This is the accepted manuscript of an article published in the Journal of Cancer
Survivorship in July 2015. Doi: 10.1007/s11764-015-0466-7

Title page: Dismantling the Present and Future Threats of
Testicular Cancer: a Grounded Theory of Positive and Negative

Adjustment Trajectories

Lauren Matheson®, Mary Boulton?, Verna Lavender!, Andrew Protheroe?, Sue Brand®,

Marta Wanat! and Eila Watson?!

!Cancer Care Research Group, Department of Clinical Health Care, Faculty of Health and

Life Sciences, Marston, Oxford Brookes University, Oxford, OX3 OFL

2University of Oxford Department of Oncology, Oxford Cancer and Haematology Centre,

Oxford University Hospitals Trust, Headington, Oxford, OX3 7LJ

3Bristol Testicular Cancer service, Bristol Haematology and Oncology centre, University

Hospitals Bristol, Horfield Road, Bristol, BS2 8ED

Corresponding author: lauren.matheson-2011@brookes.ac.uk Telephone: 01865 482785


mailto:lauren.matheson-2011@brookes.ac.uk

Abstract

Purpose: Testicular cancer commonly affects men in the prime of their lives. While
survival rates are excellent, little previous research has examined men’s experiences of
adjustment to survivorship. We aimed to explore this issue in younger testicular cancer

survivors.

Methods: In-depth qualitative interviews were conducted with testicular cancer survivors
over two time points approximately 6 months apart in the year following treatment

completion. Interviews were analysed using a Grounded Theory approach.

Results: The sample included 18 testicular cancer survivors between 22-44 years (mean
age 34). A Grounded Theory was developed, which explained the process of positive
adjustment over the first year following treatment completion in terms of men’s ability to
dismantle the present and future threats of cancer, involving the key transitions of
gaining a sense of perspective and striving to get on with life and restore normality.
These were facilitated by six key processes. The processes that explained a negative

adjustment trajectory are also presented.

Conclusions: These findings contribute to the understanding of the psychosocial impact
of testicular cancer on younger men’s lives and have implications for the provision of
support to testicular cancer survivors. Further investigation into the feasibility of one-on-
one peer support interventions is warranted, as well as informal support that respects

men’s desire for independence.

Implications for cancer survivors: Understanding the processes involved in adjustment
highlights ways in which health professionals can offer support to those struggling to
adjust through challenging illness beliefs, encouraging emotional disclosure and

facilitating peer mentoring.
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Introduction

Testicular cancer most commonly develops in younger men aged 15 to 40 years [1].
Approximately 2,200 men in the UK are diagnosed with the disease each year, with men
under 35 years accounting for around 50% of all cases [2]. Across the developed world, it
is predicted that there will be nearly 25% more cases by 2025, indicating that this is a
growing problem [1, 3]. Due to advances in treatment, testicular cancer has the highest
survival rates for any UK cancer, as 98.2% of men will survive for at least 10 years after
diagnosis [4]. Treatment regimens may, however, increase men’s risk of future

cardiovascular toxicity, secondary cancers and infertility [5].

Compared to other cancer sites, there is a notable paucity of research exploring the
psychosocial issues in testicular cancer survivors [6, 7] with few studies conducted in the
UK [8-11]. Previous quantitative research suggests that testicular cancer survivors report
levels of quality of life comparable to healthy men [12-14]. However, generic measures
of quality of life may not be sufficient to capture difficulties specific to this population
and specific testicular cancer quality of life measures recently developed have not yet
been utilised [15, 16]. Although studies are scarce, there is evidence that a significant
minority of testicular cancer survivors may be at risk of anxiety, sexual dysfunction,
infertility and body image concerns [6, 17-20]. Similar to other cancer survivors [21], a
significant proportion of testicular cancer survivors report unmet needs regarding dealing
with fear of recurrence, relationships, finances and body image, often associated with
poorer quality of life and distress [22, 23]. Young men under 30 years old with testicular

cancer are a particularly vulnerable group, at greater risk of anxiety and suicide compared



to healthy men [19, 24]. A diagnosis may be a shocking and distressing experience for
men, who are often in the prime of their lives [25, 26]. However, younger men’s
experiences and needs have not been extensively explored [27]. This is particularly the
case in relation to men’s experiences of moving from active treatment to a follow-up
regimen, identified as a difficult transition for survivors of other cancers [28]. To date,
few studies have used a qualitative approach and most of those that have done so have
examined specific issues, such as views towards testicular prosthetic implants, rather than
taking a holistic approach to understanding men’s experiences [26, 29, 9, 30, 11, 31, 25,
32]. Inthe UK, finding ways of promoting recovery is a key priority outlined by the
National Cancer Survivorship Initiative (NCSI) [33] and further qualitative studies are

needed to inform the development of appropriate interventions.

This study aimed to provide an in-depth exploration of the experiences of younger
testicular cancer survivors regarding adjustment following treatment completion, and to
develop a grounded theory which could inform service provision and intervention

development.

