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TESTICULAR AND PROSTATE CANCER: EXPLAINING THE TREATMENT 
AND POST TREATMENT EXPERIENCE OF COUPLES 

By Linda Claire Colbourne 

The incidence of testicular and prostate cancer is increasing and more men are becoming cancer 
survivors. However exploration of the impact of such a potentially life-altering event for the 
couple is limited. The purpose of this study was to describe and explain the experience of men and 
their spouse/partner during and after completion of potentially curative treatment for testicular or 
prostate cancer. An aim of this study was to highlight participants' needs and suggest care 
interventions to assist this client group during their experience. 

A collective case study design, incorporating two recruitment arms, retrospective, and prospective, 
were employed. Purposive sampling allowed participant recruitment by pre determined criteria 
relevant to the study aims. Twenty couples were recruited (ten to the prospective arm and ten to 
the retrospective arm) from three Cancer Centres in England. Data collection included face to face, 
semi-structured participant interviews, observation of follow-up consultations, participant diaries, 
a review of hospital notes, and a study journal. The data were analysed using constant comparison 
and cognitive mapping, for each couple (intracase), and then extended across cases to identifY 
typical experiences between the couples. 

Five major categories described the experience; 1) Searching for positives, dealing with negatives, 
and attempting to gain control. 2) Emotional roller-coaster. 3) Impact on masculinity. 4) It should 
be all right now, shouldn't it? 5) 'Moving on' and accepting: It's more mental than physical. 
Findings suggested 'phases' during the experience when participants required differing degrees of 
information and support. Coping strategies varied, however attempting to maintain normality, 
'chunking' the experience into cognitively manageable phases, and using social comparison, were 
strong themes. The spouse/partners considered the experience to be led by the coping style and 
wishes of the man. As a result this exploration revealed that the man and woman shared some 
common issues but also had different needs. Issues concerning a lack of cohesiveness of care 
delivery appeared to compound physical, social or emotional difficulties that participants 
experienced. 

Social theories relevant to the couples' experience included, embodiment, social comparison, and 
adaptation to threatening events. These theories were used to explain the reliance of the couple on 
using the man's body to inform them of cancer absence or presence. The findings provide a 
detailed description of the couples' experience, which preserves the particular, and an 
interpretative conceptual model that offers a construction and explanation of the typical 
experience. Implications for practice are suggested and areas for further research are identified. 
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INTRODUCTION 

The primary aim of this study was to explore and describe the cancer treatment and post treatment 

experience of couples where the patient was a man and the cancer prognosis was long term 

survival. 

The initial focus for this study came from observing the reactions and comments of potentially 

'cured' cancer patients and their spouse/partners in the clinic setting. Private discussions that I had, 

as a cancer nurse specialist, with couples indicated that difficulties were experienced post 

treatment which were not necessarily aired during the routine follow-up consultation e.g. fears 

surrounding recurrence of cancer or the potential long term harm of cytotoxic agents, and 

difficulty letting go of the 'safety' of the treatment environment. 

A previous study (Colbourne 1998) indicated that difficulties relating to the cancer experience 

could be encountered by the man and spouse/partner several years after treatment for testicular 

cancer, and that the spouse/partner had some differing needs to the man. Once active therapy was 

complete the role of the oncology health professional diminished and contact generally occurred 

briefly at follow-up. As a result important issues for the couple could go unrecognised. A 

recommendation from this work was to extend the investigation to include more than one cancer 

disease site, a variety of treatment modalities, and a wider age range. 

There is a growing population of men who are considered to be long term cancer survivors (and 

their spouse/partners) who may experience unmet needs during and post treatment. This study was 

designed to explore, through a longitudinal research design, the potential impact of the cancer 

diagnosis and treatment experience on the post treatment phase of the couple. 

To take forward the study recommendations by Colbourne (1998), further exploration of the 

experience of men treated for testicular cancer was necessary; also recruitment of another cancer 

disease type that would include different cancer treatments (to those administered for testicular 

cancer), and provide a wider age range of participants. It was identified that men treated for 

prostate cancer would meet these criteria. 

In the case of testicular and prostate cancer, the aim of treatment, and the treatment pathway will 

vary, dependent upon the stage of disease at diagnosis. Figure 1.1 and 1.2 provide an overview of 

the potential pathways of cancer treatment that men diagnosed with these specific cancers may 

follow. The areas highlighted in both Figures identifY the treatment pathways followed by 



participants in this study. The main reason for recruiting men to this study from these specific 

pathways was the high probability of a low recurrence of cancer and long term survival. This study 

was undertaken to explore the experience of men, and their spouse/partners, from this particular 

pathway. 
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Figure 1.1 Potential treatment pathways for testicular cancer 

• 

• 

Testicular cancer 
suspected by GP. 
Acute symptoms 
investigation via ME 

Referral to Urologist: 
_ Staging process: 

. 1 Cancer conflnnod H Orchidectany I· CT scan 
~. Post-op tumour markers H . Testicular/abdominal ultrasound. 

• Blood tests: Tumour markers • Histology review 

.. 
Stage of testicular cancer, probable treatmen~ and prognosis 

Cancer confined to testis non-seminoma 
Treatment: Orchidectomy and surveillance 

Cancer confined to testis 'high risk': histology shows prognostic indicators that suggest potential risk of recurrence 
Treatment: Orchidectomy plus 2 cycles of chemotherapy 

Prognosis: 
99% probability of 
long term survival 

Metastatic disease good prognosis: Microscopic spread or spread to regional lymph nodes ( 
Treatment: 3 to 4 cycles of chemotherapy Prognosis: 95% probability of long term survival 

Intermediate/poor prognosis: Metastatic disease beyond retroperitoneal lymph nodes 
Treatment: minimum of 4 cycles of chemotherapy Prognosis: 50% probability long term survival 

1 
Post treatment: 
• CT scan 
• Tumour markers 
• Chest X-ray 

~ 
Frequency of follow-up conSUltations: 1 month post treatment, then every 3 months for 1 year, and then every 6 

months stopping at 5 years 

I 

Colour shaded area: Identifies cancer stage, treatment and prognosis of men recruited to this study 1 (Cullen 2001 ; Ernstoff et al. 199B) 
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Figure 1.2 Potential treatment pathways for prostate cancer 

• Prostate cancer 
suspected by GP I Referral to Urologi~ 

• Routine screening • • Tumour markers 
Histology review 

I-------.~I Cancer confirmed 
"" 

Staging process 
• MRI scan 

• Acute symptoms • Prostate biopsy 

investigation via A&E 

.. 
Stage of prostate cancer, probable treatment and prognosis 

Cancer confined within the prostatic capsule 
Treatment choices for 'early' stage disease can include one or more of the following: watchful waiting, 
brachytherapy (radioactive implants), prostatectomy, external beam radiotherapy (conformal or conventional). 
The most common are: prostatectomy or 3 months honnone therapy followed by radical radiotherapy 

Cancer extends through prostatic capsule 
Treatment: Varies and is dependent on the extent of tumour growth beyond prostatic capsule i.e. clinical stage, 
tumour marker levels, histological grade, patient perfonnance status, and patient preference 

Poor prognosis/metastatic disease 
Cancer is fIXed or invades adjacent structures other than seminal vesicles, distant disease (metastases) probable. 
Treatment options: radiotherapy, honnone therapy 

1 

• Bone scan 

Prognosis: 81 to 87% 
probability of long term survival 

Prognosis: probability of long term survival dependent 
on clinical stage, tumour markers, histological stage 

The aim of treatment is stabilisation of disease 
and palliation of symptoms 

Post treatment 
• Tumour marker blood tests ~ 

Frequency of follow-up consultations: 1 month post treatment, frequency then varies dependent on 
stage of disease at diagnosis, degree of side effects experienced from treatment and tumour marker levels 

• Chest x-raylbone scans as necessary 

Colour shaded area: Identifies cancer stage, treatment and prognosis of men recruited to this study 1 1- (Morton 2000; Otto 1997) 



CHAPTER ONE 

Literature review 

1.1 Introduction 

This chapter provides an overview of the literature surrounding the cancer treatment and post 

treatment experience of men, the experience of spouse/partners, and the potential impact for the 

couple. A table of studies highlighted in this chapter is provided following the chapter summary 

(Table 1.1, pages 37 to 44). 

This literature review concentrates on work relating to the male cancer experience where the aim 

of cancer treatment was long-term survival. Papers detailing only the treatment and post treatment 

experience where relapse, or advanced/palliative disease were factors, were avoided. The literature 

review was undertaken using the databases, Applied Social Sciences Index and Abstracts 

(ASSIA), Cumulated Index to Nursing and Allied Health (CINAHL) and Medline. The years 

searched were 1980 to June 2004. These parameters were set as it was considered oncology 

treatments and care delivery would have changed substantially since 1980. June 2004 marked 

completion of the study. The Literature search combined the word cancer with the following key 

words; couples, partners, cohabitation, survivors, survival, survivorship, long term survivors, 

prostate, germ cell, testicular, and in a variety of combinations. 

The review centred on papers and texts (including recent theses) where the treatment modalities 

were similar to those to be administered to patients recruited to this study e.g. studies relating to 

prostate cancer and radiotherapy opposed to prostate cancer and surgical intervention. Locating 

specific models of cancer survival that related to the male experience was difficult, as a result 

other tumour types and treatment modalities are discussed in the section that illustrates these 

models. 

The chapter begins with information and data relating to the increasing number of men surviving 

cancer, followed by a debate about an appropriate definition of cancer survival and the pre

occupation with cure. Further sections consider; a disease centred approach to care in relation to 

treatment delivery including follow-up care provision; previous studies and models of cancer 

survival; the degree of rehabilitative care provision; studies specific to testicular and prostate 

cancer; the possible impact on masculinity, sexuality and sexual function for the man and couple; 

The final section considers the impact of the cancer experience on the couple. 

5 



To give context to the physical, emotional and psychological impact of the cancer experience it is 

important to consider treatment modalities and their potential acute and long-term physical impact. 

Information that provides an overview of the diagnostic/staging procedures and the forms of 

therapy administered to men involved in this study (i.e. prostate cancer; tumour biopsy, external 

beam radiotherapy, hormone therapy, and testicular cancer; orchidectomy and chemotherapy) are 

provided in Appendix 1. 

6 



1.2 Prostate and testicular cancer: Increasing survival rates 

In England and Wales approximately 19,000 men are diagnosed with prostate cancer each year, 

incidence is increasing, and prostate cancer is now the second most common malignancy in men in 

the UK (NHS Executive 2000b). In England and Wales there are on average 1000 new cases, of 

testicular cancer diagnosed annually, and it is estimated that the incidence will double every 20 

years (Gascoigne and Whitear 1999). Testicular cancer is the most common form of cancer found 

in men aged 20 to 34 years (Office for National Statistics 2000) whilst prostate cancer can no 

longer be considered the disease of old men, as more 'young, middle aged' are being diagnosed 

(NHS Executive 2000b). 

With prompt treatment there have been substantial improvements in survival of prostate and 

testicular cancer (Garbett 1998; Gascoigne and Whitear 1999; Institute of Cancer Research 1998). 

In England and Wales in the three years between 1990 and 1993 the expected five-year survival 

for men with prostate cancer increased from 42.2% to 48.9% and men with testicular cancer this 

figure has in risen from 93.7% to 95.2% (Office for National Statistics 2000). There are a growing 

number of male cancer survivors, and their partners and families for whom the impact of the 

cancer experience, social, psychological and emotional cannot be underestimated. For every f16m 

spent on breast cancer research annually, flm is spent on prostate cancer research (Gascoigne and 

Whitear 1999). It is suggested that such an imbalance is mirrored in levels of investigation of the 

impact of a cancer diagnosis for men and those supporting them. Many authors indicate the lack of 

investigation of the male cancer experience or the potential difference in gender response to a 

cancer diagnosis, subsequent treatment, or life after treatment (Garbett 1998; Gascoigne and 

Whitear 1999; Gibson 1999; Hardwick and Lawson 1995; Harrison et al. 1995; Kelly 1999; Luck 

et al. 2000). 

Of the studies exploring phases of cancer survival, psychosocial, emotional and physical factors 

which impact on quality of life (Dow 1990; Ferrell et al. 1995; Pelusi 1997; Redler 1994; 

Wallwork and Richardson 1994), the majority recommend more extensive investigation of cancer 

survivorship. The cancer experience is a life-altering event for the patient and spouse/partner, and 

the impact of this as a couple is frequently overlooked (Schou and Hewison 1999). There is little 

literature available describing the carer or spouse/partner needs or experience where the man is 

receiving potentially curative cancer treatment. 

Colbourne (1998), Gascoigne and Whitear (1999), Johansson et al (1992), Kelly (2002) and 

Loescher et al (1990) consider that further research should address the effect of site specific 

disease and demographic variables. Expanding the present knowledge of the survival experience of 
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men and their spouse/partners may suggest care to support these people and provide mechanisms 

to determine which individuals are at a greater risk of experiencing unmet needs or difficulties. 

1.3 Cancer the preoccupation with cure 

It could be argued that taken at face value, the term, cancer survival might equate to cancer cure, a 

permanent state. Patients can often be heard quoting the five-year statistics for survival, and judge 

that this is the safe 'cut off i.e. if they reach this milestone without recurrence they will consider 

themselves safe from relapse and thus cured. Dow (1990) and Haberman (1996) indicate that the 

five-year medical cut-off for cure is based on objective parameters, and is used purely to provide a 

baseline measure of treatment response. Definitions of survival or cure seem to have become 

confused with treatment outcome data. The use of the term 'cure' can be perceived and interpreted 

in many ways by patients, families and health professionals and perhaps more caution should be 

used when applying this term. The following section will discuss the search for an appropriate 

definition of 'cancer survivor'. 

1.3.1 Cancer survivor: Clarifying a definition 

ClarifYing of the meaning attached to the term cancer survivor is important but identifYing an 

appropriate definition of a cancer survivor or cancer survivorship is difficult. The following words 

and phrases were located in reference texts: 

Survive: Remain alive, live, hold out, pull through, cling to life. 

Oxford Thesaurus (2003) 

Survive: Come through alive, continue to live or exist. 

Survivor: One left alive when others have died 

Survival: The state of surviving continuation of existence of persons, things etc. 

Oxford Dictionary (2004) 

It was noticeable that survivorship, a term often used in the cancer literature was not found in 

either reference book. If survivorship is not a word that is recognised in the English language, are 

health professionals (and society in general) using terms to describe aspects of patient experience 

that are inappropriate? The following paragraphs will consider this further. 

Little et al (2002) offer this definition of cancer survival' ... living at any time after diagnosis and 

treatment have finished, apparently free of cancer.' p 171. However, no evidence of malignancy 

does not necessarily mean being emotionally or psychologically free of cancer. 

8 



The fear or anxiety patients' experience in relation to the potential recurrence of cancer is a 

common theme in the literature. For some cancer survivors this may be a fleeting anxiety, while 

for others it can be constant mental trauma. Even where the medical prognostic expectation is of 

cure the cancer experience will have continuing meaning and impact. This was illustrated by 

McKenzie and Crouch (2004) in a study that explored the experience of women after receiving 

treatment for breast cancer; it was identified that participants were experiencing continual 

perceptions of being profoundly endangered and 'more at risk' than anyone else. McKenzie and 

Crouch (2004) concluded that the women were separated from 'the everyday practical 

consciousness' that seems effortlessly to be shared by 'ordinary' others '. This study identified that 

the long term suffering experienced by cancer survivors was the 'at risk of illness' which 

continually pervaded and impacted on their lives. 

It is in relation to the 'at risk of illness' concept that the term cancer survivor presents difficulty. 

Post treatment the cancer experience may have been distanced, but it can continue to cause 

emotional difficulty and/or apprehension for these people. McKenzie and Crouch (2004) propose 

the term 'cancer post-patients' in preference to cancer survivor but I would argue that this fails to 

capture the right description of an individual's post treatment experience because of the use of 

'cancer' in this term. 

The debate surrounding terminology for cancer survival will continue but the references listed at 

the back of this thesis bear witness to the acceptance and common use of the terms, cancer 

survivor and survivorship and these terms will therefore be used in this thesis. 

1.3.2 A disease centred approach and cure at all costs 

Corner (1997) states that the' dominant model of oncology is preoccupied with survival, beyond all 

other considerations.'p8 and suggests that; the biomedical construction that cancer treatment has 

become, induces detachment where emotive issues are generally ignored and the real needs of 

cancer patients and their families are avoided. The main thrust of the paper by Corner (1997) is 

that nursing needs to concentrate direction towards therapeutic nursing which combines physical 

and emotion-focused intervention. Features of therapeutic nursing as offered by Corner (1997) 

include; recognising the positive effect of nursing intervention and developing nursing as therapy, 

providing' care that is participative, collaborative and empowering of cancer sufferers and their 

families and caregivers.: 'seeks to move individuals towards healing and health in the broadest 

sense " and aims to affect the system of care to make 'changes to the nature of caring, so that the 

potential for therapeutic nursing can be realised' pI O. The investigation of the, presence, absence, 

or need of therapeutic nursing for the man and spouse/partner, through this study might prove a 

worthwhile avenue of exploration. 
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To engage in therapeutic nursing activity, nurses providing such care need to be confident and 

skilled to deal with emotional and psychological issues. In a small American study Frost et al 

(1997) identify that nurses providing care for oncology patients may feel safer delivering a disease 

centred model of care and suggest the need for greater practical knowledge and skills training 

before therapeutic nursing could be a universal reality. Frost et al (1997) designed a study 

questionnaire to explore the importance nurses placed on psychological intervention for the patient 

and family and to gain the opinions of nurses concerning their confidence and skill levels in 

dealing with these client groups. Nurses in the study rated patient's psychological needs as 

significantly more important than those of the family. Most nurses felt under-skilled or lacked 

confidence in their knowledge of areas they felt were important for care i.e. helping patients with 

changes in sexual function, providing information concerning the possible course of their cancer, 

and helping families cope with dying, loss, stress, uncertainty, children's understanding of the 

diagnosis, and maintaining hope. Barriers to psychological care were identified as inadequate 

staffing, short length of hospital stay, an emphasis on tests, and lack of nursing knowledge. Due to 

the small sample size and evaluation of nurses' responses from only one hospital site, the authors 

of this study acknowledged that the findings should be treated with caution. However they 

recommend that greater evaluation of the lack of nursing knowledge and barriers in delivering 

cancer care may be warranted. 

