancer, and we
shed new light on why delay occurs. For example, men may
delay because of childhood experience of iliness or because
of previous painful testicular examinations. It appears that
treatment delays also occur because of misdiagnosis and
waiting times for ultrasound investigations.

Table 1. Characteristics of 45 men interviewed about their testicular
cancer in 2001/2002.

Men with testicular cancer who consult their general prac-
titioners (GPs) promptly may still suffer from delays and mis-
diagnosis at various stages of their illness journey. A GP may
see only one case of testicular cancer in a lifetime. Although
in the United Kingdom (UK) anyone suspected of testicular
cancer is now expected to be seen by a specialist within
2 weeks,?! other causes of scrotal swelling and discomfort
are far more common, and GPs may suggest an ultrasound
before referral to a specialist. Appointments for such ultra-
sound examinations may take weeks or even months.??
Thus early presentation of symptoms, suspicion of testicular
cancer, prompt access to ultrasound investigations, and a
short referral pathway are the limiting steps in treatment.
This paper explores men’s accounts of the factors that influ-
enced their decision to visit a doctor, and men’s perceptions
of why misdiagnosis or administrative problems sometimes
caused further delays in the context of the UK National
Health Service.

Method
The sample and the interviews

Having obtained multiple research ethics committee
approval, we interviewed 45 men, throughout the UK, who
had been diagnosed with testicular cancer. Our aim was to
conduct a qualitative research study of men’s entire experi-
ence of testicular cancer, to contribute to the website,
Personal Experiences of Health and lliness (DIPEX),
www.dipex.org. A maximum variation sample was chosen to
include younger and older men from various social back-
grounds, men diagnosed with seminoma or teratoma, and
those who had been treated in different ways.?®> Men were
recruited from all over the UK, though one man, a Canadian,
was only temporarily staying in England. Most men were
recruited through GPs, urologists, support groups, and chari-
ties. Three men were recruited via colleagues, and four men
read about the website in various newspaper articles and then
volunteered to take part. Sample characteristics are shown in
Table 1. (For further details about participants see
www.dipex.org.)
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Characteristic No. of men
Age at interview (years)
20-30 8
31-40 14
41-50 13
51-55 10
Ethnicity
White British 43
Canadian 1
Former Czechoslovakia 1
Employment (includes those retired for medical reasons)
Professional/higher managerial 20
Other non manual 14
Skilled manual 5
Unskilled manual 4
Students 2
Number of testicles involved
Born with only one testicle, in which cancer developed 2
Cancer in both testicles 1
Cancer in one testicle, other one fibrosed and infected 1
Cancer in one testicle, other testicle healthy 41
Patient delay
Long delay (3 month—2 years) 11
Short delay (weeks but less than 3 months) 14
Other reasons for delay (eg. misdiagnosis) 11

With informed consent, one of the authors, a medical soci-
ologist, interviewed the men in their homes between August
2001 and February 2002. Men were asked to tell their story
from when they first suspected that they had a problem.
Open-ended narrative-based interviews, where respondents
are asked to tell their story, allow respondents to highlight
the issues that are most important to them. Among other
things, we were interested in how all of the men talked about
why and when they decided to consult their GP. Men were
asked to explain in detail why any delays had occurred, and
it is this aspect of men’s stories that is reported in this paper.
The interviews lasted 1-3 hours and were audiotaped.

Analysis

The interviews were fully transcribed, and each transcript
returned to the respondent to read. Seven men made minor
revisions, none related to treatment delay. Having studied the
transcripts the authors developed ‘categories’ or ‘themes’.?*
Some of these were anticipated, but others, such as the cate-
gory ‘delay due to misdiagnosis’, were developed from the
data. Using the computer programme NUD*IST,? sections of
text from interviews were marked, removed and linked to sec-
tions of text from other interviews that covered similar issues
or experiences. Then each category or theme was considered
in the light of the context of the whole set of interviews.?%:27
The relevant NUD*IST ‘reports’ and interpretation of some of
the data were discussed. Inter-rater reliability scores were not
developed as the interviews had very little structure. Such
scores are not appropriate to data that has little or no pre-
defined coding.?®

Results

The 45 men we interviewed were aged between 21 and
55 years. When interviewed, one man was still in the middle
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of his treatment. Eleven others were diagnosed in the
2 years before the interview. Seventeen were diagnosed
2-5 years before the interview, and 16 were diagnosed more
than 5 years before the interview took place. Men reported a
wide range in the time taken to consult a GP with signs or
symptoms (Table 1).