Sample and Methods

Study design

A longitudinal qualitative design was chosen in order to explore participants’ experiences
of adapting to cancer over an extended period following treatment [34]. A qualitative
study was deemed appropriate due to the lack of previous in-depth research on the
experiences of testicular cancer survivors. It was decided to conduct interviews with
patients at two time points six months apart as this initial transition period following
treatment completion has been shown to be a time when survivors exhibit changing

unmet needs [28] and a six month gap was feasible within the time period of the study.



Ethics

Ethical approval was obtained from Oxford Brookes University and the South Central
Oxford C National Health Service (NHS) research ethics committee (REC reference

12/SC/0215).

Recruitment

Patients were eligible to participate in the study if they had been diagnosed with testicular
cancer, were between 20-45 years old, had been treated with curative intent and had
completed initial or secondary treatment within the previous six months. The National
Cancer Institute (2013) define young adulthood as extending up to 39 years of age [35]
but this was regarded as too restrictive in relation to the aims of this study given

contemporary patterns of partnering, child bearing and employment.

Patients were recruited from three NHS hospitals in the South of England. Eligible
patients were identified by their clinician or clinical nurse specialist (CNS) during an
appointment around the time of treatment completion and were offered an information
pack containing an information sheet, response form and return envelope. Potential
participants were asked to respond via post, email, phone or text to the research team if

they were interested in participating.

Data collection

Semi-structured face-to-face interviews with patients were conducted by LM within six
months of treatment completion (Time 1) and approximately 6 months later (Time 2)
from 2012 to 2014. Interviews at Time 1 took place in participants’ homes (n=14),
workplace (n=1), or in a public café (n=3), according to the preference of the participant,
while those at Time 2 were conducted in participants’ homes (n=13) or workplace (n=1).
A semi-structured interview guide was used, which was developed by the research team,

with input from cancer survivor representatives (n=2), a urology clinician (AP) as well as



current research. Patients were asked open-ended questions about their experiences
regarding the psychosocial impact of cancer on different aspects of their lives, their
information and support needs and suggestions for improvements to services. Interviews
were digitally recorded, fully transcribed and anonymised. Patients also completed a brief

demographic questionnaire.

Around 6 months after the Time 1 interview, participants were contacted to arrange a
second interview. At Time 2, the interview schedule included key questions from the
initial interviews as well as new questions that were added to explore key questions
emerging from the grounded theory. Furthermore, at Time 2, any individual issues that
arose from Time 1 were followed up for each participant. On average, interviews lasted

70 minutes at Time 1 and 50 minutes at Time 2.

Data analysis

Interviews were analysed by LM using Grounded Theory, following Charmaz’s [36]
social constructivist approach. Firstly, line-by-line codes were assigned systematically to
the transcript, followed by focused coding, which involved the use of more analytical
codes [36]. The data were then sorted and organised into categories and sub-categories. A
constant comparison approach was used iteratively throughout. Finally, theoretical coding
was employed, whereby overarching categories were constructed. Data analysis began
after the first interview and continued throughout the period of data collection [36], so
theoretical hypotheses were developed and tested throughout. All Time 1 interviews were
analysed individually before Time 2 interviews took place, so that any issues could be
followed up at Time 2. Time 2 interviews were initially examined individually and then
collectively with those from Time 1 to explore similarities and differences over time. As
the analysis progressed, it was evident that for many participants, there was little

evidence of change over time. Most participants continued on a positive trajectory,



although a few experienced increasing distress and negative adjustment. The key
processes identified in the grounded theory were also consistent across time. For those
who showed little evidence of change, Time 2 interviews provided further depth to the
data collected at Time 1 and richer insights into the development of the themes over time.
A grounded theory was developed for the interview data as a whole. Data collection
ceased when data sufficiency [37] was achieved, as no new major categories were

evident.

LM kept a reflexive research diary [38] and wrote detailed memos [36] to explore and
develop the emerging categories and theory. In order to maximise reliability, EW and MB
independently listened to six interviews, MW independently analysed a section of a
transcript and the research group all commented on the developing analysis. The concepts

were discussed with the clinical authors (SB, AP).

Results

A total of 54 men were offered information packs. Four (7%) refused to take a pack, 32
(59%) took a pack but failed to respond and 18 (33%) agreed to participate in the study.
Participants were between 22-44 years old, with a mean age of 34. Participants
demographic and treatment data is summarised in Table 1. At Time 1, all had completed
initial treatment, with two participants recently completed treatment for a recurrence. One
participant underwent treatment for a recurrence between interviews. Most (15/18) were
invited for Time 2 interview and 14 participants accepted the invitation. Three
participants were not invited for Time 2 interview as data saturation had been achieved.
Time 2 interviews were completed on average 7 months after Time 1 (range 6-9 months).
Overall, 32 interviews were conducted with participants during the first year following

treatment completion.