Faithful (1994) expressed similar views as Corner (1997) suggesting that, too often treatment 

success is measured in years of disease free survival but not in relation to quality of life and 

freedom from the long term effects of treatment. Post treatment monitoring of cancer absence via 

scans, tumour markers and physical examination may indicate the absence of cancer, but to prove 

on a regular basis that cancer is not in situ may psychologically inbed the fear of possible 

recurrence to the extent that the patient lives in fear and anxiety. The emotions generated as fear of 

recurrence may be more disabling than the disease itself (Faithful 1994). 

It is not to be denied that eradicating cancer is an appropriate focus (without which the outcome 

would be death) but of equal importance is understanding how the illness and treatment is 

affecting the individual and initiating interventions to minimise the impact. However, Carnevali 

and Reiner (1990), Faithful (2000; 1994), McCaffrey (1991) Rogers and Todd (2002) all suggest 

that the medical perception of cure is removal of the physical disease. It is argued that this 

encourages concentration on the good news of cancer absence and may take precedence over the 

psychological, emotional and social impact of cancer and its treatment. There is almost an 

unspoken belief that if health professionals deliver cancer cure, what more could a person want? 

Little et al (2002) suggest that the concepts of survival, cure and normality have been merged and 

agree that cure is considered by health care services and society to be the ultimate gold standard 

10 



"Survival is thought to have no price too great. What seems to be expected from the survivor is 

therefore endless gratitude within the context of normality offurther life experience. "p176. In this 

way the clinical imperative to eradicate cancer appears to override other considerations, and could 

be identified as over-medicalisation. Antonovsky (1979) describes over-medicalisation as a 

pathogenic approach. Pathogenesis incorporates a dichotomous model where the individual is sick 

or well, diseased or non-diseased. This author stresses that such a focus on the disease blinds the 

health professional to the subjective state of affairs of the individual. 

Within an acute hospital setting it is easy to categorise patients to get the work done. Mullan 

(1985) and Wells (1990) agree with the view of Antonovsky (1979) and describe 'Cure versus 

Non-cure' as an appealing notion, but not an accurate characterisation of the experience. Wells 

(1990) considers that this dichotomous view has interfered with health promotion strategies as it is 

difficult to discuss healthy aspects with the sick, and cancer patients when receiving treatment are 

categorised as ill. 

Authors investigating and describing the cancer survival experience indicate that patients just want 

to get back to normal after their cancer treatment, but that life will never be quite the same again 

(Bushkin 1993; Dow 1990; Fergus et al. 2002; Jones and Payne 2000; Little et al. 2002; Pelusi 

1997). A major difficulty in returning to normal is the feeling of vulnerability, the future unknown, 

and the constant fear of recurrence. Faithful (1994) suggests that there should be doubt over 

labelling someone as cured when the survivor fears recurrence or continues to experience 

debilitating side effects from treatment. Perhaps cure should not be the only clinically recognised 

outcome of an individual's cancer experience and other indicators, such as, quality of life and 

levels of emotional adjustment, should be sought. 

Engel (1977) considers that an emphasis upon cancer cure relates to the dominance of the 'medical 

model' where disease is dealt with as an entity independent of social and psychological issues. 

This statement and terminology is nearly 30 years old and it is hoped care management may have 

moved on, therefore it seems inappropriate to refer to this model of care. Wells (1990) and Frost et 

al (1997) use the term disease centred model which seems more descriptive and appropriate. 

It is easy to condemn the disease centred model, but society wants cancer to be cured and this is 

what this model aims to deliver. There are also outside forces which dictate how care is delivered. 

At a time when nurses are being encouraged to develop roles to incorporate medical tasks, and the 

pressure is to achieve, time related government targets for throughput of ever increasing patient 

numbers, it could be argued that nurses (and other health professionals) are being pushed towards 

the disease centred model at the cost of therapeutic care. Watson (1990) illustrates the benefits of a 
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potentially more appropriate rehabilitation model, where cancer treatment is not the nucleus of 

cancer care, it is an essential element in rehabilitation. 

1.3.3 A disease centred approach to follow-up 

Since 1996 a Cancer Research UK team based in Leeds has focused work on developing patient 

centred assessment in routine oncology practice using a computer aided system to enhance 

patient/clinician dialogue. As a member of this team Wright (Wright et al. 2001; Wright et al. 

2002; Wright et al. 2003) has identified in particular, a lack of health professional assessment of 

socio-economic needs of patients throughout the cancer experience. Developing a tool that can be 

used successfully in highlighting patient need is one part of the equation, but ensuring appropriate 

intervention is instigated is the other. Faithful (2000) and McCaffrey (1991) suggest that the 

hospital team may have little interest in revealing additional problems, especially if they do not 

know what to do about them. This view has also been expressed by Holmes et al (1997), Lichter 

(1987), and Redler (1994) who raise the possibility that pessimistic attitudes towards cancer by 

some health professionals may influence care provision. Whilst exploring the experience of men 

receiving radiotherapy for prostate or bladder cancer, Faithful (2000) identified that the benefit of 

nursing care seemed to be underestimated by health professionals who appeared to consider 

treatment-related interventions above all else. Wright et al (2001) argue that these observations 

indicate a need for greater health professional education and training to improve the patient 

experience. 

It could be argued that the busy follow-up clinic is not an environment conducive to the expression 

of emotional and/or intimate issues for the patient or partner. If follow-up consultations are 

perceived principally by patients and health professionals as cancer monitoring appointments, 

wider issues or problems may not be considered appropriate and therefore ignored. 

Earlier in this section it was suggested that nurses may not always feel confident to deliver psycho

emotional cancer care. However, a perceived lack of knowledge and skills training may not be the 

only barrier in delivering therapeutic or holistic nursing. Traditional models of service delivery 

and unimaginative use of staff may also be a factor. Follow-up (flu) consultations are generally the 

only opportunity patients have to access information and support from oncology staff. Two British 

studies, Dennison and Shute (2000) and Rogers and Todd (2002), investigated information 

exchange in oncology outpatient clinics. Although not the focus of the research, both studies 

identified that a review of clinic nurses' roles was necessary as field observations during data 

collection revealed that the clinic nurse function was primarily administrative. These researchers 

suggested that clinic nurses' roles could be redirected to retain cancer monitoring whilst providing 

a greater degree of therapeutic intervention. 
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There is considerable debate on the purpose and benefit of follow-up appointments which include: 

co Concern over the level of the benefit versus disadvantage to the patient (i.e. the degree of 

anxiety induced versus reassurance gained). 

co The lack of evidence to support, or refute, the use of specific imaging investigations (in terms 

of resource allocation) for different cancer types. 

co The degree of time allocated to detection of cancer relapse when compared to the lack of 

evidence of survival benefit. 

(Brada 1995; Butow et al. 2002; Loprinzi 1995; MacBride and Whyte 1999). 

Brada (1995) argues that the case for cancer monitoring through flu is questionable, although 

Brada (1995) and Ellis et al (1984) agree that clinical flu for testicular cancer is an exception as 

detection of relapse is possible through routine investigation. Disseminated recurrence is 

responsive to further treatment which can deliver survival benefit. 

A defence of the flu appointment from a sociaVemotional perspective is that it provides an 

opportunity for the patient to gain a degree of reassurance (Allen 2002; Jones and Payne 2000; 

MacBride and Whyte 1999) and an avenue through which to ask questions. However a number of 

studies (Butow et al. 2002; Dennison and Shute 2000; Rogers and Todd 2002; Wright et al. 2001) 

exploring the clinician/patient interaction during flu suggest communication exchange is poor and 

that; appointments are commonly directed by the clinician's agenda of medically orientated issues, 

where socio-emotional issues are rarely broached. Allen (2002) in an interview based study, 

exploring the meaning of breast cancer flu revealed that participants gained reassurance from 

negative test results, yet, a lack of medical continuity or rushed consultations diminished the 

qual ity of the reassurance. 

Various intervention studies have introduced and evaluated different ways of delivering the 

oncology clinic appointment with the aim of enhancing the patient's experience. These studies 

include; 

co Phone clinicslnurse led clinics (Faithful 2000; Gulliford et al. 1997; James et al. 1994). 

co Patient initiated flu (Brown et al. 2002). 

co Patient pre-appointment checklists of symptom/issueslconcerns, used to guide the clinician to 

relevant areas of difficulty (Dennison and Shute 2000; Velikova et al. 2004; Wright et al. 

2001). 

Many of the studies cited in the previous list are recent investigations suggesting that the optimum 

way of delivering flu to the satisfaction of the patient and clinician is still being sought. These 

studies suggest a move towards attempting to deliver more choice and a greater degree of 

assessment of patient need through flu. However few studies begin by exploring what needs the 
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patient has, and III what way, or how, they would prefer to receive 

interventions/support/information from flu or the wider care setting. Frequently, health related 

quality of life questionnaires, or anxiety and depression scales have been used to evaluate the 

impact of flu. Although these can be useful in terms of outcome measures, the omission appears 

to be in asking the patient and their spouse/partner what their needs are and what services are 

warranted. Little investigation has centred on the role and impact flu plays in the adaptation of the 

couple to the cancer experience. 

In summary, literature detailed in this section identifies a cancer experience where cure and 

disease free survival appear to be the primary focus and where cancer disease monitoring has 

traditionally dominated the flu consultation. Little consideration has been given to the possibility 

that couples may have needs that fluctuate during and after treatment; a longitudinal research 

investigation could uncover such patterns. An omission in the literature was thorough exploration 

of the experience off/u from the perspective of the couple or the spouse/partner. 

1.4 Previous studies and models of cancer survival 

1.4.1 Survivorship issues commonly identified 

A large number of studies relating to the post treatment experience of the adult cancer patient and 

spouse/partner, describe the experience of breast cancer, and Fredette (1995) suggests this is 

purely a result of access to the relatively large population of survivors. Fredette (1995) 

investigated the experience of 14 women at least five years after treatment for breast cancer using 

a descriptive interview study design. Results indicated that the women used problem-focused 

strategies to cope with the experience such as active information seeking. Returning to work was 

considered positive in achieving familiar stability. Being listened to concerning fears and feelings 

assisted coping, as did maintaining a hopeful attitude. 

Vulnerability and uncertainty relating to survivorship were themes demonstrated in work by 

Lavery and Clarke (1999), MacBride and Whyte (1999), McCaffrey (1991), McKenzie and 

Crouch (2004), and Quigley (1989). No guarantees during survival is something that frustrates the 

patient and spouse/partner. The fear of recurrence may be associated with anxiety, depression, a 

preoccupation with cancer and limited planning for the future, all of which impact adversely on 

quality of life (Dow 1990; Ferrell et al. 1995; Little et al. 2002; McKenzie and Crouch 2004; 

Steginga et al. 2000). 

Findings from two American studies, Belec (1992) and Loescher et al (1990), indicate patients are 

often ill prepared for problems post discharge, and that the cancer experience permanently changes 

life patterns. In the qualitative and exploratory study by Loescher et al (1990) a semi-structured 
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questionnaire, the Cancer Survivorship Questionnaire (CSQ) was developed and validated. The 

CSQ was also used by Wallwork and Richardson (1994) who investigated the experience of 10 

men and women, 18 months after successful treatment for lymphoma. The clear description of 

procedure, the disease free status of participants, and the fact that this was a UK study makes 

findings more readily transferable to this study. Both studies using the CSQ describe common 

themes such as, the survivor's need to remain healthy, the need for support information, and 

assistance with financial issues. All three studies (Belec 1992; Loescher et al. 1990; Wallwork and 

Richardson 1994) describe survivor experiences of adaptation which may be assisted by 

individually tailored surveillance and preventative strategies. 

Many authors consider the survivor's experience requires more extensive investigation which 

should address the specific effect of site specific disease and demographic variables (Belec 1992; 

Carter 1989; Loescher et al. 1990; Redler 1994; Wallwork and Richardson 1994; Watson 1990). 

Few studies explore the experience where the patient is male, and treatment is given for curative 

intent opposed to palliative. 

Studies investigating the experience of partners where the patient's disease is advanced, describe 

the potential for alteration of role, expanded household and family and financial commitments, a 

negative impact on quality of life, reduced social activity, and in many cases the spouse is reported 

to experience more psychological distress than the patient (Baider et al. 1998; Hagedoom et al. 

2000; Komblith et al. 1994). Reasons for greater psychological distress experienced by the spouse 

were not clear but the authors hypothesised that, women may; be more willing to be expressive 

and report difficulty; spend more hours on caregiving tasks; be more strongly influenced by the 

condition of their partner than men are and more responsive to the well-being of others, and 

whether patient or carer assume a disproportionate share of responsibility for maintaining the 

family unit and provision of 'nurturing'. With the apparent lack of direct evidence of the reasons 

for spouse distress, it is therefore justifiable to investigate the experience of the spouse/partner of a 

man expecting to become a cancer survivor. 

1.4.2 Phases of the cancer experience, models and frameworks 

A multitude of life changes may be encountered by the ex-cancer patient, and issues experienced 

may be a mixture of physical, social and psychological in origin. Models and theoretical 

frameworks relating to the survival experience and the potential life changes are described in the 

following paragraphs. 

Wells (1990) describes a sense of incompleteness or loss when treatment is finished. Pelusi (1997) 

suggests that the end of therapy induces a period of reflection and taking stock. Davies and Sque 
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(2002) and Mullan (1985) identify that the survival period involves watchful waiting of 

recurrence, and coping with physical limitations whilst attempting re-entry into home life and the 

community. 

Using a qualitative prospective research design Little et al (2002) explored the cancer survival 

experience. Findings from this study support the views of the authors in the previous paragraph. 

Little et al (2002) identified; "Once the acute phase of a life threatening illness is over and 

especially when cure seems likely, the status of the survivor is remarkably unclear ... "p175. 

Dow (1990) states that patients invest huge amounts of time and energy in 'fighting' cancer and 

dealing with cancer treatment, and it is not until the period after therapy completion that there is 

the realisation that surviving is the next 'battle'. Dow (1990) also reinforces that getting well after 

cancer, does not necessarily mean getting back to normal. Recognition by the patient that life may 

not necessarily return to a pre-cancer existence can be a shock, but the patient may also have to 

come to terms with the fact that those around him/her will expect normality to resume. 

Findings from the study by Little et al (2002) suggest that the concept of cancer survivor and its 

implications are not understood "While there is understanding of and sympathy for illness, the 

burdens of survival are less well recognised. The identity of the survivor, if it is conceived at all, is 

cast as that of someone made normal, having normal relationships with events and with others. 

The continuing existential tensions of the survivor receive little recognition or sympathy" p 176. 

Survivors are expected to move on and get on with life. It might also be argued that if there is so 

little acknowledgement of the cancer survival experience of the patient even less consideration is 

given to the experience and potential difficulties encountered by the spouse/partner. 

A personal account by Mullan (1985) indicates a series of seasons of survival incorporating 

'Acute', 'Extended' and 'Permanent' survival. Acute survival begins with diagnosis, it is a very 

medicalised stage, it is a time dominated by fear and anxiety, when one is forced to confront one's 

own mortality. Work by Dow (1990) also identifies phases of the cancer experience and describes 

treatment as a 'battle' to stem the illness, a period when the mind is directed toward normal 

resumption of life on the completion of treatment. 

Extended survival begins when treatment ends and the realisation occurs that normal life does not 

resume. It is a time of watchful waiting and the fear of cancer recurrence. Physical limitations can 

become apparent involving fatigue, weakness and poor cognition. Mullan (1985) considers this to 

be a very trying period as such limitations vary from day to day and suggests 'Permanent survival' 
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evolves when the fear of recurrence becomes very distant and cancer may then be considered 

permanently arrested. 

Mullan's seasons (1985) provide an overview of survival. Yet perhaps the quality of life model 

applied to cancer survivors by Ferrell et al (1995), delivers a greater appreciation of factors that 

positively or negatively affect aspects of quality of life. The 'QOL model applied to cancer 

survivors' was developed from data from a descriptive survey and encompasses four domains of 

well being; physical, psychological social and spiritual. Physical well being may be negatively 

affected by fatigue and aches and pains, whilst psychologically the recall of distress during 

diagnosis or treatment, and the possibility of recurrence is difficult. Family distress, and altered 

sexuality create the most negative influence on social well being yet positive influences include 

beneficial personal relationships, support from others, and activity within the home. Ferrell et al 

(1995) suggest that maximising a patient's potential to achieve positive outcomes in areas of well

being can contribute in out-weighing negative aspects and impact on quality of life. Ferrell et al 

(1995) advocate that survivorship surveillance programmes could be based around these four 

domains of well-being. 

Themes identified in the previous model were also highlighted by Pelusi (1997) a qualitative, 

interview based study which explored the experience of eight women surviving breast cancer. The 

model suggests that a major component of the post treatment experience relates to uncertainty, the 

reality of mortality and the fear of recurrence. A theme of abandonment suggests that the patient 

feels left without guidance and support for the future. Dow (1990), Little et al (2002) and Mullan 

(1985) acknowledge the existence of health professional abandonment when the individual is in 

the greatest need of assistance in the transition from the cancer patient to cancer survivor. 

Additionally Pelusi (1997) describes that the patient feels abandonment of their previous life to 

which they will be unable to return. Davies and Sque (2002) also identify abandonment in a theory 

of 'Living on the outside looking in'. This study aimed to explain the experience of women with 

advanced breast cancer. It was found that the woman's self-identity had changed due to the cancer 

experience resulting in isolation and an inability to rejoin their previously familiar world. Re

entry, and feelings of reduced isolation, were facilitated with acceptance of the participants' 

changed identity. 

An important theme from the Pelusi study (1997) is that of 'circle of influence'. Cancer is 

considered as a family disease where the cancer experience is felt by the patient and all those close 

to them. Pelusi (1997) suggests that the theme of self-transcendence is the most important aspect 

of an individual's adjustment to cancer survival. It involves the individual setting life priorities, 

where new 'self-territory' is found to add purpose to the cancer experience. Quigley (1989) 
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describes self-transcendance as mobilisation, but also cautions that not all patients will experience 

or achieve this. Some individuals may become immobilised where the inability to move on from 

the cancer experience restricts future life perspectives. 