Those who sought help relatively quickly

When telling their stories, some men mentioned factors that
had influenced their decision to examine themselves care-
fully or factors that had influenced their decision to consult a
doctor relatively quickly. Symptoms were important. In most
cases the man had either found a lump or the testicle had
been swollen or painful:

‘It was probably September 1998 and | was having a
bath one evening, and I've always been brought up by
my mum sort of to test myself, to test my testicles for
testicular cancer. And | found this lump on my testicle,
and | shot to my feet. | knew exactly what it was ... I'd
read a fair bit about it as well, on TV and in magazines,
so on the other side | wasn’t that apprehensive about it
because | knew it was something that was easily
treated.’ (T44, aged 30 years, diagnosed 1998.)

Information leaflets found in doctors’ surgeries appeared
to influence some men:

‘It was in August 1998, well a little while before that, I'd
been in the doctor’s surgery for something minor and |
picked up a leaflet on testicular cancer and how to test
yourself you know, how to check yourself and every-
thing. So | didn’t think any more of it really. And then |
was sitting in the bath one day and | just decided I'd
check myself and | was feeling my testicles and | found
one of them, | just found that when | pushed my finger
along it there was a lump at the end, OK. So | was a bit
concerned about that and so | decided I'd go to the
doctor’s the next day.’ (T33, aged 39 years, diagnosed
1998.)

The media also appeared to affect illness behaviour.
Articles about testicular cancer found in magazines and
newspapers were often mentioned, as the following two
examples illustrate:

‘But anyway | was a little bit concerned as to what it [the
lump] was, but put it out of my mind. And then strangely
enough | was reading a magazine that I'd picked up at
the airport on the way out and it was the FHM magazine
and there was an article in there about one of the writers
who’d thought he’d found a lump and went to the doc-
tors. So after reading that | thought I'd better, better take
another look, you know another feel around.’ (T10, aged
36 years, diagnosed 1994.)

‘It was 4 years ago last July | first found | had a lump. And
I'd only been really looking for lumps for about 3 or
4 months before that because | read an article in the Daily
Mail I think it was about that time. So | started looking
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from then on every time | had a shower, after playing
tennis or something like that. | used to examine myself all
the time then.’ (T21, aged 53 years, diagnosed 1997.)

A radio programme may have affected one man’s deci-
sions to examine himself:

‘Er | guess it was last year, about in July 2001. | don’t
know why particularly | examined myself, | wasn't in the
habit of doing regular examinations, | think there might
have been some publicity on the radio at the time.
Anyway | did check myself and found quite a difference
between the two testicles. The one which had the can-
cer felt very firm over the entire surface of the testicle, it
wasn’'t a small pea shaped, pea lump or anything like
that, which had been suggested, and the other one
felt normal, soft throughout.” (T38, aged 42 years,
diagnosed 2001.)

Knowledge of cancer in the family and a friend’s experi-
ence of cancer made two men aware of the disease and
encouraged self-examination:

‘It was probably about a year ago now but | was regularly
checking myself anyway due to family history of mum and
dad passing on with cancer. So since they passed on |
was regularly checking myself anyway. Best time to check
yourself was in the bath each evening. So | was checking
myself one evening in the bath and noticed there was like
a hard lump in one of my testicles.” (T25, aged 28 years,
diagnosed 2001.)

‘OK, in the summer of 2001, in July, | was doing regular
self-checking, a friend of mine had had testicular cancer
and had made me aware of the disease and so you know
with no great regularity or system in mind | was checking
myself.” (T34, aged 33 years, diagnosed 2001.)

One man was a GP, so was well aware of the significance
of his symptoms:

‘Right, well | was perfectly well until the end of December
1997 and the first thing | noticed was some discomfort in
the left testicle, somewhat short of a pain but | felt that
there was a lump there, | hadn’t noticed it before and
obviously with my background | was aware that this was
of some significance. | went to see my GP the next day.’
(TO5, aged 46 years, diagnosed 1997.)

Patient delay

Some men delayed for weeks before consulting their GPs
about symptoms, and others delayed for months. Our find-
ings help to explain why relatively long delays occurred.