Grounded Theory: Dismantling the Present and Future Threats of
Testicular Cancer

A grounded theory is presented that aims to explain the processes involved in positive
adjustment to testicular cancer and highlight what led a few men to struggle to adjust in
the year following treatment (see Figure 1). Testicular cancer was initially a shocking and
disruptive experience, which posed threats to men’s assumptions about their health, sense
of normality, relationships, body and future. Adjustment was conceptualised as a
dynamic and cyclical process of dismantling the threats of cancer and involved two key
transitions, each involving three processes. The first key transition of gaining a sense of
perspective over the threats of testicular cancer, involved an appraisal or sense-making
process, as men sought to resolve the discrepancies between their prior assumptions
towards testicular cancer and the actual experience. Firstly, men actively engaged in the
process of minimisation of the significance of testicular cancer, which was often
perceived as a relatively minor event. Reflecting on positive meaning derived from
having cancer led men to gain a greater sense of illness coherence [39] over the event,
often noted for its surrealism and brevity. Following this, men engaged in a process of
positive reframing in order to further dismantle the threats of testicular cancer, through
holding onto positive illness beliefs and making social comparisons, and strongly
defending these perceptions against societal misconceptions towards cancer. Taking an
active approach to overcoming the threats involved the utilisation of external resources
and informal one-to-one peer support, especially with other testicular cancer survivors.
Collectively, these three processes enabled participants to gain a sense of perspective
over the threats of testicular cancer, particularly to dismantling the threats posed by

diagnosis and treatment.

The second key transition, striving to get on with life and restore normality involved the

dismantling of threats to the future, enabling men to feel that the disease was largely a



‘closed chapter’. Firstly, this involved the active process of acceptance and normalisation
of the threats, particularly to the loss of a testicle and concerns about visible appearance.
In addition, preserving and enhancing the normal self was important in defending against
the threat to men’s identities and of illness centrality, as the idea of having a cancer
survivor identity was strongly rejected by participants. This helped men maintain their
normal identities throughout the experience, aided by the resumption of fitness regimens
and work or social roles. Furthermore, some men constructed an enhanced sense of self-
identity, which helped maintain a sense of control. Finally, re-establishing or holding
onto anchors of security and actively choosing to relinquish fears, such as the threat to
future fatherhood or fear of recurrence, also helped to dismantle the future threat, helping

men get on with life.

Collectively, these processes led to a sense of acceptance, coherence, normality and
security over the threats of cancer, which were dimensions of positive adjustment, often
achieved by Time 1 interview. Conversely, opposing strategies to the ones described,
could lead to negative adjustment in a few men. In particular, taking a generalised view
of cancer and holding negative illness perceptions, maintaining a stoical and ‘silent’
coping style, ambivalent acceptance of the threats and a struggle to relinquish fears could
lead to ongoing negative adjustment, manifesting in greater insecurity, isolation, fear and
a disrupted self-identity. Contextual influences, particularly men’s relationship and
fatherhood status, influenced the magnitude of cancer threats, as single or childless men
appraised the threats as more significant, and actively strove to regain control over them.
Those who had already achieved key developmental milestones felt more secure from the

threats.



Key Transition 1: Gaining a sense of perspective over the threats of

testicular cancer

Process 1. Minimising the significance of testicular cancer - resolving the
mismatch between assumptions and experience

Men engaged in a process of weighing up the significance of testicular cancer, often
appraising it as a minor disruptive event in their lives (‘it’s not that big a deal...I don’t
think it’s been bad at all’ P16, T1, 38 yrs, Married, Surgery+C), contrary to their initial
assumptions and fears. Transitioning from an initial state of shock and fear involved
relinquishing assumptions and cultural connotations about cancer and resolving the
mismatch between these assumptions and their experience of testicular cancer, often felt

to be not as bad as expected, especially if only minimal treatment was required.

I just felt like I had an operation, it didn’t feel what everybody tells you what

cancer’s like’ (P2, T2, 24 yrs, Single, Surgery+C*)

Appraisals of testicular cancer as a relatively minor biographical event helped men to
gain a sense of perspective, thus dismantling the threat to men’s biographies, identities

and sense of normality.

‘It has had an effect, it’s just one of these things that you can either sit there and
mope about it or you can just accept it, and then weigh it all up and realise that
actually, it’s not that bad, it could be a lot worse, so you've been pretty lucky, look
on the brighter side as opposed to dwelling on the bad, ../ think it’s been ok’ (P23,

T1, 30 yrs, In a relationship, Surgery+C)

Minimisation of cancer increased men’s feelings of mastery over the disease, and some

even reframed the disease as one of life’s challenges to overcome. Men’s appraisals

10



towards the threat of cancer appeared more important than their actual treatment or

disease status.

‘It was just an obstacle I had to get around, it was never, never anything that was

going to shut me down or stop, so I didn’t see it,  don’t see it as a major thing’

(P20, T1, 22 yrs, Single, Surgery+C**)

If men struggled to resolve the discrepancy between assumptions and experience, a sense
of ambivalence over the disease experience could result, which contributed to negative
adjustment. Perceptions of the significance of testicular cancer were influenced by
fatherhood status, as men who wanted to start a family or have more children perceived it
as more disruptive to their plans and assumptions. These men, as well as men who were
single, derived and held more strongly to positive gains from the experience. For
instance, testicular cancer could have a positive transformative effect, particularly to
men’s outlook (‘wake-up call’ P17, T1, 27 yrs, Single, Surgery+C), as they reported
strengthened relationships and sense of meaning. Holding onto these positive gains
helped men to gain a sense of coherence over the event, including a sense that the

experience was meaningful.