Little et al (2002) also describe elements of self-transcendance and immobilisation in a model of 

'Discourses of Survival'. This Australian study involved 13 men and women interviewed up to 25 

years post treatment. Three lay carers were also interviewed although the sampling strategy is 

unclear. The model extends the themes provided by Ferrell et al (1995) and Pelusi (1997) and 

suggests that an extreme illness experience can threaten an individual's life continuity and 

personal identity. The central theme of this model relates to cancer survivors having to restore or 

preserve 'personal continuity' and a disrupted 'future continuity' that they had expected before 

diagnosis. People manage the illness and survival discontinuity by reference to stable 'anchor 

points'. The anchor points are strong values and beliefs that are not affected by the turmoil of 

illness e.g. gaining strength from religious belief, or maintaining identity through work. Giving 

meaning to the experience creates post treatment identity, continuity and acceptance. Those who 

cannot achieve a sense of continuity or meaningful future, may feel alienated from themselves and 

their social world, uncertain and unsettled about the direction and purpose of their life. 

Little et al (2002) identified that accommodation and resolution were factors that assisted 

resumption oflife continuity i.e. accommodating any residual aspects of the cancer experience and 

incorporation of the experience into every day life. This could be achieved by helping others who 

were experiencing a cancer diagnosis. Resolution of the 'discontinuities' of the cancer experience, 

occurs through establishing an identity as a 'cancer survivor' and using survival as a new anchor 

point. The survivor is confronted with assimilating the cancer experience into a post treatment 

identity. Little et al (2002) stress that an 'extreme experience' is extreme because it leaves no 

aspect of identity untouched and that bouncing back (if at all) from such an event takes time and 

effort. Little et al (2002) argue that the survivor has as yet no defined status and can only try to fit 

into models of the sick or chronically ill. This model provides an insight of the experience of 

cancer survivors. Gaining such a degree of insight would be valuable in directing care for the 

couple. 

The final model in this section returns to the treatment experience and the impact of this time on 

survival. Jones and Payne (2000) compared the experience of two groups of men. One group of 25 

men had received treatment for testicular teratoma Stage 1 and were being managed through 

surveillance. The second group of 22 men had received chemotherapy for more advanced disease. 

Data collection was via the Hospital Anxiety and Depression Scale (HADS) to screen for 

psychological morbidity. Also 25 semi-structured interviews were conducted to gain an 
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understanding of the post treatment experience and increased anxiety levels that had been found in 

the surveillance group. An explanatory model that human beings are 'seekers of safety signals' 

was offered to account for a higher incidence of anxiety in the surveillance group. Jones and Payne 

(2000) identified that during chemotherapy administration men were able to access safety signals 

from the information they were given as in-patients that included continual reassurance of curative 

intent, the ability to re-check certain facts, and to meet others in the same situation. A sense of 

safety was created through the treatment experience by continually seeking (and receiving) 

positive information to reduce feelings of uncertainty concerning the future and gain mastery over 

the event. The men in the surveillance programme had little opportunity to receive continual 

positive comments and experiences and their anxiety levels were found to be higher than those of 

the treatment group. However, in the treatment group, any subsequent information or treatment 

that suggested more therapy in the future, corrupted the initial safety signals and anxiety levels 

became aligned with the men in the surveillance group. 

The findings identified that recovery from chemotherapy related to recovery from cancer, the end 

of treatment provided a definitive time-point that signalled the worst was over. However 

foreclosure only began once the patients had lived through the period in which they would have 

been expected to relapse. The surveillance group did not have this trajectory, only the fear of 

chemotherapy in the future. Jones and Payne (2000) recommended further research of the 

explanatory model through a prospective study design to address the process of change as a lived 

experience. It might also be important to explore the concept of seeking 'safety signals' in relation 

to the experience of the spouse/partner. 

There can be positive outcomes from the cancer experience. Wallwork and Richardson (1994) 

found that a number of patients appear not to be affected in a detrimental way by the cancer 

experience. Positive outcomes of cancer survivorship include a sense of hopefulness, having a 

renewed purpose in life, improving personal relationships, and feeling useful and satisfied with life 

(Brodsky 1995; Ferrell et al. 1995; Kristjanson and Ashcroft: 1994). 

The findings identified in this section provide theoretical concepts that interpret the experience of 

the person affected by cancer. However they predominantly draw on data gathered from the cancer 

experience of women. It is well documented that cancer and its treatment affects the patient and 

those around him/her. The omission is therefore a conceptual model or framework that offers 

insight of the couples' experience. 
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1.5 Rehabilitation 

This section addresses the level of rehabilitation available for the patient and their family during 

and after oncology treatment and national standards or guidelines that dictate care provision. A 

definition of cancer rehabilitation considered appropriate for this discussion is '... to maximise 

dignity and reduce the extent to which cancer interferes with an individual's physical, 

psychological, psychosocial and economic fUnctioning.' p 134 (National Institute for Clinical 

Excellence 2004). 

As long ago as 1964 and 1969 Dietz and Rusk highlighted the need for cancer rehabilitation. In 

1971 Izsack and Medalie advocated that it is not enough to eradicate malignancy and ignore 

implications of lifestyle disruption that accompany coping with cancer. The advice of these 

authors does not appear to have impacted, in a universal way, upon cancer services provided for 

the cancer survivor. 

From a personal viewpoint Mullan (1985) implies that as the survival period is not predominantly 

a medical responsibility, the role of health professionals in providing support diminishes during 

this phase, however, he goes on to identifY that this results in a void, leaving many fending for 

themselves. Mullan (1985) raises an important point. An overloaded oncology treatment service, 

in a hospital environment may not be appropriate to assist people to adapt to their lives post 

treatment. If health professionals in the acute services are not necessarily appropriate agencies to 

provide care and support for cancer survivors who should take on this responsibility? This would 

seem therefore, an area requiring further exp loration. 

Wells (1990) considers that health professionals do not identify long term problems for the cancer 

survivor because of the continued use of the disease centred model where the focus on cure 

demotes caring to a subsidiary role. A patient quoted by Stedeford (1994) suggests that it is easier 

to provide treatment in disease site categories, but treatment is not care, care comes with taking 

time to discover individual differences and needs. Conkling (1989), agrees that time is an issue. In

patient hospital stays are becoming shorter, and therapies are continually being converted to out

patients, allowing less time/opportunity to assess the patients' and families' needs. In fact 

McCaffrey (1991) states that the situation is worse, in that cancer survivors may have multiple 

problems that go unrecognised, and many cancer survivors are not offered the level of support and 

rehabilitation that may have been available during diagnosis or treatment. Conkling (1989) also 

suggested that many units do not have adequate personnel to conduct appropriate screening for 

intervention and support services. Although Conkling (1989) and McCaffrey (1991) identified 

these issues well over a decade ago, their observations appear relevant today. In a climate where 

recruitment and retention of experienced health professionals is a challenge for the health service it 
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is perhaps understandable that, treatment to remove the cancer, to prevent death, receives greater 

attention than rehabilitation. 

Wells (1990) described three levels of rehabilitation required to comprehensively cater for all 

cancer patients. The three levels of rehabil itation are: 

1) For those with no residual disfigurement or disability and good life expectancy. 

2) For those with a good life expectancy and residual physical or psychological disfigurement or 

disability. 

3) For those with a shortened life expectancy and needing palliative care. 

It might be argued that Level 3 rehabilitation exists and to some degree Level 2. Unlike the cancer 

survivor, patients classified as being in the palliative or terminal stages of the disease may have 

more services available, delivered by, amongst others, Macmillan Cancer Relief, Marie Curie, and 

the hospice movement. However, several studies indicate greater input is required to attain Levell 

rehabilitation (Hunter 1998; Loescher et al. 1990; Pelusi 1997; Watson 1990). 

The question needs to be asked: Why does rehabilitation for patients categorised within Level I 

not exist in a comprehensive way? One possibility is that health professionals fail to understand 

the full implications of survival for the patient and family. Another issue pertinent to patients 

within this study, may be that after treatment for a prostate or testicular cancer there is no visual 

disfigurement. The individual may look fit and we II, and even on questioning may not disclose any 

difficulties, particularly if they are of a sensitive nature. 

Hunter (1998), Loescher et al (1990), Ferrell et al (1995), McCaffrey (1991), Pelusi (1997), and 

Watson (1990) alI describe models of surveillance and follow-up that could be helpful for the 

cancer survivor. However, Kristjanson and Ashcroft (1994) highlight that research describing the 

concept of rehabilitation from a family perspective is missing. It would be advantageous to 

discover if the models of rehabilitation exist in the service provision delivered at present, and to 

obtain the views of the patient and partner as to what their needs are. 

Although models of rehabilitation and surveillance exist there appear to be a lack of national 

standard or guidelines for care of this ever increasing group of individuals and their families. A 

position statement from the Oncology Nursing Society (Mayer and O'Connor 1989) described the 

structure, process and outcome goals of rehabilitation services but at present the services suggested 

do not seem to have been comprehensively embraced. Services have moved on since 1989, for 

example there are growing number of nurse specialists to treat the debilitating effect of 

lymphoedema, and increasingly urology nurse specialists provide clinics for men experiencing 
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erectile dysfunction. However there is yet to be a shift in service provision to a comprehensive 

(across care boundary) assessment and rehabilitation service for people who are surviving cancer 

therapy. 

Indeed the CaIman Hine Report (1995) acknowledges that the skills of palliative care in its 

broadest sense, should be utilised earlier in the individual's cancer care pathway. This document 

signalled a growing awareness of the need to support cancer patients from diagnosis, and that 

services should be targeted to those with identified needs and not only patients with a palliative 

prognosis. Unfortunately five years later the impetus to consider the long term/rehabilitative care 

of cancer survivors seems to have been neglected. The NHS Executive, Manual of Cancer 

Standards (NHS Executive 2000b) and the corresponding peer review visits, concentrated on 

cancer care primarily delivered in acute hospital sites. The role of multidisciplinary teams in 

planning and delivering care during treatment and palliative phases is recognised and 

psychological and social needs are identified in some standards. However, standards specifically 

relevant to rehabilitation and the needs of long term survivors are not documented. This may be, at 

least partly, because the standards focus on care provided in the acute sector and the needs of the 

survivor are largely experienced within the community. 

The previous paragraph suggests dedicated service provision for the cancer survivor and their 

family can be lacking. During completion of this thesis The National Institute for Clinical 

Excellence (NICE) published the Guidance on Cancer Services: Improving Supportive and 

Palliative Care for Adults with Cancer (2004). This document recognises long term care needs of 

the cancer survivor and their families. The publication and implementation of this guidance may 

secure greater awareness of the needs of this client group and promote dedicated care provision. 

1.6 Studies specific to testicular and prostate cancer (gender and needs) 

This section begins to focus on studies that relate to testicular cancer and investigations applicable 

to prostate cancer. 

Moynihan (1987) investigated the treatment and survival experience of testicular cancer patients 

and their partners or close relative or friend. The aim was to establish and compare the extent of 

psychosocial morbidity between the two groups of participants. The method of data collection 

involved face to face, semi-structured interviews and an anxiety depression scale (the Present State 

Examination PSE scale). Moynihan found high levels of psychosocial morbidity in both groups 

and considered this surprising due to the excellent prognosis and that some of the men were five 

years post treatment. The sample included 102 men, and 77 partners, relatives or friends (19 of 

whom were not married or cohabiting with the cancer patient). Eighteen percent of 
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partners/relatives/friends had not shared the treatment experience. Results indicated that 

partners/relatives/friends who had lived with the patient during treatment were more likely to be 

psychologically distressed post treatment than those who had not. This suggests that sharing the 

treatment experience with the man had some detrimental impact that continued post treatment. 

Fear of recurrence and financial strain were also found to impact upon men and psychological 

morbidity, and problems of anxiety exceeded depression in patients and relatives. Often the men 

did not discuss intense worries with those close to them. The men considered the main 

contribution of relatives to be maintenance of a 'brave face', which was interpreted as strength and 

normality. Perhaps maintaining a 'brave face' resulted in repression of anxiety as it was identified 

that 77% of relatives would have appreciated extra emotional support during and after treatment. 

An important finding was that men's worries were not static and changed over the course of 

treatment and survival, at diagnosis the greatest worry was of death and post treatment this 

changed to concern of relapse. 

In a later study Moynihan et al (1998) explored the efficacy of adjuvant psychological therapy for 

men receiving treatment for testicular cancer. The method involved recruiting 73 men, at 

diagnosis, to a randomised trial of psychological therapy or standard care. The HADS was used to 

evaluate treatment efficacy at three time-points over one year. The main findings suggested that 

these men gained little from adjuvant psychological therapy (the trial ended as recruitment targets 

could not be achieved even though the study was extended, men who were approached did not 

wish to participate). Yet informational support and reassurance were identified as beneficial, 

suggesting an educational rather than therapeutic approach was helpful. 

Moynihan et al (1998) did express concern that 60% of men approached to join the study declined, 

and the concern may be that this group may have had unexpressed psychological needs. Moynihan 

et al (1998) suggested that psychological therapy may not have been an intervention appropriate 

for these men. Their observations seem to support those of Greer et al (1992) who also undertook a 

prospective, randomised, psychological intervention study. The findings from this study differed 

from Moynihan et aI's (1998) work in that adjuvant psychological therapy was found to assist 

quality of life in the treated group. However, during recruitment there were a high proportion of 

'refusers', more of whom were men than women. This coupled with the fact that 79% of 

participants were women might suggest a degree of gender (female) preference or need, for 

psychological orientated therapy. 

Adamsen et al (200 I) investigated what type of supportive initiative might be beneficial for male 

cancer patients. From their review of the gender support literature they concluded that men 
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preferred action orientated support, compared to female preference for intimacy and self

disclosure. Based on this finding an intervention programme for men was developed, and offered 

to patients at diagnosis. The programme incorporated physical activity and keynote speakers and 

evaluation of the programme (through focus group interviews with participants, and participant 

observation of the group intervention) suggested that these gender-specific initiatives resulted in 

comradeship, control, and high levels of well-being that developed in the 'male-trust' culture. 

The previous three studies suggest a need for specific gender orientated support. Logically this 

may indicate the potential for gender orientated care and support for the spouse/partner. 

An American study by Brodsky (1995) also described the survival experience of men treated for 

testicular cancer. Brodsky (1995) a testicular cancer survivor himself investigated the post 

treatment experience of 11 men who were three years post treatment. The aim, via retrospective 

semi-structured interviews was to explore the impact of the disease on the lives of these men. The 

study highlighted changes in self in four areas; identification of self, interpersonal self, body self 

and achieving self. Changes involved; a re-evaluation of life priorities, a perceived greater strength 

and ability to cope with adversity, and a more self-accepting and a 'laissez faire' attitude to life. 

An interesting aspect of the study was description of altered body image (ABI). The affects of ABI 

did not appear as a major issue in the study by Moynihan (1987) but featured strongly in the work 

by Brodsky (1995). Hair loss during treatment was a difficult side effect for the men to come to 

terms with, wigs and hats were used in an attempt to mask the alopecia. Abdominal scars (it 

appeared a large number of men had undergone abdominal retroperitoneal lymph node dissection) 

were described as a major assault on self-esteem. Both hair loss and scars resulted in disclosure of 

the men as cancer patients. The study described quite positive outcomes as a result of the 

experience and the fear of recurrence was not mentioned which seems at odds with other studies 

relating to survivorship. 

In the study by Moynihan (1987) the method included investigating the experience of the patient 

and relative. At the outset investigations by Brodsky (1995) and Gascoigne et al (1999) did not 

plan to involve significant others in their research. However, wives and mothers of participants 

made their presence and experience known to these researchers, to the extent that their narratives 

were mentioned in the write up of both studies. Brodsky (1995) described that the presence of the 

wives enriched the quality of responses of participants by encouraging more detailed recall of 

events. When investigating factors affecting presentation in patients with testicular cancer 

Gascoigne et al (1999) observed that the women revealed a greater insight into the interpersonal 

stresses which were impacting on the family that included; a personality change witnessed in the 
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men, that the women were carrying the burden of supporting the family, and dealing with the 

man's serious illness, without support for themselves. It might be argued that the cancer 

experience of these women was of such impact and importance that they needed to tell their story, 

and in some way validates the need to explore further the experience of the couple. 

Kelly (2002) explored the experience of 14 men diagnosed with prostate cancer. The study design 

involved; at least one face to face interview with participants, observation of clinic consultations, 

and an interview with five hospital-based health professionals who provided care for study 

participants. Kelly (2002) used a theoretical framework of embodiment to explore the impact of 

prostate cancer. In an illustrative way the findings detail how; the man's body is penetrated at 

diagnosis through biopsy, treatment decisions are taken by the men with the aim of preserving 

normal embodiment (i.e. continence/sexual function), during treatment the body becomes passive 

and problematic, culminating post treatment in degrees of adaptation to an altered state of male 

embodiment. The participant experience was emphasised by, the focus on the internal workings of 

the body, awareness of the body's increased vulnerability, and the loss of a 'taken for granted' 

body. 

During this study observation of consultations were undertaken at a 'specialist hospital'. Kelly 

(2002) admitted that this may have resulted in participants receiving input from a greater number 

of health professionals with more expertise than in a non-specialist hospital. Kelly (2002) 

identified three forms of consultation that occurred, diagnostic, decision focused, and 

rehabilitative. The priority of health professionals appeared to be cancer monitoring, and this 

emphasised the 'attention to body'. However health professionals were also observed providing 

gender specific support, while emotional issues were managed in a more subtle way. Although 

care was perceived to be of a good standard it was acknowledged that the clinic system was 

overloaded, and time was rationed. 

This study identified and reinforced, that the men's reactions differed in relation to their life 

experiences, backgrounds, and personal experiences. Kelly (2002) also highlighted that 'moments 

of disclosure' p770, often occurred when the formal part of the interview was completed and that 

non-verbal information was extremely important in understanding the experience. Such 

observations compounded Kelly's (2002) argument in support of a qualitative methodology. 