Interpretation of symptoms. Men with testicular cancer often
delayed seeking help either because they were not in pain,
or because there was no obvious lump. One man delayed
for 2 years, mainly because he felt ‘fit' and was pain free. It
is interesting to note that he delayed in spite of hearing
about testicular cancer on television:

27



A Chapple, S Ziebland and A McPherson

‘I noticed that my testicles were of different sizes. | don’t
know whether they’d always been like that, or if I'd just
suddenly noticed, but you know hearing things on the
television and reading in the newspaper about potential
problems in that area that started to concern me some-
what. | didn’t actually do anything about it, | just was
thinking about it and then | tried to push it to the back of
my mind ... But as | was fairly fit and young, and it wasn’t
affecting me, | wasn’t getting any pain, ... | didn’t really
feel that it was too urgent to get anything sorted out. So |
basically just lived with it and kept monitoring the situa-
tion for a couple of years after that.” (TO7, aged 36 years,
diagnosed 1998.)

This man finally decided to seek help when he moved house
and was given a leaflet about testicular cancer as part of a
‘welcome pack’ when he registered with a new doctor.

Another man delayed seeking help for 3 months because,
although his testicle was abnormally firm, there were no
lumps and no pain:

‘My testicle was larger than it should be, very, very firm,
it was like a rock, but no pain, no sensation, nothing. And
I thought, well maybe it’s just something that will go away
on its own, so | just carried on with life.” (T24, aged
50 years, diagnosed 1984.)

One man delayed for 18 months, partly because he had
had other surgery in the scrotal area, which led to confusion,
and partly because he thought the unaffected testicle was
getting smaller, and so he did not realise that his affected tes-
ticle was getting so much bigger:

‘It started with the hardening of one of my testicles, the
left, and it slowly got bigger. I'd had a lot of surgery in that
area before, so | put it down to some sort of latter side
effect from that. And | actually thought the unaffected side
was getting smaller; that was my reasoning, until it got to
such as size it became uncomfortable.” (T09, aged
46 years, diagnosed 1999.)

Sports injuries and trauma were also confusing, and led
men to misinterpret symptoms. For example, one man, who
delayed seeking help for 3 months, blamed his dog’s exu-
berance for the painless swelling:

‘I was convinced that it was Josh, the golden retriever,
having pummelled me against the wall like he always
used to do ... And | thought honestly that he’d knocked
one of my testicles. You see it didn’t hurt.” (T37, aged
50 years, diagnosed 1991.)

A few men discovered that they had testicular cancer after
it had spread elsewhere. For example, one man delayed
seeking help partly because he thought the lump at the top
of his leg was unimportant:

‘I happened to find a very small lump. Not actually on the

testicles or anywhere in that area, it was at the top of the
leg actually. | didn’t do anything about it for about 2 to
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3 months because | didn’t know anything about cancer at
all, I'd never really heard of it. | just happened to be at the
doctors for something else and | happened to mention it
to him and from there | went to see a specialist and had
the biopsy and unfortunately it come back as cancer.’
(T39, aged 41 years, diagnosed 1996.)

Masculine self-image. It seems that some men delayed
seeking help because of factors affecting masculine self-
image. These included fear of appearing weak, fear of being
seen as a hypochondriac, and fear of loss of masculinity. In
the UK illness is often regarded as a form of weakness,?°
and men are not expected to appear weak or to express dis-
tress. A recent interview study of men with prostate cancer
throughout the UK, found that men were reluctant to seek
medical advice because, in their words, ‘men don’t cry’.% In
our study of testicular cancer this was evident too. For exam-
ple, comments made by one man (T09), who was confused
about signs and symptoms (see above), suggest that he
delayed for 18 months before seeking treatment, partly
because he did not want to appear weak:

Interviewer (I): ‘Why did you delay for so long?’

TO9: ‘Er, well I've thought long and hard about that, and
I wondered if deep down | knew there was a problem but
| didn’t like to face the fact, maybe. But it wasn’t pain, it
wasn’t uncomfortable for a long time, and | think in gen-
eral men don’t want to know.’

I: ‘Why do you think men in particular?’

TO9: ‘I'm not sure. | don’t think they like to make a fuss,
perhaps to be seen to be weak, caring for their bodies.’