‘almost the benefit of having cancer it makes you re-evaluate your whole life and
your friendships and the way you are and your job, cos before that you just tick
along....s0 sometimes a boot up the backside’ (P18, T1, 44 yrs, Single,

Surgery+R+C)
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Process 2. Positive reframing of the threat of testicular cancer - Making
social comparisons and holding onto positive illness perceptions

The process of making meaningful social and intrapersonal comparisons helped men
reframe testicular cancer in a less threatening way. For instance, downward social

comparisons to those worse off helped to dismantle the threat to their current lives.

‘If | was on my own and I didn’t have kids and a wife I might have thought
differently about the treatment and what it’s done to me, but because ['ve got a
wife and kids I'm all settled down, that side of things didn’t really worry me it’s

more of how they were gonna feel” (P5, T1, 28 yrs, Married, Surgery+C)

Men also used upward social comparisons to those better off, such as those in remission
or coping well, including other testicular cancer patient ‘role models’, which reduced the
threat to their future lives. In addition, comparisons with similar others helped normalise
current feelings or symptoms. Furthermore, the process of holding onto positive illness
perceptions and embracing the positive discourse surrounding the disease helped to
dismantle the threat to psychological wellbeing. Perceptions were shaped by health
professionals reassuring men that testicular cancer was ‘the best one to get’ (P7, T1, 43
yrs, In a relationship, Surgery+C). Specifically, positive perceptions of the disease as
highly curable, requiring relatively quick and less intensive treatment were maintained by
participants. Importantly, perceiving testicular cancer as a distinct or specific disease

helped to compartmentalise the threat.

‘Testicular cancer is not really cancer, it’s like baby cancer’ (P17, T1, 27 yrs,

Single, Surgery+C)

Men actively defended these positive perceptions, which could be threatened by what was

felt to be distorted and stigmatising societal views of cancer in others (‘it does have a

12



stigma against it’ P15, T1, 40 yrs, Married, Surgery). In contrast, a generalised view of
cancer was taken by men who were not able to positively reframe the threat, which
characterised negative adjustment. This in turn increased feelings of susceptibility to the
threat of recurrence, evident by Time 2 interview in one participant (‘No matter how good
the outcomes are, you still had cancer’ P10, T2, 41 yrs, Married, Surgery). Perceptions of
testicular cancer as an enduring threat, as opposed to a transient one, also contributed to
negative perceptions, as the passing of time was seen as the only way of reducing this

threat.

Process 3. Taking an active approach to overcoming the threats - utilising
external resources and ‘informal’ one-on-one peer support

Men felt that testicular cancer was often more distressing for their spouse and close
family, so they initially emphasised the importance of ‘staying strong’ for others.
However over time, most men seemed to adopt more active approaches to overcoming
the perceived threats of cancer, through utilising external resources and becoming more
flexible in their adherence to ‘traditional” masculine values. Looking across the sample,
men who adopted this coping style of active support seeking and emotional disclosure
fared better by Time 2 than those who continued to be stoical and silent, who concealed
their feelings and concerns from partners/family members and health professionals. Most
men seemed to highly value having opportunities to reflect, including during the research
interview. This helped them gain a sense of perspective and feel supported in their
relationships, as talking about cancer in an everyday setting sometimes needed to be

sanctioned by others.

However, negative adjustment was influenced by a more rigid adherence to ‘traditional’
masculine values, which led to the maintenance of a false positive front (‘there’s a kind

of pressure to say, yeah, you're fine’ P10, T2, 41 yrs, Married, Surgery). In a minority of
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men, this could come at the cost of feeling unsupported and isolated by Time 2, as it
constricted men’s willingness to seek support. In addition, some reported peers who
provided inadequate support or even abandoned the friendship, which could further
hinder men’s attempts to seek out solidarity from ‘normal’ peers. Humour was often used
during social situations to diffuse embarrassment of others, defend against the stigma of

cancer and the threat to a ‘normal’ self.

Men strongly valued one-on-one informal peer support, particularly from other men with
testicular cancer (‘you can’t bottle it all up’ P23, T1, 30 yrs, In a relationship,
Surgery+C). While men valued receiving peer support, they were particularly keen on
giving peer support and often had a strong desire to share ‘expert’ knowledge of testicular
cancer. Peer support helped to normalise the experience, reduce men’s initial treatment

concerns and shape realistic perceptions of testicular cancer.

‘I just think it just helped just reassure me, like I wasn’t a nutter, or some Weirdo,
and you’re not the only person, you won't ever be the only person who'’s gone

through it’ (P20, T1, 22 yrs, Single, Surgery+C)

Following treatment, peer support helped men better accept a state of ‘new normal’. Men
who did not receive peer support felt it would have helped them dismantle their fears
earlier, particularly towards a threatened masculinity, psychological wellbeing and work
life (‘that would have been nice to have had a mentor’ P18, T2, 44 yrs, Single,
Surgery+C+R). Participants emphasised the need for connections with cancer peers that
were informal and offered to them as part of their care, as having to seek out support
could challenge their masculinity (‘probably men will go down the pub won't they?’ P1,
T1, 36yrs, Married, Surgery+R*). Most felt professional psychological support was not
needed, and the few that did, felt it would be better accepted if part of the care package,

or even suggested by a peer mentor to normalise help-seeking. Despite their efforts, men
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often expressed frustration over the lack of experiential information congruent with their
own experience, and desired more positive and realistic information on testicular cancer

given earlier on.