In comparIson to the work by Kelly (2002), Faithful (2000) discovered that men receIVIng 

radiotherapy to bladder or prostate tumours, received less (or no) rehabilitative or emotion-focused 

support. In an extensive three-phase investigation, Faithful (2000) found that there were numerous 

effects from treatment that the men did not vocalise through conventional health professional 
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contact. There was almost an expectation by the men that side effects such as impotence or urinary 

problems were an expected trade-off for cancer eradication. As with Kelly's (2002) observations, 

the priority of health professionals appeared to be cancer monitoring. In addition Faithful (2000) 

identified that during patient consultations, health professionals investigated the prevalence of side 

effects for which there were medical or medically related resolutions, where as a holistic 

assessment of difficulties was not undertaken. 

Faithful (2000) introduced and evaluated a nurse led clinic which managed and monitored a cohort 

of patients during and after completion of pelvic radiotherapy. Through this nurse led service 

Faithful (2000) provided; evaluation of side effects resulting in non-pharmacological management; 

support and monitoring of participants during and after treatment; evidence that the technical and 

biological aspects of radiotherapy delivery were enhanced by proactive (rather than reactive) 

supportive, informational, and practical interventions. Faithful (2000) used mixed methods during 

the investigation including participant interviews, symptom concern cards, and quality of life 

questionnaires. Limitations of the study identified that Faithful had concerns over instrument 

sensitivity of the quality of life tool. Difficulties might also be associated with the same person 

introducing and evaluating this nurse led service. Nevertheless important knowledge and 

understanding was gained through the interview data and the descriptions/field notes relating to 

the nurse interventions. The findings underlined that too little is known about how men experience 

and disclose their needs during cancer treatment and how health professionals encouraged or 

repressed that expression. 

This section has identified studies and their findings relevant to the experience of men diagnosed 

with testicular or prostate cancer. The oncology treatments administered for these cancers 

(Appendix 1) have the potential to cause difficulty in relation to masculinity and sexual function, 

and are effects that can have a distressing impact for the couple. These issues will be identified and 

considered in the following section. 

1. 7 Masculinity, sexuality and fertility: The forgotten issues 

Masculinity, sexuality and reproductive ability are integral components of life and well being, self 

esteem and self identity, and therefore require attention (Ferrell et al. 1995; Sweet et al. 1996). 

Hughes (1996) considers that issues of sexuality are rarely dealt with by health professionals but 

should be an essential aspect of care. In a study exploring psychosocial morbidity in men treated 

for testicular cancer Moynihan (1987) noted that psychosocial issues and social problems were not 

formally identified by clinicians and were omitted from care. This may be due to the topic being 

intimate, or embarrassing to discuss, or there is a lack of knowledge and skills in dealing with such 

private matters. Quinn and Kelly (2000) investigated the sperm banking service provided for men 

26 



with cancer and fertility concerns at one specific unit. They demonstrated that there was an 

important role for nurses in supporting patients in dealing with fertility issues, but that uncertainty 

existed about their role and that nurses experience some degree of difficulty when dealing with 

these situations due to a lack of knowledge or skills. 

1.7.1 Testicular cancer: Treatment implications 

Cytotoxic agents and antiemetics used in the treatment of testicular cancer may have systemic 

effects which can impact by affecting sexual desire and libido. These effects may include fatigue, 

irritability, nausea, vomiting, hair loss, weight change, pallor and dry skin. Fertility can be affected 

by the cytotoxic agents and differing levels of infertility can be experienced, this can range from 

oligospermia to azospermia (Kaempfer et al. 1983; Sweet et al. 1996). Sperm counts can recover, 

Drasga et al (1983) found that two years after therapy, in men treated with chemotherapy for 

testicular cancer, 50% of the men studied had recovered their normal pre-treatment semen 

analysis. 

Unilateral orchidectomy is the initial treatment for a unilateral testicular teratoma. Functionally 

orchidectomy should not result in impairment of endocrine function or fertility. Due to the 

relatively rare incidence of this cancer there is a dearth of studies relating to the impact of 

orchidectomy, and results that exist seem at times contradictory. These issues will be explored in 

the following paragraphs. 

A study of men treated for testicular cancer (Brodsky 1995) indicated that the impact of infertility 

was a major issue for these men yet none of the men reported feeling different concerning removal 

of their testicle. This reaction may be explained by the findings of the following researchers; 

Qualitative studies by Jones and Webb (1994) and Gordon (1995) also investigating the 

experience of men treated for testicular cancer, describe that the majority of the participants found 

that having cancer rather than the removal of the testis was of greater concern, dealing with, and 

removing the cancer was more important. At diagnosis several of the men had a swollen testis 

engorged with disease and they were relieved to loose this painful tumour. These men rationalised 

that they had looked more abnormal with the tumour than without the testis. 

Study findings by Jones and Webb (1994) contained some contradictions. Eighteen men were 

recruited to this study. Quotes provided from six men stated that orchidectomy was not a problem, 

yet they voiced their embarrassment if friends or work colleagues enquired about the reason for, or 

site of operation. Two of the youngest (single) participants acknowledged that the orchidectomy 

had impacted on their self-identity as a man, and had worries that this would interfere with future 

intimate relationships. A number of men also appeared to separate the impact of the orchidectomy 
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as a visual, body loss, rather than a psychological issue. Whereas difficulties in sexual function 

affected three men and these problems were described as psychological in origin and blamed on 

the long emotional strain of the cancer experience and not the surgery. The majority of interviews 

with participants in this study occurred within four months of diagnosis. Perhaps during the 

turmoil of treatment the significance of orchidectomy and potential infertility, did not have time to 

impact, or patients were willing to accept poor sexual functioning during the treatment period and 

responses may have been different several months or years post treatment. Jones and Webb (1994) 

acknowledge that some of the participants did not like talking about emotional and sexual aspects 

of their experience. It was stressed that the full extent of the impact of the assault on sexuality, 

sexual function and masculinity may not have been expressed. 

The aim of Gordon's (1995) qualitative investigation was to discover if testicular cancer altered a 

man's sense of masculinity. The study findings were presented as a model of masculine coping 

processes that involved re-defining the cancer experience in a way that re-affIrmed the man's 

masculine identity. The men adopted either: a) a traditional strategy where the experience was 

turned into a battle; where getting through the experience reinforced their fighting ability and 

courage (initiatives such as returning to work quickly was identified as a way of denying the 

seriousness of the situation) and b) a non-traditional strategy where men re-defined themselves as 

more emotionally expressive, where personal relationships were more important, where the men 

believed they had become a better person because of the experience. Through either strategy 

Gordon (1995) identified that masculinity was preserved through adaptation to whatever aspect of 

masculinity was perceived as important to the man. 

Gordon (1995) postulated that the reason men in his investigation did not consider orchidectomy 

had impaired their masculinity was because; they could hide any outward signs of treatment, and 

they had resumed normal pre-treatment activities, including an active sex life. 

However, other studies investigating the experience of men treated for testicular tumours that 

suggest sexual difficulties and a negative effect on masculinity do occur. In a qualitative, interview 

based study Gascoigne et al (1999) explored the factors affecting presentation of patients with 

testicular tumours. Findings indicated that the discovery of testicular symptoms alone impinged as 

a threat to masculinity: "The discovery of testicular symptoms produced emotional responses 

which included embarrassment and fear of both cancer and castration. There was evidence of 

strong feelings of masculine identity bound up with the appearance of 'normal' genitals" p 144. 

Men in this study also discussed feelings of 'not being whole', concerns about sexual performance, 

and the pressures to conform to gender stereotypes (masculinity). The study by Gascoigne et al 

(1999) suggests a more devastating impact on sexuality than proposed by Brodsky (1995), Gordon 

(1995) or Jones and Webb (1994). 
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A subsection of studies relate to the impact of the cancer experience specifically on quality of life. 

Joly et al (2002), Rudberg et al (2000) and Stuart et al (1990) investigated this area in relation to 

testicular tumours. The consensus was that increased morbidity and a reduction in quality of life 

was associated with the most intensive treatment modalities. Joly et al (2002) and Rudberg at al 

(2000) used Health Related Quality of Life (HRQL) questionnaires and compared the experience 

of men who received chemotherapy with a population-based, case-control (no disease) group. In 

both studies physical health of the treated group was good and comparable to the control group, 

although minor side effects still impacted, such as tinnitus. However in relation to sexual function 

there was a difference to the control group which suggested a situation of declining sexual 

function after treatment. Rudberg et al (2000) detail that for a significant minority of the treated 

group there was an association between perceived level of unattractiveness, poor emotional health, 

infertility, and a decline in sexual function. This finding seems to suggest that perceived altered 

body image may be an important factor in treatment recovery. In all three HRQL studies 

participants expressed a more positive view of life and strengthened relationships with those 

closest to them. 

1.7.2 Prostate cancer: Treatment implications 

Depending on the specific product used, hormone therapy in the treatment of prostate cancer can 

impact by lowering sexual desire, reduce ability to achieve a functional erection, cause a less 

pleasurable orgasm or difficulty in reaching orgasm, alteration in spermatogenesis, decreased 

sperm production, gynaecomastia and feminisation (McPherson et al. 2001; Schover 1993; Smith 

and Babian 1992). 

Gynaecomastia and hot flushes have been identified as potential side effects of hormone therapy 

and can have major implications in relation to altered appearance, reduced self-esteem, and 

feelings of feminisation and emasculation. A specific literature search to locate articles that related 

to hormone therapy induced gynaecomastia, revealed papers describing the use of radiotherapy 

with the aim of reducing breast tissue bulk. No papers dedicated to the psyco-socio-emotional 

impact or the use of non-invasive therapies could be located. This paucity of literature suggests a 

need for greater investigation of this phenomenon. 

External beam radiotherapy to the pelvis can cause systemic difficulties such as fatigue, diarrhoea, 

proctitis, cystitis, frequency of micturition, in turn these effects may impact on libido and sexual 

desire. Temporary or permanent erectile dysfunction and dry ejaculation or reduced volume of 

ejaculate may occur as a result of nerve or vascular damage (Waxman 1995). The potential 

incidence of erectile dysfunction associated with radical radiotherapy is estimated as anything 

from 25% to 50% (Iwamoto and Maher 2001; Schover 1993; Woodcock 1997). Schover (1993) 
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also indicates that where men receive radical radiotherapy to the prostate and continue with long

term hormone therapy only 20% will remain sexually active. 

In an ethnographic study Kelly (2002) explored the experience of men who had received treatment 

for prostate cancer. The two outcomes of treatment that the men feared the most were impotence 

and incontinence. For this group of men treatment choices were made on the basis of the least 

degree of impairment of these feared outcomes. The men identified that masculinity had been 

fundamentally affected by the impact of treatment induced impotence. Kelly's (2002) work 

supported the previously identified model offered by Gordon (1995), i.e. that the concept of the 

gendered self (masculinity) was not static, there was evidence of continual adaptation as the men 

attempted to redefine and deal (or not deal) with their new sense of self, which included 

impotence. 

1.7.3 Issues relating to the couple 

From the studies identified there appears to be a contradictory picture concerning the impact of 

treatments on sexual function for men treated for prostate cancer and in particular testicular cancer. 

An omission appears to be the investigation of the potential impact of these issues for the 

spouse/partner or the couple. 

An aspect not frequently considered in relation to health care and sexual function is ageism, 

Woodcock (1997) suggests that health professionals may have preconceived ideas concerning 

sexual activity of older patients (and their spouse/partners) and might presume that the negative 

impact of cancer treatment on sexual function and fertility would be less in this group than 

younger patients. 

In relation to age, findings from a questionnaire based study by Steginga et al (2000) showed that 

younger men receiving treatment for prostate cancer reported more needs and difficulties in 

relation to sexual function than older men, and conclude that this may be due to older men 

experiencing a decline in sexual function before the diagnosis of cancer. This interpretation may 

be the case, but an alternative explanation could be that older men might find it more socially 

unacceptable to reveal or discuss aspects of sexual function. However perhaps other factors should 

be considered in accepting or using research findings from another country. 

The study by Steginga et al (2000) was conducted in Australia. Cultural factors cannot be 

forgotten when comparing fmdings from different countries and this is illustrated with the 

following. Kelly (2002) identified that studies undertaken in America, suggest prostate cancer 

patients want to take command of their situation and to be empowered. Whereas the results from 

Kelly's (2002) work conducted in England, provided a differing perspective; participant 
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preference was identified as 'anti-consumerism' where the participants put themselves in the hands 

of 'the competent'. In addition Kelly (2002) also found what appears to be a differing view to that 

of the findings from Steginga et al (2000) i.e. unlike this Australian study, age did not appear to be 

a factor in dictating more or less difficulty in dealing with the impact of the cancer experience. The 

spectrum of findings identified from these studies suggest a case for further research to address 

issues concerning age and the implications of treatment in relation to the man's cancer experience 

as encountered and perceived by men in this country. 

Sexual function may not only be affected by the direct physical impact, of long or short term side 

effects of treatment. Other anxieties on the part of the patient and or partner may also be apparent, 

which i.e. fears of catching cancer through sexual intercourse, concerns of contamination via 

sexual transmission of radioactivity (Iwamoto and Maher 2001) or cytotoxic agents. Concerns of 

pregnancy and potential foetal damage may result in the partner or patient abstaining from sexual 

activity. 

The potential for lowered libido and sexual desire during or after treatment on the part of the 

patient, may be tolerated, accepted or ignored by the spouse/partner who does not want to make 

the situation worse. If concerns and anxieties relating to sexual relationships are not discussed as a 

couple they may give rise to longer term problems such as feelings of rejection and lack of self 

worth for both parties (Shell 2002; Woodcock 1997). As a result it may be important that any 

sexual rehabilitation includes the spouse/partner. 

Schover (1996) reinforces that cancer does not need to involve sexual organs to affect sexual 

functioning. An altered body image and the psychological impact of the cancer experience might 

result in a reduced sense of well being and self esteem. Negative emotions such as anxiety, 

depression, anger, despair, sadness and stress may result in a loss of desire (Shell 2002). Sexuality 

is expressed via body image, gender roles, patterns of affection, social and family roles, as well as 

genital sex (Hughes 1996). Therefore, alterations in sexuality may have a profound effect for the 

individual, the couple, and intimate relationships. 

Auchincloss (1991) and Schover (1996) indicate that the sexual response involves a complex chain 

of events. The presence of cancer, its treatment and side effects may impair any event in the chain, 

resulting in a diminishing or absent sexual response. Unfortunately when sexual activity 

diminishes, touching, which is an important aspect of intimacy may also reduce, and survivors of 

cancer report missing intimacy more than sexual activity (Hughes 1996). 
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In summary it is clear that there are multiple issues concerning masculinity, sexuality, and sexual 

function that can relate to the man receiving treatment for prostate or testicular cancer. The studies 

described have explored the cancer experience of men through differing methodologies and 

research designs. There is some lack of consistency relating to the degree of impact on masculinity 

or sexual function for men from either tumour group. With the exception of Jones and Webb 

(1994) these studies undertook data collection at only one time-point in the participants' 

experience. These studies suggest greater clarity and further investigation is needed including the 

experience of the spouse/partner. Jones and Webb (1994) identified that some participants did not 

like talking about embarrassing and sensitive topics. A research design including serial interviews 

may allow a researcher participant relationship to develop which may overcome inhibition when 

talking about sensitive topics. A longitudinal design could also provide an opportunity to observe 

changes in self-concept over time. 

1.8 Studies specific to the cancer experience of the couple 

An underestimated aspect of the couples' cancer experience is of the spouse/partner having to 

confront their own mortality as well as that of the patient. An observation by Moynihan (1991) is 

that the effect of the cancer experience on relationships is rarely considered and the impact on 

relatives and patients has gone unnoticed. 

Hilton (1996) described the cancer experience of the patient and family in a qualitative study that 

explored the treatment and initial survival experience of 55 women diagnosed with early breast 

cancer. The study followed a grounded theory approach, semi-structured, serial interviews were 

carried out with the family followed by an interview with the couple (or the patient alone if there 

was no spouse/partner). The data obtained provided an initial theory of normalisation, a coping 

process families used (to maintain a positive attitude and to reduce vulnerability and stress, to 

create safety and stability) to 'get back to normal' and to 'keep normal' during and after cancer 

treatment. A key milestone in achieving normalisation was when the woman returned to work or 

regular routines. This signalled movement beyond the cancer experience where plans for the future 

were possible as a family. 

A worrying aspect of normalisation was identified when the illness was de-emphasised by families 

and masked a need for support, help or advice. The study indicated that some of the families 

achieved normalisation quite soon after cancer treatment. However there were others where the 

turmoil of the cancer experience was too great and normalisation was not evident; the impact of 

the cancer experience caused major family difficulties a year after diagnosis. 
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The spouse/partner may experIence loneliness, fear, future uncertainty, life disruption, 

communication breakdown, and have to deal with new routines and difficult role changes (Baider 

et al. 1996; Baider et al. 1998; Fergus et al. 2002; Groenwald et al. 1993; Kristjanson and Ashcroft 

1994; Lavery and Clarke 1999; Northouse et al. 2000; Persson et al. 1998; Woods et al. 1989). 

These issues may have to be dealt with by family members with little external support. Hinds 

(1992) observing the family experience during active treatment refers to the family as hidden 

sufferers within the cancer experience, where vulnerability is experienced through dealing with the 

patient's emotions as well as their own. Mullan (1985) considers such needs are overlooked 

aspects of care and suggests the family should be classed as secondary patients. Woolley (1990) 

suggests that the spouse/partner requires emotional first aid for their own well-being. Although 

recognition that the spouse/partner may need support is positive, providing the label of 'patient' 

may encourage dependency and disempowerment, at a time when help to achieve the opposite is 

needed. 