In the late 19th century and early 20th century, upper class
‘delicate’ women were often treated for hysteria and
hypochondria.3* Women were confined to bed, and advised
to relinquish control to their physicians. During our study it
became evident that some of the men feared that they might
be seen as hypochondriacs. For example, one man said that
he delayed 6 months for this reason:

‘Oh, well | had some slight irritation [when ejaculating],
you know, nothing sort of particular, you know, and | didn’t
want to be a hypochondriac, and so | delayed going to my
GP for a considerable time, maybe for 6 months.” (T45,
aged 55 years, born in former Czechoslovakia, diagnosed
1999.)

Another man, (T41, aged 52 years, diagnosed in 1998),
delayed seeking help for 4 months partly because he did not
consider the symptoms to be serious, partly because he
hated people making a fuss, partly because of embarrass-
ment, partly because he was due to go on holiday, and partly
because he did not want to be seen as a hypochondriac.
He suggested that help-seeking might affect male image,
particularly in the case of younger men. This extract from the
interview is quoted at length to show that there may be many
reasons for delay and that to understand delay it is important
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to understand the patient’s past history, as well as the con-
text in which illness occurs:

T41: ‘I thought it [the problem] would go away. | just
thought it was something and nothing ... When | was a
child | was always ill, chest infections, asthma, the lot,
and my mother always nagged me. And | think it bred in
me the fear of mentioning anything, for people fussing
around ... | didn’t really want to discuss it. | thought it
would go away, and that would be it. You know, | wasn’t
going to be a wimp, you know a hypochondriac ...
When | got back off holidays | thought, well I'll make a
doctor’'s appointment. Now I'm still in the mind that it's
an embarrassing subject, and when | phoned the
doctors they said the male doctor wasn’t on, he was on
holiday for another 10 days, so | booked an appoint-
ment for when he came back ...’

I: ‘So the main reason was partly?’
T41: ‘Embarrassment.’
I: ‘Embarrassment?’

T41: ‘Er, not really. I'm not a person that has talked a lot
about illness. Er, | don’t like people fussing around
when I'miill. If I don’t feel well | just go into a corner and
that's it ... But | just wanted to go on holiday and not
spoil the holiday for anybody and it [the problem] was
something | did at work, and it would go away ... And |
thought another week [delay] won’'t make any differ-
ence, you know, another week or 10 days or whatever
that he [the doctor] was going for his holidays, and |
could imagine a young person being really more wor-
ried about their image than anything else. You get a lot
of bravado about not going to the doctors when you're
young and male.’

I: ‘Do you?’

T41: ‘I think women tend to go to the doctors more, they
see more of the doctors. | mean they go to the doctors
with pregnancies and things like that. Men don’t have
things like that, they never go to the doctors. It's not cool
to go to the doctors.’

This man’s skilled manual occupation and his age could
have some bearing on his attitude to seeking help for his
symptoms. Although he remarks that younger men may
delay seeking help because of impact on self-image, he has
anxieties about being seen as a wimp or a hypochondriac.
Bellaby,3? who studied sickness and absence in a pottery
factory in the 1980s, noted that it was unusual for older men
to ‘give in to sickness’ and take time off work. While young,
single men might be indulged even if they ‘skived off’ with-
out being sick, men (and women) with family responsibilities
were expected to show stoicism. Bellaby suggests that older
manual workers have a particular need to dramatise their
‘continuing capacity for manual labour’.

Our findings also suggests that some men delayed partly
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because they did not consider it was masculine or ‘macho’
to seek help. As one man said:

T39: ‘| suppose because it's the private area ... us men
don'’t like talking about that sort of area or going to the
doctor, anything like that. When we have
problems we seem to keep it in rather than going to get
treatment. But we should really go and get the treatment
straight away as soon as you feel anything is wrong.’

I: ‘Why do you think men might delay rather than women?’

T39: ‘I don’t know, it's just the macho part | suppose. |
find men don’t go to the doctors as much as women do,
| find, | personally don’t anyway. I've got to be nearly
dying before | go to the doctor.’

I: ‘And why is that?’

T39: ‘I don’t know | just, | don’t know it’s a macho thing
| suppose | don’t know it’s just, | just don’t tend to go
unless I'm really ill.’