Key Transition 2: Striving to get on with life and restore normality

Process 4: Accepting and normalising the threats - accepting a new body
normality and the timing of cancer in younger adulthood

The process of active acceptance and normalisation of the threats to body image
contributed to this transition to normality. Almost all men perceived the loss of a testicle
as a relatively insignificant loss, in comparison to the threat of death (‘7’d rather have one
[testicle] and be here!” P12, T2, 37 yrs, In a relationship, Surgery). Participants perceived
similarities in terms of the function, aesthetics and their feelings towards the new
‘normal’ body after testicular cancer (‘I don 't feel any different now’ P7, T2, 43 yrs, In a
relationship, Surgery+C). Men also challenged cultural assumptions around the body,
asserting that the presence of a complete set of testicles was not an important part of
being male, and emphasised other aspects of masculinity which were more valued, such

as fatherhood, marriage or careers.

‘It doesn’t make me any less of a bloke than the bloke next door; it doesn’t really

change me at all’ (P16, T1, 38 yrs, Married, Surgery+C)

This transition from fear to acceptance regarding the loss of a testicle was often a quick
process, with some men admitting initial threatened feelings that had improved over time.
Men who had already achieved key developmental milestones, such as fatherhood and
marriage, had a greater sense of security in their body that tempered the threat to
masculinity (‘you don’t necessarily feel you have anything to prove’ P9, T2, 44 yrs,

Married, Surgery+C). For these reasons, only two men opted for a prosthetic testicle.

15



However, some single men attempted to compensate for the loss of a testicle by testing
their physical fitness, while other single men reframed their altered body as a change that

had enhanced their unique identity and was a symbol of their pride in surviving cancer.

‘I've got a few battle wounds to talk about now instead of nothing” (P20, T1, 22

yrs, Single, Surgery+C*¥*)

While the majority of men did not perceive any ongoing issues, a few men encountered
ongoing difficulties with fatigue (sometimes despite being treated by surgery alone), so
had to re-adjust their expectations over the timing of their recovery to accept this change
to normality by Time 2. Knowing what to expect seemed important for men to feel in
control and so refocus on striving towards normality. While some expressed frustration
over a lack of explanation for their fatigue, wanting more advice on their expected
recovery trajectory and how to manage fatigue better, they were often reluctant to ask
their clinician. Some were unsure whether they should be asking their hospital specialist

or GP for advice, feeling stuck between primary and secondary care.

‘You just want someone to go, if you’ve got a problem go to your GP, or if not you
phone this person, any questions phone this person, that would be the only thing,
[health professionals’] just kind of go ‘well you re fine you're fine’ (P10, T1, 41

yrs, Married, Surgery)

In order to regain a sense of normality and get on with their lives, most men sought to
accept and reframe the experience of having testicular cancer. For example, the onset of
cancer in younger adulthood could be perceived in positive terms when it was seen as
prompting them to initiate changes to their lives at an earlier stage than would otherwise

have been the case. However, some men, particularly those who were treated with

16



surgery alone and so experienced no symptoms or side effects, were more ambivalent in

their acceptance that they had testicular cancer.

‘I don’t know whether I've fully accepted it, even though I'm completely treatment
free and I've gone through it and I’ve beaten it, as it were, I suppose I'm still
waiting for it to really sink in, that oh I had that and now it’s gone, and that I ever

had it at all..” (P2, T1, 24 yrs, Single, Surgery)

At Time 2, a minority of men had experienced periods of stress and feeling ‘low’
following returning to work, especially in those with financial pressures, yet sought to
find a sense of balance in their lives through normalising and accepting their feelings and

disclosing their concerns to others.

‘some days you feel absolutely fine and silly little things remind you that you
actually had cancer.... for a while I felt low and yeah I admit to my wife I'd
thought at some stages I was maybe suffering from depression....I felt not lonely,
sort of very pressurised and was very snappy, and then all of a sudden out the
blue you have a good week, two weeks and things are fine, but things easily build,
got on top of me very quickly, so I'd come back down again, no I never went to
the doctors or anything, from time to time I still do get these times, but I'm
assume that’s life of living with cancer, and a young family and pressures of life’

(P1, T2, 36 yrs, Married, Surgery+R*)

Process 5. Preserving and enhancing the normal self - defending against

illness centrality and constructing an enhanced sense of personhood
Although men’s identities could be threatened by cancer, they were not often disrupted,

as men sought to preserve and enhance the normal self, particularly through regaining

17



their work and social roles. Some men strongly defended against ‘illness centrality’,

rejecting the idea that a cancer survivor identity was integral to their sense of self.