Plant (2001) acknowledges that care for family members could be improved, but findings from her 

longitudinal, qualitative investigation suggest that individuals can also influence the support that is 

offered. In this study serial interviews were undertaken with 26 close relatives of people with 

cancer, to explore their experience. Three interlocking dimensions were offered to explain the 

experience; existential shift, emotions, and practical effects. The main themes of these dimensions 

illustrated that the participants often put the wellbeing of the person with cancer before their own, 

expression of emotional distress was suppressed, whilst 'caring activities' were a source of coping, 

comfort and esteem. Behaviours of participants i.e. protecting the person with cancer, attempting 

to maintain normality, and minimising the threat of the disease, made the participants 'invisible' to 

health care professionals and appeared to marginalise them from the support offered to the person 

with cancer. Kent (1996) also identifies that relatives often 'bottle things up' so not to upset the 

patient and that poor communication or resentment may ensue. 

Family members do appear to have to provide support, and physical and emotional care during and 

after treatment. Fallowfield (1990) identifies that the perceived existence of social support is 

crucial to the adjustment of the patient to cancer. Relatives need to be supported and receive 

adequate information to provide such help. 

Baider et al (I996) and Baider et al (1998) emphasise that supportive input is necessary for the 

couple, as study findings suggested that the spouse/partner is often as distressed as the patient, and 

thus questioned the partner's ability to provide support. Findings from Baider et al (1998), Grayet 

al (2000), Lavery and Clarke (1999), Matthews (2003) and Northouse et al (2000) also suggest 
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that the process of coping with disease (as the patient and spouse/partner) may be different 

between genders and for different cancer types. 

Baider et al (1998) found female partners had difficulty dealing with the intrusiveness of cancer on 

their lives and the negative connotations (of relapse and no recovery) in relation to the cancer 

diagnosis. Generally, in comparison men reported less psychological distress as patients but did 

not cope as well when in the role of a partner to a cancer patient (Baider et al. 1998). This might be 

an argument to support the fact that men may not express their anxiety in the same way or to the 

same degree as women. Indeed Gray et al (2000) and Lavery and Clarke (1999) found that patients 

with prostate cancer used work as a distraction from the diagnosis and considered not talking 

about the experience a protective buffering mechanism. Work by Harrison et al (1995) explored 

patterns of confiding amongst newly diagnosed cancer patients. This investigation identified that 

men were more likely than women to limit their confiding to one person and this was usually their 

spouse/partner. Harrison et al (1995) recommended greater investigation was needed to establish 

whether patients would prefer increased opportunities to confide, and if so, how this could be 

facilitated. 

Work by Gray et al (2000) goes some way to answering the question posed by Harrison et al 

(1995), these investigators found that minimal disclosure of a cancer diagnosis was undertaken by 

the man to prevent stigmatisation, and burdening others. This study identified the men's aversion 

to 'support', especially emotional support, and as a result, support groups were not used. However 

it was noted that, the men did want, and benefited from exchanges with other patients who 

'provided models of recovery' and factual/practical information. Gray et al (2000) considered that 

the tendency of the men to minimise the impact of the illness and need for support, caused barriers 

to providing help and support for the man and in turn the partner. 

Northouse et al (2000) found similar themes identified by Gray et al (2000) and Lavery and Clarke 

(1999) but also that spouse/partners received little support, as the men relied on their wives for 

support, whereas the wives needed a greater network of support external to the couple. These 

studies appear to identify a gender difference in support needs. An important observation from 

Northouse et al (2000) was that health professionals saw the spouse/partner as a caregiver and not 

a recipient of care. Exploring the reasons surrounding the lack of care or poor recognition of the 

caregiver could be important in informing optimum support for the couple. 

Few studies could be located where the spouse/partner was female, the patient was male, and the 

prognosis was long term survival. However a Canadian study by Fergus et al (2002) investigated 

the experience of patient-provided support for the spouse caregiver, in the context of (good 
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prognosis) prostate cancer. The study involved 34 couples, with the patient and spouse interviewed 

separately, at three time points from diagnosis to one year post surgery. The majority of 

participants described reciprocal support activities. Four domains of patient support were 

identified, easing spousal burden, keeping us up, considering spouse, and maintaining connection. 

The core category of 'Active consideration' described patients' efforts to be supportive of spouse 

caregIvers. 

The authors highlight that findings indicating reciprocal support related to the majority of couples 

but also illustrate alternative experiences of the minority of participants where patients did not 

recognise the needs of the partner and supportive behaviours were lacking, resulting in greater 

partner distress. The authors also stressed that even for couples displaying reciprocal support there 

were times of frustration and disagreement. Any empathy shown to the spouse or voluntary helpful 

activity by the man was considered supportive, and absence of this consideration increased the 

spouse's feelings of distress and isolation. 

Fergus et al (2002) did not make reference to the spouse expressing or experiencing feelings of 

resentment. Kent (1996) hints of possible feelings of shame if a spouse becomes resentful of the 

impact of cancer on their own lives. The spouse/partner may well be suffering such agonies in 

silence and may not have been able to share any guilt-ridden feelings. To be of benefit, Kent 

(1996) underlines that any follow-up or rehabilitation strategies should include all significant 

persons involved with the cancer survivor. However to provide appropriate care, it could be 

argued, that on the basis of the findings of this literature review greater exploration of the couples' 

experience is required. 

1.9 Chapter summary 

This chapter has provided a discussion of the literature considered relevant to the cancer survival 

experience of the man and the spouse/partner where the outcome of treatment is probable long 

term survival. 

It has been identified that there are a growing number of cancer survivors who have been 

successfully treated for testicular or prostate cancer. When compared to breast cancer there has 

been less investigation of the experience of men treated for these cancers. 

It has been suggested that, rightly or wrongly, health professionals, individuals treated for cancer, 

and society in general have a pre-occupation with cancer cure. Also that the disease centred 

approach is the dominant model of care delivery during cancer treatment and follow-up. What is 

not clear is whether this philosophy of care mayor may not be preferred by the couple or if 
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individuals perceive they experience unmet needs from cancer care. Since 1995 there have been a 

series of Government directives and initiatives promoting cancer care that is provided throughout 

the cancer pathway by multidisciplinary teams. These standards and targets may have reduced the 

dominance of the disease centred model and altered the patient and family cancer experience. 

Many themes relating to the survivorship experience seem to be common; evolving phases of 

adaptation, feelings of vulnerability and uncertainty, the use of coping strategies especially 

normalising and attempts to re-build the pre-cancer state. These studies describe the cancer 

experience but lack exploration and understanding of the needs of the couple as identified by the 

patient and spouse/partner, to assist adaptation to post treatment life. 

The attitude and actions of health professionals appear an important factor in determining the 

philosophy of care management, which impacts on the cancer treatment and post treatment 

experience. However an area that appears to be under-investigated is the staging and treatment 

phase and the experiences that occur during this time which have the potential to impact in a 

negative or positive way post treatment. A longitudinal research design could illuminate this issue. 

There appear to be conflicting findings in relation to the impact of cancer treatment on 

masculinity, sexuality, sexual function, fertility, and altered body image. It was notable that few 

research investigations explored the potential impact of specific treatments such as hormone 

therapy or the impact of sexual difficulties for the couple. It is important to understand the issues 

for the man, the spouse/partner, and the impact as a couple. 

Relatively few studies investigate the male cancer experience and that of their partner during long 

term survival. The current literature seems to identify gender differences; in preference to 

receiving treatment information, use of support groups, patient and professional relationships and 

the need to tailor care with consideration of possible gender differences. 

This literature review is offered as evidence that greater knowledge and investigation is required in 

relation to an under explored phenomenon; the cancer experience of the couple where the patient is 

a man and the prognosis is good. It appears appropriate to use qualitative research methods, which 

lend themselves to the exploration, interpretation and explanation of human experience. Using 

qualitative methodology to explore this area will be discussed and debated in the following 

chapter. 
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Table 1.1 Description of studies identified in the literature I 
Author Year Country Sample details 

Seventeen men with a diagnosis of cancer (multiple 
Adamsen et al 2001 Denmark cancer types) fl·om one hospital site. Two thirds of 

participants in remission or cured 

six women successfully treated for breast cancer (surgery 
Allen 2002 UK and, or chemo/DxT). Two to five years post treatment. 

Recruited from one oncologist's caseload. 

Sixty couples in total, 20 couples both participants had 
Baider et al 1998 Israel cancer, 20 couples where wife had cancer, 20 couples 

where husband had cancer. From two oncology centres. 
Cancer types breast, lung, colorectal. At least 20 months 
post treatment, no evidence of recurrence. 
One hundred and one couples recruited from one 

Baider et al 1996 Israel hospital. Patients were at least two years post diagnosis 
of colon cancer, melanoma or lymphoma, and disease 
free at time of interview. 

Twelve men and 12 women, one to three years post bone 
Belec 1992 USA marrow transplant from one Cancer Hospital. All in 

remission. 

Eleven men at least three years post treatment for 
Brodsky 1995 USA testicular tumour. Recruited from one city 

Sixty-one women previously treated for stage I breast 
Brown et al 2002 UK cancer (in remission). 48-87 years of age. Recruited from 

four clinics on two hospital sites. Recruited at least one 
year post treatment. Five women had dropped out of the 
study by the six month assessment. 

Method 
Prospective, exploratory, descriptive study. Focus groups and 
participant observation evaluated a gender orientated, 13 week, 
intervention programme. 

Aim: To gain insight/understanding of the meaning of the 
experience of attending for f7u after primary breast cancer. 
Qualitative study (phenomenological approach), purposive 
sampling. Cross-sectional, semi-structured interviews. 
Semi-structured interview, with research trained social worker to ! 

examine and compare the distress of couple with cancer. 
Interview followed by four self-report scales to quantitatively 
measure distress and observe for difference across the three 
participant groups. 
A semi-structured interview, followed by completion of three 
self-report questionnaires (psychological, psychosocial and 
perceived family support). Only questionnaire data was reported 
in article. 

A postal questionnaire survey, followed by a face to face, semi-
structured interview to discover perceptions of quality oflife as a 
survivor. 

Aim: To explore the psychosocial impact of the cancer 
experience. Snowball, opportunistic sampling. Semi-
structured/open interview. NB: no data provided re: participant's 
stage of disease at diagnosis or treatment administered. 
Assumptions made by reader concerning this information. 

Aim: To compare standard flu with patient initiated flu of breast 
cancer to determine their effect on QOL, psychological morbidity, 
and participant satisfaction. RCT assessing two types of 
outpatient flu. standard flu compared with patient initiated flu 
(written information on the signs/symptoms of recurrence and 
open access to the breast CNS, and yearly mammogram). Data 
collection; a) Quantitative: QOL and psychological morbidity 
assessment undertaken at recruitment, six and 12 months. B) 
Qualitative: a structured interview comprising six items, details of 
contact with health professionals, documentation review (also the 
Breast CNSs recorded of any contacts with participants). 
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Author 

Butow et al 

Davies and Sque 

Dennison and Shute 

Faithful 

Fergus et al 

Year Country 

2002 UK 

2002 UK 

2000 UK 

2000 UK 

2002 Canada 

Sample details 

Two hundred and ninety eight patients: 128 women, 170 
men (various cancer types). Recruited from the caseload 
of one of nine medical or clinical oncologists from two 
teaching hospitals. 

Ten women diagnosed with advanced breast cancer from 
one hospice. 

Audit and evaluation of 'concerns checklist' undertaken 
in one oncology clinic which took place weekly. 44 
patients completed all aspects of the data collection. 

Men diagnosed with prostate or bladder cancer from one 
large teaching hospital. Pelvic radiotherapy given with 
curative intent. Phase 1: 33 men recruited. Phase 3: 115 
men recruited. NB: No patient recruitment was 
undertaken during Phase 2, see opposite. 

Thirty-four men diagnosed with prostate cancer plus 
marital partners. Participants recruited from one large 
city. 

Method 

Aim: To explore direct and indirect informational and emotional 
cues that occur in the cancer consultation. Consecutive, new 
patients attending clinic were invited to participate. Consultations 
were audiotaped. Participants completed two short questionnaires 
measuring anxiety and information/involvement preferences, 
immediately pre and post appointment and one week later. Inter-
rater reliability of coding performed. NB Researchers did not 
observe consultations and may have missed informative non-
verbal communication. 
Semi-structured, face to face, interview to develop a theory to 
explain the experience of women living with advanced breast 
cancer. NB some data related to experience before participants 
developed recurrence. 
Aim: To identifY patient concerns when attending cancer 
treatment or follow-up clinic appointments and evaluate the use 
of a 'concerns checklist'. A pilot feasibility project and audit. 
The checklist was administered and explained to the patient by 
the receptionist as they arrived at clinic. The clinic nurse 
reviewed the checklist, and referrals to appropriate agencies were 
undertaken. The checklist evaluations were attached to the 
hospital notes to assist the clinician with the consultation. The 
project was audited after one month by a patient postal 
questionnaire and a staff questionnaire (five health professionals). 
Aim: To explore the experience of men undergoing pelvic DxT 
and development/evaluation of a nurse led intervention compared 
with conventional care. A three phase study (conducted over a 
four year period); Phase 1: Qualitative interviews, symptom 
concern cards, EORTC-QLQ-C30 QOL questionnaire. Phase 2: 
Protocol development for nurse led intervention (supportive, 
informational, practical care). Phase 3: Evaluation of nurse led 
intervention via self-assessment of symptoms, EORTC toxicity 
scales, emotional distress, economic analysis. 
Aim: To explore and conceptualise, patient provided support for 
caregivers (partners). and coping and adjustment of the couple to 
the cancer experience. Longitudinal study. Couples participated in 
semi-structured interviews (separately). Interviews undertaken 
before surgery, post-op, and one year post treatment. 
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I 
Author 

i 
Ferrell et al 

Freddette 

Frost et al 

Gascoigne et al 

Gordon 

Gray et al 

Greer 

Year Country 

1995 USA 

1995 USA 

1997 USA 

1999 UK 

1995 USA 

2000 Canada 

1992 UK 

Sample details Method 

Six hundred and eighty seven men and women from the A postal survey of three questionnaires (open ended 
membership of the National Coalition for Cancer questionnaire, demographic details, a validated QOL 
Survivorship. Multiple cancer disease sites. 75% questionnaire) to describe the quality of life oflong-term cancer 
participants' disease free. 81% of respondents were survivors. 
female. 
Fourteen women who received treatment for breast A convenience sample from support groups, newspaper adverts, 
cancer at least five years previously. From the northern and CNS referrals. Semi-structured, face to face, interviews to 
area of one state. investigate the survival experience, concerns, and coping 

strategies. 
One hundred and twelve nurses from one teaching A postal questionnaire (based on a holistic nursing diagnosis 
hospital. framework) designed and tested to investigate the perceived 

importance and skill level of nurses intervening with psychosocial 
needs of cancer patients and families. 

Six men treated for testicular cancer (plus views off our A semi-structured interview to explore the factors affecting 
wives and one mother) from one cancer centre presentation (and delay) in patients with this cancer. Interviews 

with wives and mother were opportunistic. Participant data cross-
checked against hospital records. 

Nineteen men, one to 24 yrs post treatment for testicular Aim: To discover iftesticular cancer alters a man's sense of 
cancer. Self-selected, convenience sample from one masculinity. Qualitative, face to face, cross-sectional interview. 
hospital catchment area. 
Thirty-four couples. The men diagnosed with prostate Aim: To explore men's decisions to share information re their 
cancer. Surgical intervention. Recruited from the medical situation. Longitudinal, qualitative, grounded theory 
caseload of 16 urologists in one region of Canada. approach. Semi-structured, face to face, interviews, lmdertaken 

separately with the men and partners. Interviews, pre surgery, ten 
weeks, and 13 months post surgery. 

One hundred and fifty six cancer patients, four to 12 Prospective, randomised study to determine the effect of adjuvant 
weeks post diagnosis, with a life expectancy greater than psychological therapy on quality of life of cancer patients 
12 months, from one hospital. Mixed cancer types. NB compared with standard care. All participants completed self 
79% of sample were women and 52% of sample had assessment questionnaires at eight weeks, four months and one 
breast cancer. year post randomisation. 
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Author 

Hagedoorn et al 

Harrison et al 

Hilton 

Hinds 

Joly et aI 

Jones and Webb 

Year Country 

2000 Netherlands 

1995 UK 

1996 Canada 

1992 Canada 

2002 France 

1994 UK 

Sample details Method 

One hundred and seventy three couples where cancer was Couples were recruited via; patient associations, individual 
diagnosed in one member, and 80 control couples. A nurses, and doctors on one hospital site. The control sample were 
proportion of the patients had recurrent cancer. selected from the population register and telephone book of two 

different towns. A postal questionnaire incorporating two 
measures was used to evaluate rolc and gender differences 
regarding psychological distress and the impact on quality of life, 
through dealing with cancer and its aftermath. 

Five hundred and twenty patients within eight weeks of Aim: To explore patterns of confiding among newly diagnosed 
receiving a diagnosis of cancer of the: breast, colon, cancer patients with particular reference to gender. Cross 
female reproductive tract, lymphoma and testicle. sectional, face to face, interview. Interviewer administered a 
Estimated high probability of surviving at least two yrs semi-structured interview and a 'concerns checklist'. Analysis: 
post diagnosis. Age range 18-75yrs. 75% of sample were multivariate statistical analysis and descriptive statistics. 
women. Recruited from hospitals in a Northern city in 
England 
Fifty five women newly diagnosed with early breast Aim: To describe the process of normalisation and coping as it 
cancer and their families referred from 11 breast surgeons emerged. A longitudinal study. Five semi-structured, family and 
based in one city. coupJe interviews from diagnosis to one year later. 
Eighty-three family care givers of patients diagnosed Semi-structured, face to face, interview to illustrate the 
with breast lung or colorectal cancer, from one region. 37 phenomena of suffering as it relates to the family care giver. 
patients were receiving care, 63 were on follow-up. 
Seventy-one testicular cancer survivors (teratoma and Postal questionnaires (two HRQOL and one life situational 
seminoma) from a tumour registry plus questionnaire) to evaluate QOL and social problems in long term 
119 healthy controls from the electoral roll. Healthy survivors of testicular cancer. 
controls were age and residence matched. 
Time from cancer treatment was five to 20 y~ars 
Eighteen men treated for testicular tumours from one Aim: To explore the cancer experience over time to assist 
cancer centre. understanding and facilitate nursing care. Exploratory, 

unstructured interviews. All participants interviewed four months 
post treatment. Three participants were interviewed twice, and 
three were interviewed three times, within one year from 
treatment completion. Seven participants were interviewed with 
partners present. The rationale for interviewing some participants 
at different frequenciesitimescales was not given or consideration 
ofthe impact of this on findings. 
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Author Year Country Sample details Method 

! 