Embarrassment. For many of the men embarrassment
contributed to delay in consultation:

‘That was another reason | delayed, the embarrassment
of it, which is stupid really, because we are all males, but
| suppose it’s just one of those male things.” (T17, aged
54 years, diagnosed 1999.)

In Britain men often use the slang expression ‘crown jewels’
to describe their genitals, perhaps an indication of the value
men give to this part of the body. One man’s comments help
to explain why men may feel too embarrassed to consult
their doctors when they suspect a problem. He is concerned
with the size of his penis:

‘I don’t really want to go into a doctor’s surgery and drop
my trousers and get the crown jewels out for him to look
at ... | think the main thing [why men delay] is that men
are a little bit scared to go [to the doctor] because of
dropping their trousers, and being examined by a doctor.
And to be honest, those were my concerns at first ... |
mean it's a taboo subject with men that, if they’re well
endowed or they’re not well endowed, and perhaps if
they’re not they might think oh | don’t really want the
doctor to see it [the penis].” (T25, aged 28 years, diag-
nosed 2001.)

Another man delayed seeking help for a few weeks, partly
because of embarrassment, and partly because he did not
want to admit to himself that he was ill. He suggested that
women find it easier than men to consult their doctors about
embarrassing issues because women have regular cervical
smears and vaginal examinations:

‘I mean it’s difficult for men because we don’t go to the

doctor so often, unlike women, who are forever going to
have smears and tests and check-ups. Whereas for men
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to go and see a doctor is a little embarrassing.’ (T31, aged
40 years, diagnosed 1999.)

Fear of painful examination. One man, mentioned above,
who delayed seeing his GP for 6 months because he did not
want to be seen as a hypochondriac, then delayed going to
see a consultant because he found the initial physical exam-
ination painful:

T45: ‘And then when | did go and see this GP, there was
a locum, and he gave me an inspection, and | found it
quite uncomfortable, the way he went about the inspec-
tion. And so | further delayed. You know, he had referred
me to somebody else. And | delayed that ...’

I: ‘Yes, and when the GP examined you it was, she or he,
it hurt a bit, while they examined the testicles?’

T45: ‘Yeah, yeah, well you know it's an unglamorous sort
of thing to have done and it was excruciatingly painful,
you know, | didn’t like that, you know, and | don’t sup-
pose anyone does like that sort of thing. Anyway, it was
my own fault that | delayed the thing.’

Fear of the consequences of treatment. Gascoigne et al,
reporting the results of their small study, suggest that fear
of impotence might be a reason for delay in seeking help.!?
Our study supports this suggestion. One young man
delayed seeking help for 6 months because he only had
one testicle, and he did not know that testosterone replace-
ment therapy was available. He thought that if he had an
orchidectomy his sex life would end:

‘Okay | first discovered | had testicular cancer 18 months
ago. One morning while in the bath | realised there was a
lump. And | completely ignored it, mainly because | was
completely ignorant to what testicular cancer was and |
was really afraid of basically losing my sexuality, | was
afraid that they would obviously have to cut my testicle
off. And it would make more sense if | let you know that |
was only born with one testicle, and | think | was so afraid
that they would cut my testicle off and | would lose my
sexuality that | managed to completely block it out of my
mind ... | was almost prepared to put myself in serious
danger and let cancer grow inside me rather than let my
sexual drive and maybe a bit of my personality [be] taken
away from me.’ (T32, aged 26 years, diagnosed 2000.)

Beliefs about cancer. Equating the diagnosis of cancer with
a death sentence may also lead to delay. One man’s mother
died of breast cancer 6 weeks before his symptoms devel-
oped (T26, aged 39 years, diagnosed 1998). Although he
had been told that his mother was cured, she got worse and
died. He had lost his faith in doctors’ ability to cure cancer
and feared he would die if cancer were diagnosed. This led
to delay:

I: ‘So I'm just trying to tease out from you the reason why
you delayed going to the GP.’
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T26: ‘Because | was told that my mum was alright and |
thought to myself, well | was told she’s alright, now if they
tell me I'm alright and then something happens to me,
you know I've got a young son as well. And | was think-
ing you know they told her she was all right for months
and she wasn’t, she was getting worse and worse day-by-
day. And | was frightened that that's going to be me.’

I: ‘So it was really fear of going to the doctor?’