‘It’s just one part of thousands of one of the things that happen in your life.. |

don’t see it as a defining part of me’ (P9, T1, 44 yrs, Married, Surgery+C)

While some rejected common societal notions of cancer survivorship, including
expectations regarding involvement in charities, a few others enhanced their identities
through their charity involvement. In addition, others re-negotiated their identities, often
through becoming less work and more family-orientated, exhibiting greater confidence in
breaking out of ‘traditional’ gender roles. However, younger men expressed frustrations
over the disruption to their careers, at least temporarily. Furthermore, some men,
especially single or childless men, engaged in strategies to enhance their sense of
personhood, which helped maintain a sense of control. For instance, men discussed
having a strong sense of personal growth through feeling more unique from their peer

group and reported greater self-confidence.

However, for some, identity could be threatened by changes to visible appearance such as
weight gain or alopecia, due to chemotherapy or radiotherapy treatment, which were
perceived as more threatening to their identity and confidence than losing a testicle (‘you
kind of lose a little bit of your identity’ P2, T2, 24 yrs, Single, Surgery+C¥*). Yet this
threat was often transient, and subsided as treatment-related side effects wore off. During
this time men sought to preserve their identity through using humour over appearance,
protect their children from concerns and regain their physical health normality through
exercise goal setting. However, one participant encountered identity disruption by Time 2
as he struggled to maintain a ‘normal’ identity, which culminated in lower self-efficacy in
his home and social roles and a sense of inadequacy. This was influenced by a sense of

helplessness over where to get support for ongoing issues.
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‘Idon’t at times feel good about myself, and then that worries me that I'm
perhaps not as good as | should be for my wife and my child and everything else,
and it does bother me.. but there doesn’t seem to be an avenue you can go, to sort

it’ (P10, T2, 41 yrs, Married, Surgery)

Process 6. Re-establishing a sense of security and letting go of fears -
Holding onto anchors of security

The process of learning to relinquish fears over the future, particularly in relation to
cancer recurrence, and re-establish or maintain a sense of security enabled men to get on
with life. Through actively choosing not to ‘dwell on it” (P18, T2, 44 yrs, Single,
Surgery+C+R) as well as boxing away the experience, men strove to let go of any
perceived threats towards their future lives. Overall, a pragmatic attitude towards the
threat of recurrence was taken (“if it happens, it happens’ P15, T1, 40 yrs, Married,

Surgery).

‘It’s something now I don’t even think about...it’s done and dusted’ (P7, T2, 43 yrs,

In a Relationship, Surgery+C)

Accepting the precarious nature of life and attempting to live with greater intentionality

or ‘in the now” also helped men re-establish a sense of security from future threats.

‘It just heightens that sense of we 're not here forever. So I think it’s helped give us
that sense of actually this needs fo happen, let’s make it happen.. so | think it

gives us just a bit more sense of urgency’ (P19, T1, 39 yrs, Married, Surgery)

Some admitted occasional fears of recurrence, although these fears were often not felt to
be severe or enduring (‘it’s not an ever present feeling’ P13, T2, 27 yrs, In a relationship,
Surgery). Although some single men discussed the possibility of future relationships

being affected, these concerns were quickly relinquished (‘I don 't think it’s gonna be a

19



problem, certainly not with my confidence’ P2, T1, 24 yrs, Single, Surgery). Conversely,
in one participant, ongoing struggles to tolerate uncertainty and let go of the life-
threatening nature of cancer led to feelings of sadness and fear at Time 2 (‘/ wouldn’t say
I’'m back to total normal, no, not quite, I still don’t feel right’ P10, T2, 41 yrs, Married,
Surgery). Negative adjustment was also characterised by feeling more susceptible to
future cancers, both other cancer types and bilateral testicular cancer, and other health

risks (‘wait for the next thing to give up’ P10, T2, 41 yrs, Married, Surgery).

Overall, holding onto the anchors of security was also important alongside letting go of
the threats. For many men, access to the Clinical Nurse Specialist was highly valued,
especially the security gained from knowing that they were available via telephone. In
addition, due to the threat of treatment to future fatherhood, men held on to the sense of
security gained from banking their sperm or from already being a father, with some
expressing concerns over the financial implications of Assistive Reproductive
Techniques. Single men expressed confidence in their body’s ability to recover and let go
of their concerns as something to be dealt with in the future. One participant reframed the
threat to fertility as an advantage, giving him greater control in determining his future and
mother of his children and potentially sparing him from being forced into premature

fatherhood.