Fourty-seven men diagnosed with testicular tumours, all Aim: to explore the impact of the clinical management of these 
Jones and Payne 2000 UK post orchidectomy, 25 men underwent standard care men on levels of psychosocial morbidity. A two phase, sequential 

surveillance programme, 22 men received standard design, all the men completed the HADS. Face to face, semi-
chemotherapy. All in remission. structured interviews were undertaken with a purposive sample of 

25 men from the first phase. 
Fourteen men diagnosed with prostate cancer, 52-78 yrs Aim: to explore how men experience prostate cancer. 

Kelly 2002 UK (two participants with recurrence). Five health Ethnographic study. Purposive sampling. In-depth, face to face, 
professionals (two consultants and three CNSs). cross-sectional interviews. Observation of clinic consultations. 
Recruited from one specialist centre. Treatment Used theoretical framework of embodiment. 
modalities included; hormone therapy, DxT or surgery. 
Participants at various points from diagnosis. 
One hundred and seventy two patients with a diagnosis of Aim: to examine the nature and extent of problems encountered 

Kornblith et al 1994 USA prostate cancer plus 83 spouse/partners, with a variety of by patients and spouses and affect on QOL. Data collected over 
treatment modalities (18% of patients had no treatment) an 18 month period. Three adapted EORTC QOL questionnaires 
recruitment via attendees of a prostate cancer health were completed by participants after a health education lecture. 
education lecture series. 
Twelve prostate cancer patients plus their spouses from Semi-structured, face to face interviews in the participants home 

Lavery and Clarke 1999 Australia the caseloads of two urology consultants. Within five to (separate patient/spouse interviews), to describe coping and 
42 months of diagnosis. Different treatment modalities marital adjustment ofthe participants. 
had been administered. 

Seven women and six men (and three lay carers). Cancer Face to face, unstructured conversational interview to explore 
Little et al 2002 Australia types; colon, lymphoma, liver. Six months to 25 years how the participants managed the discontinuity of the cancer 

post treatment, in remission. Recruited from one hospital. experience and re-established a post cancer identity (within the 
framework of extreme experience). 

Ten women and seven men (diagnosis, eight different Face to face, semi-structured interview based on the questions 
Loescher et al 1990 USA primary sites, more than two years post treatment). Five identified from the cancer survivorship questionnaire (CSQ), to 

participants had received treatment for recurrence. explore the needs and patterns of physiological, psychological, 
and socio-economic changes that may impact on long-term cancer 
survivors. --
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Author 

MacBride and Whyte 

Matthews 

Moynihan 

Moynihan 

Northouse et al 

I 
Year 

1999 

2003 

1987 

1998 

2000 

Country Sample details 

Sixty-two men successfully treated for testicular cancer. 
UK Recruited from one hospital 

One hundred and thirty five cancer survivors. Age range 
USA 26-86 yrs. 71% female survivors. 39% of sample had 

diagnosis of breast cancer, nine other cancer types were 
included. NB definition of a cancer survivor; any living 
person diagnosed with cancer. 

One hundred and two men previously treated for 
UK testicular cancer plus 77 partners/friends/relatives, trom 

one hospital. Up to five years post treatment. Different 
treatment modalities. 

Seventy-three newly diagnosed patients with a testicular 
UK tumour from one hospital 

Fifty-six patients diagnosed with colon cancer plus their 
USA spouses, recruited from caseload of colorectal surgeons 

based in one hospital 

Method 

Aim: To examine the meaning (level of anxiety/reassurance) of 
the cancer follow-up clinic for these men. Descriptive survey. 
Quota sampling. Men were given four instruments to complete 
immediately before the clinic appointment (State-Trait Anxiety 
Inventory ST AI, a demographic questionnaire, two likert scales 
adapted likert scales - the Common Concerns about Testicular 
Cancer questionnaire and the Psychological Consequences of 
Screening Questionnaire and two instruments to complete eight 
days later. NB: Some of the research questions may have been 
answered more fully by a qualitative design. During the pilot 
study the ST AI was poorly evaluated by participants but the 
researchers chose to continue with its use which may have been 
detrimental to study findings. 
Aim: To examine role and gender differences on measures of 
psychological distress as a consequence of dealing with cancer. 
Convenience sample. Recruited through an on-line cancer 
survivors network, a rural event, and hospital registries. Cross-
sectional, descriptive, quantitative analysis of retrospective survey 
data (mailed questionnaire). Measures used: Quality of Life-
Family (QOL-F) and Quality of Life-Cancer Survivor (QOL-CS) 
tools. 
Aim: To establish the prevalence of psychiatric and social 
morbidity of cancer survivors and their relatives. Each participant 
was interviewed separately. A semi-structured questionnaire 
using a face to face, interview was undertaken and each 
participant completed a Present State Examination scale (PSE) to 
measure anxiety and depression. NB: only findings from the PSE 
scale were detailed in the paper, data from interview was not. 
A longitudinal, randomised trial of psychological support 
compared with standard medical care. All participants completed 
self-assessment questionnaires at two, four, and 12 months post 
diagnosis to determine the efficacy of adjuvant psychological 
therapy. 
Aim: To assess participant adjustment to colon cancer over time. 
Longitudinal design. Structured interviews using seven scales, at 

. 
one week 20st diagnosis, two months and one ~ear 20st surge~. 
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Pelusi 

Persson et al 

Plant 

Rogers and Todd 

Rudberg et al 

Steginga et al 

Stuart et al 

Year Country 

1997 USA 

1998 Sweden 

2001 UK 

2002 UK 

2000 Sweden 

2001 Australia 

1990 UK 

Sample details Method 

Eight patients diagnosed with breast cancer. Post Face to face, semi-structured interviews to explore the women's 
treatment. Recruited :from one city. Two to 15 years post perspectives of the experience of living through breast cancer and 
treatment. survival. 
Nine spouses (seven women, two men) of patients who Face to face, open, semi-structured interview to investigate 
had received treatment for Lymphoma or leukaemia from spouses' views oftheir situation :from diagnosis to remission. 
one hospital. 
Twenty-six close relatives of people with cancer (seven Aim: To explore the expereince of close relatives of cancer. 
men and 19 women). Cancers: lung, bowel, Longitudinal qualitative design. No initial methodological stance 
genitourinary. Participants recruited via patients, :from (an evolving study design). Face to face, open ended, serial 
three hospitals. interviews, three, seven, and 13 months post diagnosis (57 

interviiews were conducted in total. One third of the patients died 
during the study, where this occurred some participants 
completed their involvement in the study with a bereavement 
interview. 

Fourteen doctors, 43 cancer treatment follow-up patients Aim: To explore the exchange ofsymptom/clinical intormation 
:from eight consultant clinics form one teaching hospital. between patient and medical staff. Observation and audio-
25 female, and 18 male patients (most common transcription of follow-up appointments. 
diagnosis: leukaemia, gynaecological, breast, testicular, 
lymphoma) 
Two hundred and seventy seven testicular cancer Postal survey, using a HRQOL questionnaire to investigate the 
survivors (teratoma and seminoma, three to 13 years post long term health related quality of life among these survivors. 
diagnosis) plus 
122 healthy age matched controls :from the population 
survey. Both groups :from two regions. 
Two hundred and six men diagnosed with prostate A postal questionnaire survey to explore: I) men's perceptions 
cancer. Recruited from seven cancer selfhelp groups about areas of need in, supportive care. 2) predictors of un met 
(53% cancer in remission) need. 3) men's patterns of use of alternative therapies. 
Sixty-two testicular cancer survivors (teratoma and Postal, category rating questionnaire to determine the survivors 
seminoma) six to 67 months post treatment. Recruited views oflong term effects oftreatment (comparing chemotherapy 
:from one hospital. Age matched . with radiotherapy). 
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Author 

Velikova et al 

Wallwork and Richardson 

Wright et al 

Year Country 

2004 UK 

1994 UK 

2001 UK 

. 

Sample details Method 

Twenty-eight oncologists, 286 cancer patients. Based in Aim: To examine the effects on process of care and patient well-
one teaching hospital. being of the collection and use ofHRQL (touch screen system). 

Prospective, RCT, with repeated measures. i) Intervention group: 
completion of touch screen HRQL questionnaires and feedback of 
results to clinicians. ii) Attention-control group: completion of 
HRQL questionnaires on touch screen computer but no feedback 
to clinicians. iii) Control group: no touch screen measurement 
before clinic encounters. All medical encounters were audiotaped 
and analysed. Data collected at commencement of treatment, and 
on three further occasions 

Seven women and three men treated for lymphoma at Face to face, semi-structured conversational interview based on 
least 18 months to II years post treatment (all in the Cancer Survivorship Questionnaire (CSQ) to identifY the 
remission). Recruited from one hospital. potential physical, psychological and social 

changes/problems/needs in the survivor's life. 
Five hundred and five patients attending oncology clinics Aim: Psychometric analysis, of the usefulness ofthe Problems 
at one teaching hospital (varied cancer types and Checklist as a screening tool for social problems, in the oncology 
prognosis) clinic setting. Consecutive recruitment during a one week period. 

Participants were asked to complete HADS, the Mental 
Adjustment to Cancer Scale, and the Psychosocial Problems 

, - Checklist. 



CHAPTER TWO 

Methodology 

2.1 Introduction 

The literature review established that exploring the needs of the couple during and after cancer 

treatment of the man was a valuable area for research. Such an investigation required a 

methodology sensitive to uncovering detail. 

The value of qualitative research is in exploring and gaining understanding of the complexities of 

the human situation. A prospective, qualitative research design was considered an appropriate 

strategy to explore the cancer experience of the couple. 

This chapter begins by setting out the focus of this investigation with the research aims and study 

questions. This is followed with: justification of choosing a qualitative methodology by 

considering the beliefs and values inherent in qualitative research; the utilisation of case study to 

investigate this area and a discussion of its specific strengths and constraints; consideration of the 

need to deliver research credibility and rigour through triangulation using a study triangulation 

strategy; details of the analysis process and framework; an examination of reflexivity and how this 

can be applied in understanding and overcoming the potential role conflicts of the nurse 

researcher; while the final section debates the ethical considerations. The chapter concludes with a 

summary of the main points. 
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2.2 Research aim and study questions 

Aim: To explain the experience of the man during and after completion of potentially curative 

cancer treatment, and the experience of his spouse/partner. 

Study questions 

1. Do men and their spouse/partner have differing needs during treatment and post treatment? 

2. Do men successfully treated for cancer, and their spouse/partner have unmet needs which 

impact during or after cancer treatment? 

3. How does the acute clinical setting primarily address the disease, diagnostic, treatment and 

post treatment phase and impact of the experience on the man, spouse/partner, or couple? 

2.3 Paradigm choice: Qualitative research, beliefs and values 

Deciding upon an appropriate epistemological position and defending the choice of paradigm is 

important when undertaking research. As a nurse I wanted to find answers to clinical questions. I 

wished to access knowledge, derived from patients to inform and direct care. A qualitative 

research methodology was considered applicable, as I aimed to describe and explore the 

experience of men and their partners through observation and their accounts. The use of a specific 

methodology seems logical and necessary as it provides direction, principles and procedures to 

guide the inquiry. The following paragraphs consider why qualitative opposed to quantitative 

research methodology was more applicable to answer the study aim and questions. 

Quantitative research is guided by positivist beliefs. In positivism there is an understanding that 

reality has existence 'outside' and independent of the individual (Schwandt 2001). Natural science 

relates to the study of reality through objective measurement, the aim is generalisability via a 

search for patterns and regularities, and universal laws to describe probability and suggest cause 

and effect. The researcher is perceived to be at a distance from the phenomena being observed. 

The assumption is that natural science is value free (Barker 1999), that the researcher is objective 

and divorced from the phenomena and will not contaminate the investigation as a result the impact 

of the researcher, subjective interpretation and context are rarely considered. In this study all of 

these issues were determined to be relevant, in particular, the context of cancer and the thoughts 

and emotions this disease can evoke. Therefore, a methodology that considered the potential effect 

of these issues on an investigation was important. 

46 



Qualitative research is guided by interpretivist beliefs, gaining meaning from humans and human 

interaction, and understanding how individuals experience their world (Schwandt 2001). The 

researcher observes and interprets human experience and uses it to construct knowledge. This 

socially constructed world is intricately woven between all individuals involved in the research 

situation and therefore multiple realities exist (Creswell 1998; Grbich 1999; Seale 1999). It is 

emphasised that the researcher contributes to the research and their impact has an integral bearing 

on the investigation. Humans construct their own knowledge to make sense of their experience and 

this knowledge is gained through shared understandings with others and continually modified with 

new experiences (Schwandt 2001). Interpretivism embraces understanding and explaining the 

human experience in life context. 

Henwood and Pidgeon (1995) state that the choice between qualitative and quantitative research 

methods relates purely to which approach is the most suited to the research question. No paradigm 

is more credible or valid than the other. The primary motivation for conducting qualitative 

opposed to quantitative research is where the need is to gain understanding of the human reality 

(Barker 1999). Quantitative methods are more applicable to investigation of objective parameters, 

such as theory testing. This does not necessarily mean that the two paradigms cannot be used in 

conjunction to benefit an investigation (Schwandt 2001; Seale 1999). However when exploring 

and aiming to understand an individual's experience and gain meaning, objective mechanisms are 

less insightful in answering these types of research questions or propositions. 

Above all qualitative research incorporates the search for the essence of an experience, it is a 

process of discovery (Bluff 1997; Koch 1996) aiming to deliver meaning and understanding. 

Qualitative research methodology can capture the multidimensionality of the human experience 

(Bluff 1997; Ely et al. 2000; Field and Morse 1985; Rew et al. 1993). Human beings communicate 

and gain knowledge in multiple ways through, non-verbal communication, body language, eye 

contact, touch and the written word. All are part of the expression of an individual's reality and 

experience. Qualitative data collection methods can capture aspects of this multifaceted 

information including knowledge via the spoken word, it embraces the construction of the 

interpretation in multiple ways. However it is each individual's experience of reality that is 

different. The qualitative researcher is looking for both consensus and different experiences of 

participants to interpret the constructed reality. Therefore, a method of inquiry that attempts to 

capture as many possible avenues of an individual's expression of reality must be advantageous. 

Qualitative inquiry is suited to exploring sensitive situations that can achieve a deep understanding 

ofthe participants' experience (Persson et al. 1998). 

47 



The literature review demonstrated that a number of studies already existed which had investigated 

the cancer experience using quantitative measures (such as the Health Related Quality of life 

questionnaires, and the Hospital, Anxiety and Depression (HAD) Scale). Findings from these 

studies and other qualitative investigations identified the need to explore, in detail, the cancer 

experience of the couple using qualitative methods and a longitudinal design, and is the primary 

reason for this paradigm choice. 

The primary benefit of qualitative data collection and analysis is described by Henwood and 

Pidgeon (1995) in that it frees the researcher to explore, and be sensitive to the multiple 

interpretations and meanings which may be placed upon the data when viewed in context. A 

further benefit is that the qualitative approach may be tailored to the generation of theory for 

further testing and application in practice (Rew et al. 1993). This appears a realistic outcome in an 

area where little investigation of the prospective, experience of the potentially cured, male cancer 

patient and the spouse/partner exists. 

Qualitative research is often associated with small participant numbers. But this should not be 

viewed as a negative aspect due to the reduced capacity for generalisability. Generalisability is not 

the aim of qualitative research, the goal is the generation of rich, detailed description resulting in 

the possibility of transferability of findings. 

Seale (1999) asserts that the main benefit, of methodology is that it provides direction and a 

blueprint to minimise errors in protocol creation and execution of a study design. This section has 

provided justification for the decision to use qualitative methodology in this study. The 

identification of a specific research method/strategy is necessary to guide the research process. The 

research strategy used in this study is discussed in the following sections. 

2.4 The utilisation of case study 

A case study design was selected for the study and this section examines the reason for this choice. 

Case study originates from the human social sciences and evaluation research (Creswell 1998). 

Stake (1995) suggests a background of philosophical traditions, which incorporates naturalistic, 

holistic, ethnographic, phenomenological and biographic methods. So what is case study? Many 

definitions found in the literature contain common themes which stipulate the framework of a case 

study e.g. investigation of a single case or multiple cases; where individuality of each case is 

maintained as a 'bounded system'; detailed description via multiple data collection sources; rich in 

context and complexity; studied over time; using appropriate research methods in relation to the 

research question. A selection of definitions found in the literature are found in Table. 2.1. The 
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definition by Creswell (1998) provides a guiding framework for this study as it details all the 

elements of case study including a prospective design. 

Table 2.1. A selection of case study definitions 

"Case study is a research strategy or design which makes use of multiple methods of data collection, 
straddling and making use of methods from the qualitative and quantitative traditions as appropriate in 
relation to the questions being examined" 
Bryar (2000) p67 

"A case study is an entity which is studied as a single unit and it has clear boundaries" 
Holloway and Wheeler (2002) p 156 

A case study "Investigates phenomenon within some real life context." 
Yin (2003) pI 

" ... a case study is an exploration ofa "bounded system" or a case (or multiple cases) over time through 
detailed, in depth data collection involving multiple sources of information rich in context. This 
bounded system is bounded by time and place, and it is the case being studied - a program, an event, an 
activity, or individuals." 
Creswell (1998) p61 

Bryar (2000), Creswell (1998), Grbich (1999), Jones and Lyons (2004), Platt (1988) and Stake 

(2000) suggest that there is no universal acknowledgement that case study equates to a research 

methodology or a complete method. The apparent confusion of defining case study investigation 

as a research design, method, strategy or methodology may be due to the fact that the technicalities 

of utilising case study design are continually developing. It is also suggested that the continual 

development of case study design may be due to its use by so many disciplines i.e. medicine, 

education, law, social work and industry. However this apparent multidisciplinary use does 

indicate the flexibility and usefulness of case study (Platt 1988). Perhaps this flexibility relates to 

the unique aspect of case study which is, the focus is the case, not the method (Stake 2000). 