T26: ‘Yeah, it was fear of actually finding out that you
have got it. You know although they say yes it can be
cured and all this, it didn’t give me much faith because
like my mum underwent treatment and operations and
radiotherapy and everything else and they said, “Right
she’s clear.” Well if they said to me | was clear and it
come back | wouldn’t have been a happy bloke.’

I: ‘So it was really fear of being told?’

T26: ‘It was fear of being told it's spreading. | think that
was the thing | was actually scared of the most. But |
mean, I'm lucky, because my wife caught it in time.’

This man finally sought help when his wife saw a pro-
gramme about testicular cancer on television and ‘insisted’
he consult his doctor.

Conflicting responsibilities. In 1968 Mechanic listed 10 factors
known to influence illness behaviour.** In that pioneering
work he noted that ‘needs competing with iliness responses’
affect response to illness. In our study it was evident that
conflicting responsibilities, holidays and busy lifestyles
affected how promptly men responded to symptoms. For
example, one man noticed that one of his testicles was
much firmer than the other one. He delayed seeking advice
partly because of embarrassment, but also because of work
and family commitments:

‘| then left it, didn’t leave it so much, but didn’t actually
get around to making an appointment; because it's
quite awkward with working, you know, a considerable
distance from home. And we had a family holiday in
August but | had, | did book an appointment for the
Monday when we came back, to see the GP.” (T38,
aged 42 years, diagnosed 2001.)

Misdiagnosis and waiting lists

Misdiagnosis. Men reported that after they consulted their
GPs, further long delays sometimes occurred because can-
cerous lumps were confused with cysts, or because their
doctors did not recognise some of the less common symp-
toms of testicular cancer, such as sweating, swollen breasts,
sensitive nipples, or backache. One young man discovered
a hard lump in one of his testicles but was told not to worry:

‘So | saw the my first GP back in September who told
me, “Nothing to worry about, yes there is a lump down
there, but nothing to worry about, probably a cyst-type
thing.” So the lump was still there, and it was getting
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slightly bigger between September and March of this
year and | was getting acute pains as well, sort of
doubling up in pain and feeling like a sick pain, made
you feel sick. So | saw a second GP in March of this year
who said, “l don't think you’'ve got anything to worry
about, | think it's a blocked gland but I'll refer you on
because you've been twice now and you’re obviously
concerned about it.” So then | did see the specialist
about 4 weeks after that, which is probably the end of
March, who straightaway examined me and said, “Yeah
you've got a tumour in there, that’s coming out”.” (T25,
aged 28 years, diagnosed in 2001.)

Delay due to waiting times for consultations or ultrasound
investigations. Further delays may also occur because of
waiting times for consultations with hospital specialists or
waiting times for ultrasound investigations. For example, in
2001 a man found a lump in his testicle and was too embar-
rassed to go to his own female doctor. Instead, he went to
his local genito-urinary clinic, and the doctor he consulted
said that he would arrange an ultrasound, which would take
place within 2 weeks. Hearing nothing, he returned to the
clinic, and was told that there was a 12-week delay for ultra-
sound examinations. He then told his mother about the long
wait. She had experienced cancer herself and advised him
to take some action:

‘She said, ‘Just keep on at them”. So after 10 weeks |
rang up again, getting a bit more concerned and
agitated about it now, and they said it was going to be
about 16 weeks. So | kicked up a bit of a fuss, and | got
a date to go into hospital and have the ultrasound test.’
(T20, aged 29 years, diagnosed in 2001.)

Discussion

Summary of main findings and relation to existing
literature

This study builds on previous research, such as the small
qualitative study by Gascoigne et al,!* and sheds further
light on why some men delay for weeks or even months
before seeking help for testicular cancer. Fear of damaging
masculine self-image seemed to be an important factor and
our study confirmed earlier findings that many men are
afraid to admit that they need help.32 However, it is important
to remember that there are many ‘masculinities’, some
hegemonic, some marginalised, and some stigmatised,
rather than a single ‘masculinity’,3*3% and that male and
female ‘roles’ will vary depending on class, age, and ethnic-
ity.3¢ Thus factors such as ethnicity may have an impact on
delay. We also found some evidence that a lack of faith in
doctors’ ability to cure cancer influences delay. Previous
experience of cancer within the family, as Gascoigne et al
suggested,!! might influence men’s willingness to consult,
though we also suspect that pessimistic associations with
cancer are widespread, irrespective of family history. Thus
we have added to understanding about the, sometimes
complex, reasons that men report for delay. These relate
particularly to masculine self-image. We have also shown
that delays occur because of misdiagnosis and waiting
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times for ultrasound investigation.
Strengths and limitations of the study