‘I've got the power to pick who I want my girlfriend to be, and I've got the power
to pick who I want the mother of my child to be, so I'm one-nil up as far as I'm

concerned’ (P20, T1, 22 yrs, Single, Surgery+C*¥*)

The threat to fertility magnified the significance of cancer as biographically disruptive in
those who wanted children in the near future, with some struggling at Time 2 if they
dwelt on these fears and allowed resentment towards cancer to preside, rather than accept
the need to ‘wait and see’.
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Just the resentment, you can’t be as you were... that one’s a bit more of a
difficult one to get over, lots of our friends are obviously having babies...which is
something that we feel that we 're more than prepared to do... so I know that I'll
never be able to look back on the cancer and think oh well that was a bit tough
but I'm so glad it happened, there’s always going be a bit of hatred, bit of

resentment there’ (P14, T2, 31 yrs, Married, Surgey+C*)

Discussion

The grounded theory presented in this paper explains how men can often positively adjust
to the threats posed by testicular cancer relatively quickly. It also highlights the processes
leading to a positive or negative adjustment trajectory during early survivorship. The
processes explain how most testicular cancer survivors in our study were able to emerge
with their identity undisrupted, gain a sense of normality, acceptance, coherence,
perspective and security in their relationships; and derive positive meaning, which were
key dimensions of positive adjustment. These processes dismantled threats to the body,
masculinity, identity, health and future, regardless of men’s prognosis or treatment
received. Men treated more intensively drew more actively on these strategies, in light of
having greater disruption to their lives. Our finding that men felt they had returned to
normality relatively quickly, helps to explain previous quantitative findings that show
few or no differences between long-term testicular cancer survivors and healthy men [40,
12, 13, 41]. It also extends Brennan’s [42] conceptualisation of adjustment as a dynamic
process, involving both positive and negative transitions, by providing a more specific

account of adjustment relevant to younger survivors of testicular cancer.

Our research also highlights the process of negative adjustment over time. Firstly, instead

of holding onto their anchors of security (relationships, fatherhood status, work and
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confidence in physician) and attempting to relinquish fears, men who held onto the
threats of testicular cancer and ruminated on them, reported increasing distress. Previous
work by Jones and Payne [11] proposed that having fewer ‘safety signals’ (i.e. hospital
appointments, contact with patients) led to poorer outcomes. Our study builds on this,
although highlights that men’s ability to hold on to their anchors of security and let go of
the threats was more important in adjustment. It is also probable that negative adjustment
may reflect personality traits of neuroticism or rumination that have been associated with
distress [43, 44]. Therefore, we suggest that interventions that promote acceptance and
the ability to relinquish fears, as well as live ‘in the present’, would be helpful for men.
This finding fits well with mindfulness-based interventions that encourage self-
management strategies and have shown promising results in cancer patients [45, 46].
Interventions by health professionals to educate men on how to manage their fears may
also be appropriate for male survivors [47]. Positive reframing of threats was also a key
strategy that could be incorporated into interventions. To date, very few interventions
have been developed for this population, so findings from our research adds to this

knowledge base [48, 49, 8].

Iliness perceptions of cancer, shown to be an important factor in adjustment in the wider
literature, were important in explaining how men were able to reframe the illness in
positive terms or continue to perceive it as a threat [50, 51]. For instance, perceptions of
testicular cancer as an acute and curable illness of relatively minor significance are in line
with the main tenets of this existing theory [50]. In our research, perceptions of testicular
cancer as either a specific cancer (positive adjustment) or as a generalised disease
(negative adjustment) were also important. For instance, the latter meant that prior
assumptions and connotations towards cancer as a life-threatening disease endured, so

perceptions of the threat to the future were not dismantled. Whereas, perceiving the
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disease as a specific cancer meant the threat was contained. As part of this process,
resolving the discrepancy between men’s assumptions and the actual experience was
important in promoting a sense of illness coherence [39, 52] as opposed to ambivalence,
illustrating the power of cultural and societal connotations towards cancer. Further
investigation of illness perceptions in this population is warranted, especially whether this
prior theory could be expanded to include cancer specificity or distinctiveness (vs.
generalised) perceptions. This may be useful as illness perceptions are modifiable
variables that could be targeted by future interventions, such as patient education and

public awareness programmes [53].

Furthermore, while an active approach to eliciting support helped men adjust positively,
men who had ongoing concerns and continued with a stoical and silent approach seemed
to worsen over time. Similar findings on coping and masculinities have been reported
elsewhere [54, 55]. Stoicism was influenced by a more ridged adherence to hegemonic
views of masculinity and the desire to maintain a positive front, culminating in feelings of
abandonment from health professionals and isolation from others. A testicular cancer
specific patient concerns inventory (PCI) could be useful for eliciting concerns from such
men [56] as could a holistic needs assessment, as suggested by the NCSI [57]. These
findings have implications for follow-up, which is currently focused on detecting
recurrences, and previous work has also highlighted that greater improvement in
psychosocial support is needed during follow-up [58, 59]. One-on-one peer support could
also be valuable for these men, as it is for survivors of other cancers [60]. E-health
interventions including online peer support may be particularly useful for male survivors,

as they minimise the stigma of help-seeking [61].

In this study, men who had not yet achieved key ‘milestones’ of masculinity, more

actively sought to re-establish security and control through strategies, such as enhancing
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the self. This echoes cognitive adaptation theory [62], and our study has also found that
accepting the need to ‘wait and see’ over fertility was also important in adjustment. Men
who imminently wanted children could struggle at times, highlighting the need for
support for these men and their spouses. Deriving a sense of meaning from cancer and a

sense of coherence was particularly important, especially for these men [63].