Method is the vehicle used to understand the case. Case study strategy is carried out, through, an 

appropriate methodology. For the researcher the questions are; What is the best way to explore this 

specific case, and how am I going to learn the most from it? The method is built around the most 

appropriate way to comprehensively deal with these questions. 

Exploration of the couples' cancer experience (and in particular their needs) was the main focus of 

this investigation. The primary reason for using case study was because it allowed the method to 

be constructed to understand this specific case, in context, through a structured investigation 

strategy. 'Bounding of the case' identified and reinforced the focus of the study was of the 

experience of the couple but by emphasising the particular as well as the typical, the potential 

differences in the experience between the man and the spouse/partner could also be explored. 
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Stake (2000) suggests three aspects of method where case study differs from conventional 

qualitative methodology: 

1. Case study, the study of 'the particular'. Stake (2000) suggests that qualitative 

methodologists do not generally have a high opinion of concentration on the particular as it 

rarely equates to 'scientific theory'. Stake (2000) considers that case study has 'no scientific 

aspiration' but defends this research strategy, as case study supports 'disciplined, scholarly 

study that takes up important questions. ' p449. 

2. The primary goal of description. Case study seeks to describe events, simply, by preserving 

the integrity of the case. Whereas, commonly, qualitative methodology seeks data describing 

diverse operations of the case and potential causal links (Stake 2000). Stake (2000) 

acknowledges that studies exploring more than one case will deliver a degree of comparison 

but suggests that the reader will learn more from the description of the cases than the 

comparison as 'the description oj several exemplars provide the reader with valuable and 

trustworthy knowledge' p440. Optimising understanding of the case through description can 

result in the reader transferring findings to other situations. 

3. Case selection: the priority for learning. The researcher chooses the case/cases to study. The 

choice is critical to understanding the phenomenon, and choosing the case well increases the 

opportunity for learning; Stake (2000) considers that 'Potential for learning is a different and 

sometimes superior criterion to representativeness' p446. 

Yin (2003) reinforces the eclectic adaptability of this strategy by describing five possible 

applications of case study i.e. to explain, describe, illustrate, explore and meta-evaluation. Yin 

(2003) also reinforces that case study is the ideal research methodology when "how" or "why" 

questions are being asked and where the focus is real life context. All of which apply to this 

investigation of the couples' cancer experience and the identification of potential needs. 

There are also differing types of case study and the choice of applicability of type depends upon 

the aim of the investigation. Stake (1995) describes the types of case study as intrinsic, 

instrumental or collective. Intrinsic case study involves investigation of one particular case. The 

aim is to provide greater understanding of one specific case; the case is of primary interest in itself 

because of its uniqueness. In instrumental case study the aim is to gain a greater understanding of 

a phenomenon. The choice of the case is particularly important as it is chosen to give insight and 

meaning beyond the individual case and explores wider contexts. Collective case study involves 

investigation of more than one case to allow comparison and perhaps understanding of a 

phenomenon through development of theorising. As with intrinsic and instrumental case study a 

priority is to retain 'the particular' (Stake 2000) of each case to optimise understanding and 

discover knowledge through description of the human experience but also to extend this to 
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describe a model of the typical across cases. These qualities allow research to retain the realism of 

life events and is precisely why case study investigation appeals to practitioners dealing with 

people, where action is needed, not general ideas or conceptual models (Platt 1988). 

Collective case study was used in this study; the aim being to preserve the particular of each 

couple's experience but also to identifY the typical which could be offered as recommendations for 

practice. 

Case study and data collection methods commonly attributed to it, constitute a natural extension of 

nursing attributes such as observation, subjective intuition, interviewing and non-verbal 

communication skills. If the research question is appropriate, case study can uncover knowledge 

and also suggest outcomes for care development. Holistic, real life understanding, and the 

potential delivery of sound practical guidelines for practitioners is the reason case study strategy 

lends a useful method of researching. Producing realistic, recommendations for clinical practice, 

was one of the main objectives in using case study as the research strategy for this investigation. 

The following section considers the benefits and limitations of case study. 

2.4.1 Strengths and constraints of case study 

The flexibility of the case study approach allows the researcher the freedom to choose the most 

appropriate methods to explore the specific research question or propositions. Stake (1995) 

describes this as the wonderful 'palette of methods' p.xii, and highlights that the multiple ways to 

undertake case study research is a definite benefit. Mays and Pope (1996) consider that only 

through the use of multiple methods is it possible to capture in detail aspects of real life 

investigation. 

To choose the appropriate methods for an investigation, a feature of case study design is that a 

degree of prior knowledge of the research subject is necessary (Holloway and Wheeler 2002; 

Mays and Pope 1996; Yin 2003). Before data collection commences the researcher is encouraged 

to locate or to begin to develop an initiatory theory or framework, including theoretical 

propositions related to the subject under exploration (the initiatory framework used in this study is 

described on page 93). Development of a pre study theoretical framework is one of the primary 

differences between case study and grounded theory and ethnography (Yin 2003). This is a 

strength of the design, as the tentative theory directs the study, suggesting beneficial routes of data 

collection, and methods of analysis. However, the guidance of such a theoretical framework 

should not be inflexible, rigid or blinkered, but derived from the data with the ability to change 

with it. 
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A potential controversial aspect of a pre study theoretical framework in conjunction with a 

researcher well informed concerning the area under investigation, is the risk of over 

familiarisation. Yin (2003) concedes that the researcher may be prone to information bias but 

suggests that some prior knowledge is required, as the researcher needs to be responsive to 

contradictory evidence as it emerges, and to identifY and interpret interactions between the 

theoretical framework and the ongoing data collected. 

Despite the debate concerning what case study research is and is not, Creswell (1998) argues that 

one of the benefits of this methodology is the rigorous and systematic approach to investigation. 

There are steps to follow even if there is not necessarily a consensus as to what these steps should 

entail, however it might be argued that if these steps are open to interpretation they could not be 

defined as a recognised uniform approach by all those undertaking case study. Holloway and 

Wheeler (2002) and Yin (2003) agree that case study is embryonic when compared with more 

established qualitative approaches such as phenomenology and ethnography. Nevertheless a core 

framework or series of steps provides both rigor and a systematic approach to investigation. The 

following paragraph and points will detail the procedures of case study design, which commonly 

feature in the literature (and which were followed during this study). 

Gomm et al (2000) suggest deciding upon an area requiring investigation is the first stage of the 

enquiry, the researcher identifies the phenomenon (case) to be studied. The aim is to choose a case 

with intrinsic interest, with the potential for learning, understanding, and interpretation of the 

human experience. When choosing the case the researcher begins 'bounding the case'. Bounding 

the case is an essential element in directing the case study. It necessitates establishing the identity 

of the case as a unit of inquiry. The researcher defines the case by framing what is inside and 

outside the case, where the case starts and stops, what the components of the case are and what it 

represents (Gomm et al. 2000; Stake 2000). The study design is then built around the bounded 

case. The following list suggests the procedures or components at the core of case study research: 

1. Deciding upon an area requiring investigation. 

2. Deducing study questions. 

3. Development of propositions or an initiatory theory to give a greater focus and to keep the 

investigation within its limits. 

4. Bounding of the case (defining the unit of investigation). 

5. Purposive sampling. 

6. Data collection (multiple methods). 

7. Criteria to interpret findings both within and cross case analysis (description, direct 

interpretation, searching for patterns and naturalistic generalisation). 

(Creswell 1998; Stake 1995; Yin 2003). 
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Yin (2003) admits that the logic of the research design created will dictate the incorporation of 

specific approaches to data collection and analysis. Yin (2003) also acknowledges that data 

collection and analysis is one of the least developed aspects of undertaking case study research. 

Holloway and Wheeler (2002) support this view and suggest the application of ethnographic, 

grounded theory or phenomenological approaches for data collection and analysis. This study used 

constant comparison and cognitive mapping. The use of these methods are discussed later in this 

chapter and in Chapter Three. 

Incorporation of multiple methods of data collection is an accepted component of case study. 

Multiple sources allow corroboration from all investigational avenues of data as it develops and 

assists the search for contradictory evidence and therefore exploration of all relevant themes. Yin 

(2003) describes such development of diverging lines of enquiry, of a phenomenon, the most 

important advantage of case study. Stake (2000) reinforces that all that is learned cannot be 

synthesised or reported, this would be too vast an undertaking. Therefore the researcher must 

decide the important aspects of the case to explore, and these choices must be well justified. 

In the eagerness to describe a phenomena it is easy to see data which confirms developing themes, 

but care must be taken not to make a case fit the theoretical framework, research questions or other 

case studies (Platt 1988; Stake 2000; Yin 2003). To minimise this potential difficulty there is a 

need to be particularly vigilant and responsive to contradictory data, and to continually question 

data by cross-checking, redirecting and modifying data gathering to examine all areas supporting 

the primary theoretical framework development. To reinforce this need for vigilance Stake (1995) 

warns that the researcher has an ethical obligation to reduce data analysis misinterpretation by 

ensuring appropriate and satisfactory triangulation. 

Prior experience and preconceptions of the researcher cannot be totally eradicated, therefore, the 

challenge for the researcher is to be reflexive. Mechanisms to assist this might include critical peer 

review of data analysis, thorough description of the 'self as instrument', reflection through use of a 

study journal and multiple methods of triangulation (Bryar 2000; Elyet al. 2000; Rew et al. 1993). 

Ely et al (2000) and Stake (1995) reinforce that reflexivity is a key skill and that the researcher 

must be willing to attempt to detach from presumptions and learn from the data. These methods 

will be considered later in this chapter. 

Platt (1988) suggests that a common criticism of case study is the inability to generalise findings 

but counteracts this argument by highlighting the benefits of particularisation. Case study seeks 

what is uncommon about the case but concentrates on finding the common and typ ical. It is not to 

be denied that the function of case study is to inform and not generalise. However Stake (2000) 
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acknowledges that with collective case study, the search for the particular can compete with the 

search for typicality across cases and the aspiration to offer transferability of findings. When using 

collective case study the researcher should be prepared to preserve and describe elements of the 

particular of each case and also detail aspects of cross case typicality. 

By concentrating on the uniqueness of the case, case study can provide an excellent source of 

description, and by the presentation of the case study experience and cross case analysis the 

researcher can offer the reader the opportunity to draw their own interpretations and conclusion 

(Platt 1988; Stake 1995). 

2.5 Credibility and rigour 

Throughout this chapter the aim has been to illuminate the study methodology and provide a 

description of the logic of the chosen research design. This theme continues in this section. The 

researcher is required to demonstrate rigour and trustworthiness within a qualitative research study 

(Grbich 1999; Koch 1996; Lincoln and Guba 1985; Sandelowski 1993). Presenting and justifying 

the research methodology, method, and analysis can assist this. The following sections provide a 

discussion of mechanisms employed to assist in delivering credibility and rigour. This includes a 

description of triangulation and the study'S triangulation strategy (data triangulation) and 

discussion of each of the data collection methods used, followed by the utilisation of member 

checking and inter-rater coding and agreement. 

2.5.1 Triangulation 

Triangulation is principally a process of looking at an issue from different perspectives and; aims 

to enhance confidence in the researcher account; to demonstrate links between concepts on several 

different levels; to enhance trustworthiness, completeness, and reduce misperception, whilst 

generating dependable evidence to support key findings and theory development (Bonner and 

Tolhurst 2002; Creswell 1998; Holloway and Wheeler 2002; Mays and Pope 1996; McNeill 1990). 

As such triangulation is used to support the research method. Generally four methods of 

undertaking triangulation are to be found in texts relating to qualitative research, yet opinion 

appears to differ as to the degree of benefit triangulation can deliver. 

In providing a description of triangulation Holloway and Wheeler (2002), Seale (1999), Stake 

(1995) and Yin (2003) detail methods of triangulation as originally identified by Denzin (1989), a 

combination of the descriptions of triangulation are described as follows: 

1. Investigator Triangulation: Team research, or multiple observers in the field. Where there is 

the opportunity for discussion of points of difference with the aim of reducing individual 
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subjectivity. A less labour intensive method involves presentation of observations to a panel of 

peers or experts for alternative, informed, critical appraisal. 

2. Theory Triangulation: To have several hypotheses and see how each relate to the data, 

therefore exploring multiple avenues and not one fixed opinion. 

3. Data Triangulation: Using multiple and different sources of data to seek instances related to 

the phenomena, to see if what is observed carries the same meaning in different settings or at 

different times. The most common data collection methods are observation, interviews and 

documentation. 

4. Methodological Triangulation: Both 'within method' or 'in-between method'. This is the 

rationale for combining qualitative and quantitative methodologies. The researcher looks at 

different problems in the same research study using different paradigm approaches (Holloway 

and Wheeler 2002). 

Wengraf (2001) cautions that a common mistake when incorporating multiple data collection 

methods is that varying degrees of cross referencing and integration should occur but may not in 

practice. However the potential benefit of triangulation is that by looking for more than one view 

the researcher may gain a better understanding of the phenomena under investigation. Seale 

(1999) suggests that the aim of triangulation is commonly considered a mechanism to achieve 

authenticity of a single version of reality by gathering more than one perspective. However, as 

case study emphasises the need to preserve the particular, triangulation (used in collective case 

study) could result in voicing multiple perspectives of reality. In this way triangulation supports 

case study strategy by fulfilling the ethical obligation to reduce misrepresentation and 

misunderstanding by demonstrating the typical and atypical (Stake 2000). Therefore, triangulation 

may highlight alternative findings that may be exposed from triangulated data. This aspect of 

searching for positive and negative instances is not alien to qualitative research and Stake (1995) 

points to the fact that qualitative researchers take pride in discovering and portraying mUltiple 

alternative views. 

2.5.2 Triangulation strategy 

Incorporation of a triangulation strategy into a research design can strengthen belief in findings 

and assertions and enhance the quality of the research account with supporting evidence. To 

achieve this there must be thoroughness and great awareness on the part of the researcher in 

examining convergent and deviant data (to prevent error in interpretation becoming compounded). 

If the cautions are considered and pre-empted by the researcher, triangulation can assist in the 
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production of a credible, detailed, picture of the reality under investigation and can demonstrate 

the complexity of the experience of participants (Ely et al. 2000). 

Stake (1995) acknowledges that achieving triangulation is complex, and recommends that to 

reduce the potential for triangulation error the researcher should be disciplined and adopt a specific 

protocol, strategy or procedure of triangulation where the methods are appropriate to the specific 

enquiry. It should be stressed that triangulation is the strategy but the methods used are driven by 

the case study. In this study this is data triangulation. 

The following section describes each of the data collection methods employed in this study; 

interviews, participant observation/direct observation, review of documentation and the use of 

participant diaries. 

2.5.3 Interviews 

The research interview is more than a conversation, it is a structured way of eliciting information 

(Holloway and Wheeler 2002). The goal of the interview is to obtain the participants' description 

of an experience, and allow participants to express their thoughts and feelings (Koch 1996; Rubin 

and Rubin 1995). Allowing participants to give an account is a primary way of understanding 

events and discovering the meaning of an individual's experience (Brody 1987; Ely et al. 2000; 

Mishler 1986; Rubin and Rubin 1995). In this study the aim was to gain understanding of the 

couples' cancer experience and in particular the individual participant's needs. 

Despite its popularity the research interview poses a series of challenges to both the researcher and 

participant. Interviewing is a learned skill. Throughout the interview the researcher constantly 

makes decisions concerning the next question, when to probe, yet not lead (Morse 1991). The 

ability to achieve this takes time, self-awareness and experience. It is important that the 

interviewer takes time and opportunity to understand the meaning of the spoken word of 

participants (Ely et al. 2000; Rubin and Rubin 1995). The comprehension of meaning is key in 

constructing a description of the participants' experience from the data. A prospective research 

design can encompass serial interviews which offer the researcher the opportunity to return to the 

participant with questions that were forgotten previously or questions of clarification. Whereas, in 

a cross sectional interview, there is pressure for the researcher to achieve a full, skilfully executed 

interview in one sitting. Each researcher and participant interview relationship will be different. 

Each participant and researcher will respond to each other and this association in a distinct way. It 

should be recognised that in some instances the interview relationship will not lead to open sharing 

of an experience. Interviewing is a learned skill and the researcher can improve his/her technique 

if an 'unsuccessful' interview is turned into an educational opportunity. 
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From the participants' perspective there is a risk of unintended, overexposure of the self. 

Hutchinson et al (1994) suggest that to some degree, if open ended questions are used participants 

have the power to protect themselves by not answering questions they feel uncomfortable with. 

However, within an interview situation a participant may disclose details not readily shared with 

others (Glazer 1980). The interviewer is entrusted to protect confidentiality, anonymity, exposure 

and exploitation of the participant (Glazer 1980; Hutchinson et al 1994: SmithI992). If highly 

personal or emotional issues are raised these need to be handled with sensitivity. In this situation 

Smith (1992) suggests the interviewer should listen and acknowledge the event but not probe to 

encourage emotional pain. 

Consideration should be given to the after effect of the interview, as to leave the participant in 

distress without adequate support is morally wrong (Glazer 1980; Smith 1992). Wengraf (2001) 

indicates that at a minimum the participant should not be changed for the worse as a result of the 

interview experience. Before undertaking any interviews the researcher is advised to contemplate 

the potential challenges that may occur during and after the interview. These might include 

emotional trauma, or physical, psychological or social difficulties identified during the encounter 

that might require intervention. It is advantageous for the researcher to have given thought to these 

potential occurrences (and difficulties that may occur for the researcher) and worked through 

intervention options in advance. 

Interviews might be burdensome, upsetting or time consuming for the participant (Hutchinson et al 

1994) and perhaps the interviewer. Smith (1992) describes a good interview where rapport is 

established to facilitate interaction. Glazer (1980) warns that the interviewer may have invested 

considerable amounts of time and self in the study that might lead to corners being cut or a degree 

of prejudice within the interview. Another caution is that the researcher can only make the 

assumption that the interviewee is being as truthful and accurate as possible (Fawcett 1991; 

Wengraf 200 1). 