We were able to interview a relatively large number of men in
depth about their experiences of testicular cancer, and we
have shown that the context in which delays occur, and the
patient’s previous experience with illness, can affect illness
behaviour. We have been shown that reasons for delay may
be many and complex. Clearly we were only able to interview
survivors, although one of the men who delayed seeking help
for 3 months now fears that he only has a few months left to
live. The vast majority of men do now survive, but further
issues might have been raised had we interviewed more men
with terminal illness. Also, other reasons for delay might have
emerged had we interviewed more manual workers, and
more men from ethnic minority groups. There may be special
cultural issues that increase the likelihood of delay but,
despite asking GPs and urologists to try to recruit men from
these groups, and offering the option of a male interviewer, it
was hard to recruit men from minority ethnic groups.

Radley and Billig pointed out that, ‘Health beliefs are ide-
ological in that they are sustained within a wider social dis-
course that shapes not just how individuals think, but how
they feel they ought to think.”®” Given the retrospective
nature of this research it is possible that the reasons men
gave for delay may have been a rationalisation for past
events. The men also reported events that took place weeks,
months or even years ago, and they may have forgotten
exactly what happened.

Implications for clinical practice

Summerton asserts that ‘there is [also] a need for much
more clarity about the symptoms and signs of the earlier
cancers in the settings when primary care clinicians work
and among the patients that they care for’.3® Our findings
show that the diagnosis of testicular cancer can at times be
extremely difficult. GPs should maintain a high level of sus-
picion for men with testicular complaints,3® and must accept
a low threshold for ultrasound investigations of testicular
symptoms. A fail-safe agenda should involve patients being
told that if they do not hear about an ultrasound scan
appointment or outpatient appointment in a certain time,
they must make contact so that any administrative errors or
delays can be rectified.

To date there is no evidence that routine testicular self-
examination is beneficial. It is unlikely that a large, long-
term randomized controlled trial of testicular self-examina-
tion will ever be carried out, partly because it would be
expensive, and partly due to the likelihood of contamination
(members of a control group would be liable to drop out of
the study, perhaps having read about the importance of
self-examination in the media).*® Some argue that GPs
should not spend valuable time teaching men how to exam-
ine themselves (except for high-risk groups), and that
obsessive self-examination of the testicles may cause
undue anxiety and work absenteeism.*%4l However
Vessey,*? while not supporting ‘ritualistic’ self-examination,
suggests that men should at least be aware of the normal
shape and feel of their testicles, rather like the breast aware-
ness campaign for women. If men are aware of what is nor-
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mal for them they are more likely to consult when appropri-
ate rather than gaining false reassurance from the absence
of a lump. Efforts should be made to make men aware that
serious disease may be present even in the absence of
pain. It is also important that men know that the treatment
for testicular cancer does not usually lead to long-term sex-
ual problems, and that unless both testicles are involved,
fertility is not affected and men’s sense of masculinity is
usually maintained.**#* This information might encourage
men to seek help.

Several men said that they decided to seek help after they
had read about testicular cancer in magazines, newspapers
or practice leaflets, or after they or their wives had seen tele-
vision programmes about testicular cancer. Recently,
Cancer Research UK has run a campaign called ‘Dads and
Lads — Are you on the ball?’, and England Football Team
manager Sven-Goran Eriksson and Gordon Taylor, the chief
executive of the Professional Footballers Association, have
helped to raise awareness of testicular cancer. Other high
profile sportsmen, such as Tour de France winner Lance
Armstrong, and rugby player Chris Horsman, have written
about their experiences of testicular cancer.*>*6 Perhaps
more such accounts will encourage men to seek advice
promptly. It is important that men know the signs and symp-
toms of testicular cancer, but equally important that they
understand that a diagnosis of testicular cancer is not a
death sentence and that the cure rate is excellent. Men also
need easy access to doctors, at surgeries where they feel
welcome, and to clinics where they can seek advice without
embarrassment.#” However, even in these circumstances
well informed men may still delay. As our study and other
studies have shown, many complex factors influence illness
behaviour for men with testicular cancer.
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