Contrary to previous research on men with cancer [64], testicular cancer did not disrupt
men’s sense of identity [65] in almost all cases, as men engaged in the process of
preserving and enhancing the normal self through their work roles or fitness regimes and
defended against illness centrality [66]. High levels of illness centrality were found
elsewhere to be associated with poorer adjustment, which supports our findings [67]. It is
notable that men quickly accepted and normalised the loss of a testicle, often using
humour over the issue, with any body image issues largely transient, contrary to some

previous qualitative literature [25, 30] although similar to findings in another study [9].

Limitations of the study include the low number of men who were negatively adjusted,
which may reflect reluctance on the part of such men to participate. Therefore, it is
possible that men in the study may be a self-selecting sample. There was also no data on
the characteristics of non-responders. The sample also lacked diversity with regards to
demographics characteristics, and the findings may not be applicable to cancer survivors
with poor prognostic outcomes. The role of a female interviewer may have influenced the
findings, particularly as sexual function was rarely mentioned, as this topic may threaten
men’s identities. When this topic was raised by participants, this was always to assert that
their sexual functioning had been unaffected. Review evidence shows contradictory
findings regarding the levels of sexual dysfunction evident in testicular cancer survivors
as there is a wide variation across studies [17]. It is, therefore, unknown whether

discussion of sexual functioning would have impacted on the overall Grounded Theory
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developed; however it is unlikely that inclusion of this topic would have altered the main

conceptual processes in our theory.

While the longitudinal design was initially intended to assess change over time, few
changes were evident as most participants continued on a positive adjustment trajectory.
The six month gap between interviews, influenced partly by time constraints of the study,
did not therefore capture much change; however the Time 2 interview data added greater
richness to the findings and further supports the grounded theory developed. Although it
is possible that the findings may have differed had the time interval between interviews

been longer, we think this is unlikely given the positive adjustment trajectory observed.

Conclusions

Our study contributes to the limited knowledge regarding the psychosocial impact on
younger testicular cancer survivors and provides an insight into the processes through
which men positively adjust. It has implications for the assessment and management of
care for men treated for testicular cancer, especially those struggling to adjust. For
example, health professional interventions could include supporting positive illness
beliefs, enabling discussion of negative perceptions, managing long-term side effects,
assessing men’s support networks, encouraging men to reveal their concerns, providing
fertility advice, helping men accept and normalise body image issues, and facilitating
peer support. Interventions that preserve men’s independence are also needed, including
informal ‘support’, particularly one-on-one peer mentoring. Implementation of
interventions that are additional to current standard best practice should be evaluated in a

larger study.
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Table 1: Summary of participants’ demographic and treatment information

Participant Demographics N (%)
(Time 1)
Age (years)
20-24 2 (12)
25-29 3(17)
30-34 4(22)
35-39 4 (22)
40-45 5(28)
Highest Educational
Quialification
GCSE’s or equivalent # 6 (33)
A-Level’s or equivalent ° 1 (6)
Bachelor University Degree 9 (50)
Postgraduate Qualification 2 (11)
Employment
Full-time 12 (67)
Part-time 4 (22)
Unemployed 2 (11)
Marital status
Married 9 (50)
In a relationship/Cohabiting 4 (22)
Single 5 (28)
Ethnicity
White British 17 (94)
Asian British 1 (6)
Living Arrangements
Live with partner/children 13 (72)
Live with parents 3(17)
Live alone 2 (11)
Initial Treatment®
Surgery alone 6 (33)
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Surgery + Chemotherapy/or 12 (67)
radiotherapy

a: Exams which are usually taken at the age of 16 in the UK
b: Exams which are usually taken at the age of 18 in the UK

C: At Time 1 interview

Box 1- Abbreviations

T1-Time 1 Interview
T2 —Time 2 Interview
Surgery — Treated with surgery alone

Surgery + C/R — Treated with surgery and
chemotherapy/radiotherapy

* -Treated for a recurrence

**_ Treated for advanced disease

31



Diagnosis and
treatment of
cancerin
younger
adulthood

Threats to
present and
future

Re-establishing sense of
security and letting go of
fears

Preserving and enhancing
the ‘normal’ self —
defending against iliness
centrality

Losing a sense of
security and rumination

on fears

Struggling to defend
against the threat to
identity

significance of cancer

Dismantling the
threats of cancer
eGaining a sense of
perspective
eStriving to geton
with life and restore
normality

Accepting and

normalising the threats
to new body normality

Struggling to gain a
sense of coherence &
appraising as major
event

Holding onto the
threats of cancer
eLosing a sense of
perspective
eStruggling to
achieve a sense of
‘normality’

Having a sense of
ambivalent acceptance
towards having cancer

Figure 1: Positive and negative adjustment to testicular cancer

Reframing the threats
through positive illness
beliefs & social
comparisons

Taking an active
approach to support
seeking- utilising peer
support

Holding negative illness
perceptions and a
generalised view of
cancer

Adopting a stoical
approach and
concealing feelings

Positive adjustment
eSense of coherence and
positive meaning
eAcceptance

eSecurity

eSense of normality

Negative adjustment
eSense of insecurity
e|solation

e|ncreased fear and
distress

eDisrupted self-identity
eSense of incoherence

32