There are potential difficulties in accessing data by interview. Conducting interviews in relation to 

past events carries with it the potential of memory decay (Ely et al. 2000; Smith 1992). Participant 

recall might be affected by the perceived importance of the event or the possibility of the 

participant repressing threatening, unp leasant, or embarrassing events. Wengraf (200 1) labels these 

re-interpreted life events 'extra interview realities'. However, the impact of 'extra interview 

realities' may be reduced by multiple data triangulation. 
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The positive aspects of the research interview are that large volumes of detailed contextual data 

may be obtained. Clarification of certain statements or interpretations is possible, and observation 

of non-verbal cues can occur. 

Despite researcher preparation and care, undesirable outcomes of the interview for the participant 

might include embarrassment, emotional distress and unwanted self-awareness. However 

Hutchinson et al (1994), Morse (1991) and Picard (1991) highlight that catharsis, validation, 

altruism, empowerment and healing might be positive outcomes for participants. The potential for 

the therapeutic impact of the research interview is considered in Chapter Seven Discussion of 

method. 

2.5.4 Participant observation/direct observation 

In this study the observation of follow-up consultations was undertaken to gain understanding of; 

the needs expressed by the couple; how health professionals identified and responded to the 

situation of the man and the spouse/partner; and interaction and behaviour of all participants 

involved in the encounter. 

The use of direct observation provides an extra dimension for understanding the situation or 

behaviour, and adding explanatory power (Yin 2003). Participant observation provides the 

opportunity to observe situations and people in the natural setting by a systematic noting and 

recording of events and behaviours (Holloway and Wheeler 2002). 

Ely et al (2000) stress that participant observation requires unique skills, specifically a shift in 

attention to use the senses of watching and listening, to see, as a mute observer. During 

observation sensitivity and awareness is needed by the researcher in understanding the effect of 

him/herself on the interaction being observed. Bonner and Tolhurst (2002) consider that for 

participant observation to be an effective data collection method there is a need to establish the 

role of the researcher. The role of participant observer can be as an 'insider' (member of the 

group) or 'outsider' (stranger to the field setting). Holloway and Wheeler (2002) acknowledge that 

in undertaking participant observation the presence of the researcher may result in a degree of 

researcher affect, but consider that participant observation is less disruptive and obtrusive than 

interviewing. These authors advocate that regular observations will cause a reduction in 

intrusiveness compared with occasional visits, as participants and co-workers will become 

accustomed to the presence of the researcher and awareness of the observation will diminish. 

When participant observation is successful this exploration can uncover, in context, understanding 

and meaning of the situation, interesting patterns of social processes, and particularities of 

58 



infrastructure and systems. This method will examine events and ongoing actions but not past 

events and thoughts of participants (Holloway and Wheeler 2002). Therefore other data collection 

methods are needed to supplement and triangulate data gathered from participant observation. 

2.5.5 Review of documentation and the use of participant diaries 

Documents may provide valuable data to reinforce or refute developing themes, suggest further 

directions for investigation, and provide greater understanding. A review of documents can include 

diaries, historical documents, biographies, practitioner notes, case notes, minutes, 

policies/procedures and published research. In nursing research primary documents used are 

commonly case notes and nursing notes. In this study oncology notes and a participant diary were 

the source of the documentation review. 

Caution should be taken in relation to data obtained from documents, as the information they 

contain may not be a true reflection of reality but an individual's interpretation of events. Cross 

checking data via triangulation methods is important to discover omissions or embellishments. 

Jarvis (1999) warns that formal notes are not necessarily literal accounts, and that health 

professional annotations often relate to specific important events but that the habitual and taken for 

granted aspects of life, or health care often go unrecorded. Jones (1999) also advises that notes or 

documents are commonly written for a specific reason, need or audience, and often with a specific 

conformity. The researcher can only try to interpret the meaning of the written word in context and 

attempt to establish the writer's intentions (Holloway and Wheeler 2002). 

Jarvis (1999) recommends that it is important to understand the purpose of the document and to 

consider what the document contains but also omissions as they may not be factual records of 

evidence. But Jarvis (1999) concludes that documentary materials can enrich the research process 

and provide greater insights. 

Participant unsolicited diaries can be used as a tool to collect social data and describe personal 

experiences and beliefs. Some of the previous cautions related to hospital based documentation 

could also apply to participant diaries. Jones (2000) indicates that diaries can result in rich, 

spontaneous information but warns that data may display biases particularly in under or over

reporting of events (although this may be an indication of significance of the event in itself), and 

that received interactions are more likely to be recorded than initiated ones. 

Jones (2000) believes that in sociological research participant diaries have only been used in a 

limited way, for example in a structured format gathering information related to health status. 
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The previous sections have identified and described the data collection methods that are applicable 

to this study. The following three sections detail and debate the additional mechanisms that will be 

used to enhance credibility and rigour. 

2.5.6 Member checking 

Member checking is a method where participants are offered research findings to obtain feedback 

and to check for the accuracy of the interpretation of their experience (Mays and Pope 1996; 

Schwandt 2001; Stake 1995). Participants are experts of their experience and member checking 

could be a valuable mechanism for corroborating and confirming inferences and integrity of 

findings. It could be argued that member checking can be classed as a form of triangulation. Stake 

(1995) reinforces that case study research participants have a prominent role in providing 

information relating to the experience under exploration and may provide critical observation, 

direction, interpretations and suggestions to collected data. 

As with any procedure aimed at establishing credibility there may be considerations relating to its 

application. The main criticism of member checking is the potential of the participant, consciously 

or unconsciously, not providing an honest or thorough review of the data or findings presented to 

him/her. Reasons for this can be mUltiple: 

.. the participant may have no interest or time to undertake the process 

.. the participant may not understand the language or concepts used by the researcher 

.. the participant may want to please the researcher and agree to all statements 

.. the participant may not be prepared to reveal their true thoughts 

The difficulties identified with member checking should not prevent it from being used to benefit a 

research strategy. The following paragraphs will defend its use as a mechanism of corroboration 

(and perhaps triangulation). 

Although there may be potential problems concerning the application of member checking these 

difficulties can be reduced. In relation to the language of the report, initial analysis of transcripts 

involves line by line coding where codes are often ascribed the participant's own words. Therefore 

the construction of the analytic representation of the participant experience can be presented in a 

language and terminology used and understandable to participants. If accounts are written in this 

form, the language barrier and potential confusion of meaning between the researcher and 

participant could be reduced. 

When undertaking member checking the researcher may be present when participants review a 

summary of a studies key findings. In this situation the researcher may consider it appropriate to 
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engage the participant in discussion concerning the constructed version of their experience. Such a 

situation will provide the researcher with narrative confirmation or rejection of findings but also 

the opportunity to clarifY, observe and gain insight concerning the participant's judgement, 

understanding of the research account offered, and commitment to the process. 

A longitudinal research design offers the potential for a productive participant/researcher 

relationship to develop. This relationship may foster trust and mutual respect where truthful and 

honest exchanges are possible and where participants feel able to; comment constructively 

concerning study process and the developing analysis, and feel comfortable disagreeing with 

aspects of an interpreted view of their experience offered to them. There is the potential for the 

researcher to demonstrate reflexive insights of this type of encounter through a study journal and 

thus build a credible picture of member checking conducted in this way. 

Participants are not necessarily passive individuals of the research process. Frequently people have 

reasons for their participation in a study e.g. to influence care or help patients in the future. It 

might therefore be suggested, that, if participants invest a great amount of time and energy to a 

research process (especially a longitudinal study) this could result in their focused consideration of 

papers offered in the process of member checking and any subsequent discussion. 

A practical aspect in conducting member checking is for the researcher to consider and justify the 

most appropriate stages at which to provide participants with an opportunity to review the study 

findings. Lincoln and Guba (1985) identify that member checking is both formal and informal and 

the researcher has many opportunities to undertake it throughout an investigation. At a minimum a 

formal checking opportunity via a study report should be offered to participants towards the close 

of an investigation. Gaining participant judgement of the credibility of data construction on 

completion of a study is productive, however, during a longitudinal study memory decay of past 

events and experiences may alter the participants' present perception. It might be more 

advantageous to capture participant feedback via member checking at key points throughout an 

investigation. 

During the member checking process participants may disagree with the view offered by the 

researcher and a decision must be made how to deal with these comments. Lincoln and Guba 

(1985) suggest that with discussion 'checkers may be able to agree that reconstructions are fair 

even if they are not in total agreement with them.' p315. Lincoln and Guba (1985) also identifY 

that ' ... the investigator is not bound to honour all of the criticisms that are mounted, but he or she 

is bound to hear them and weigh their meaningfulness.' p315. Reciprocity of this form of 
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researcher/participant debate needs to be recorded In the study findings to demonstrate any 

atypical view. 

Participants can offer expert opinion concerning the constructed analysis of their experience. If 

undertaken with consideration of the potential difficulties and conducted as one element of a 

triangulation strategy member checking can provide a mechanism to enhance the data analysis 

process. 

2.5.7 Inter-rater coding and agreement 

Inter-rater coding and agreement (IRCA) of interview transcripts is one form of investigator 

triangulation. As suggested by its title the aim of this process is to increase the reliability of coding 

of data. 

Coding of transcripts is a way of attempting to attach meaning to data and construct a view of the 

world (Seale 1999). A lone researcher can undertake this process. The question is can the lone 

researcher achieve a plausible and credible account that is reliable? The existence of the concept of 

IRCA might indicate that the researcher is required to undertake procedures to achieve reliability. 

However Kvale (1996), Seale (1999), Ely et al (2000) and Schwandt (2001) identify that there are 

arguments for and against using this method. Some of these debates will be highlighted in the 

following paragraphs. 

Kvale (1996) illustrates the combination of two approaches to undertake IRCA, dialogical and 

arithmetical; the researcher and checker(s) independently code transcripts against a list of codes 

and their definitions/properties, a percentage level of agreement is calculated, where scores differ 

intersubjective agreement is gained through dialogue, conceptual clarification, and refinement of 

the coding frame until an acceptable percentage level agreement is achieved. 

In their researcher practice Ely et al (2000) no longer employ the percentage level agreement 

assessment, as they consider this aspect of IRCA is a method borrowed from the positivist 

paradigm and serves little purpose. Ely et al (2000) acknowledge the researcher has to answer the 

question 'How do you check yourself as an accurate instrument in the understanding and 

exploration of someone else's reality?' p163; and in response suggest dialogical peer group 

checking as a more productive way of checking emerging results, insights, coding and thematic 

development. To achieve this peer checkers are given sections of transcript and asked to create 

categories without a code framework. The peers and researcher compare and discuss individual 

results with those established by the researcher. The researcher seeks understanding· about the 
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reasoning of the peers. The benefit of this method is members of the peer group can act as 'devil's 

advocate' and help ground the researcher by having to respond to searching questions. 

There may be methodological considerations to contemplate and justify before using IRCA. 

However Kvale (1996) and Seale (1999) suggest that without some form of coding check the lone 

researcher is only able to report accounts of coding with typical instances from the data, and this 

only provides the reader with an illustration of the logic and consistency of analysis. It does not 

deal with potential errors of the researcher interpretation or being too close to the data to see 

clearly. 

Inter-rater reliability coding (IRRC) has been characterised as positivist (Seale 1999) as the 

inference is that different observers make a single valid version that is supported statistically with 

the aim of supporting research replicability. In doing so the risk is that the research analysis 

delivers a single version where diversity may be lost. This suggests that perhaps the best form of 

IRRC is dialogical where more than one version can be agreed on or at least discussed and 

debated. 

Codes are the building blocks of category and thematic development, and the eventual theoretical 

framework. If the primary building blocks are not thoroughly refined the credibility of the final 

structure may be compromised. At a minimum IRCA offers the researcher a method with the 

potential of reducing researcher subjective error during the coding process. It is possible to obtain 

through IRCA dialogue, a greater degree of reflexivity, multiple perspectives and the opportunity 

to increase conceptual clarity and consistency. 

2.5.8 Study journal 

This is an essential working research tool. The researcher maintains this document throughout the 

research to provide an ongoing record of the study development and processes. The journal 

provides the researcher the opportunity to explore what is happening in the study by letting the 

researcher step back and allow distance from the experience, participants and raw data. Ely et al 

(2000) describe the journal as, the arena where the researcher faces the self as instrument, and 

records an illustrative history of the research and may contain "feelings, insights, assumptions, 

biases, snapshots and ongoing ideas" p69. The contents of the journal are essential for the study to 

evolve with the developing data and corresponding ongoing analysis and also to expose the 

researcher's account of the development of the study to the inspection of the reader. As such the 

study journal can assist in providing transparency to the research process. 
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The usefulness of the journal is in allowing the researcher to take further actions in relation to the 

progress and direction of the investigation (Ely et al. 2000). Making accurate notes concerning 

personal performance is an excellent form of reflexive development, and through this route the 

journal not only assists in the development of the study but also facilitates in the learning and 

development of the researcher. 

The study journal provides a method of data collection and a multifaceted record of the research 

process. As this document ties together the threads of the investigation it is probably appropriate 

that it concludes this section. The following section considers the processes relating to data 

analysis. 

2.6 Analysis process 

In the previous methodology sections, procedures or stages intrinsic to case study research are 

described. One of the components identified is the need to develop study propositions, questions or 

an initiatory theory at the outset. This is an essential element in the design of a case study as the 

theory/framework provides focus, particularly to provide direction in the early stages of the work, 

and it is integral to the analysis. The framework can assist the researcher in keeping the 

investigation within its limits. The initiatory theory used in the analysis of data in this study is 

explained and discussed in Chapter Three. 

Stake (1995) describes analysis in broad terms as, taking data apart and giving meaning to it, and 

underlines that this is a creative process. This description is not to be denied but a greater 

description of actually how data analysis should be approached in case study needs to be more 

directive and instructive. In the following paragraphs the route for data analysis of case study data 

is identified from the texts of Creswell (1998), Stake (1995; 2000), Yin (2003) and personal 

reflection. 

An important point made by all three authors is that the amount of data generated by case study 

investigation can be huge and that it would be an impossible task to give intense attention to every 

detail. Therefore the researcher must make fundamental decisions concerning where to concentrate 

greatest attention. It could be argued that this would introduce immense researcher subjectivity. 

However this decision should be directed by the initial research question, propositions or initiatory 

theory. If these key issues and the case are kept in focus and the researcher refers to them 

continually during analysis a logical pathway of data management will be evident. Having the 

confidence and the skills to be selective and not feel the need to analyse and report every piece of 

data is not innate and can only be learnt through research experience. 
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To illustrate the data analysis process it is important to provide an accurate, chronological account 

of context, time, place and the person. Stake (1995) considers detailed description is essential to 

allow the reader to learn from the case through 'naturalistic generalisation'. The premise is that, 

interpretation by the reader is based largely on experience and therefore detailed description is 

needed as reader learns from the case by applying it to their own past or future experiences. 

Direct interpretation of the data is the initial process, which will lead to the identification of codes. 

Common codes will be drawn together to form themes. As themes are refined they are grouped 

with other themes identified with similar properties. Groups of themes will contribute to the 

explanation of categories. Stake (1995) describes this process of common code identification, and 

theme/category development of relevant meanings and issues as 'aggregation'. Yin (2003) details 

this analysis and interpreting process as 'pattern matching'. Whatever the title, this process 

includes taking the data, analysing, interpreting, synthesising, and seeking developing patterns 

with relevant meaning. In this process there is also the continual observation of corroboration or 

non-corroboration of instances to clarify the themes and category content. 

In collective case study, analysis of data is undertaken as identified in the previous paragraph for 

each case (within-case analysis) and then extended to all cases recruited to a study (across-case 

analysis). Data from this process may then be debated with findings from published literature to 

form theoretical generalisations. 

The overall aim of the analysis is to interpret and understand the case and this focus should not be 

lost in what can be an overwhelming task of analysis. Continual reference to the research question 

and initiatory theory should assist in this aim. 

2.6.1 Cognitive mapping 

The method of cognitive mapping was used as the main data analysis tool for this study. Cognitive 

mapping is a method of analysing qualitative data using visual representation. It involves 

generating a visual/mental picture from the spoken word of the participant experience from which 

develops a theoretical construction of ideas and interpretations (Browne 1989; Jones 1985). 

As with other qualitative analysis methods cognitive mapping has the potential to deliver an 

intersubjective construction and conceptualisation of the view of the participant and researcher 

(Northcott 1996). Consciously or unconsciously the researcher may have preconceived ideas of 

what data is important and this directs the map development. It may also be easy to ignore 

contradictory data and concentrate upon the 'busy' area of the map that indicates typicality of the 

experience. A greater degree of perseverance is needed by the researcher to continuously re-focus 
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on contradictory information to ensure important issues are not overlooked. Browne (1989) also 

highlights that participants rarely, clearly identify cause and effect or connections in their thinking, 

these are often only implied. Judgement concerning meaning and connections between concepts 

are left to the researcher. As with any method of qualitative data analysis the researcher then has to 

justify these interpretations of meaning with clear description of thought processes and execution. 

Despite potential difficulties, Jones (1985) considers cognitive mapping a process of dynamic and 

direct interaction with the data to facilitate construction of meaning. Potential positive and 

negative aspects of this approach are detailed in Table 2.2 

Table 2.2 The strengths and weaknesses of cognitive mapping 

Strengths 
l. Avoids fragmentation of utterances from context by retaining complexity and 

intricacies of connections (wholeness ofthe participant experience). 
2. Data ~atially organised according to logic of connections. 
3. Draws together utterances taken from different sections of interview if they belong 

conceptually together and maintain thematic links. 
4. Allows data to be organised across the page to show development of phases. 
5. Maps from sequential interviews can be condensed onto one map to demonstrate a 

full description of one interconnected whole. 
6. Allows retention of phrases/language of participants. 
7. Facilitates application of constant comparison. 
8. Helps to direct and focus analysis. 

Weaknesses 
I. Selection of cognitive map content is to some degree an intuitive, sUbjective 

process. 
2. The researcher may have a preconceived idea of what was important, and this 

directs map development. 
3. There is a risk of ignoring contradictory information where connections and 

typicality may take priority. 
4. Participants often merely imply connections, therefore the researcher is left to make 

a subjective judgement about meaning and connections. 
Compiled from work by; Browne (1989) Jones (1985) and Northcott (1996) 

Brown (1989), Jones (1985) and Northcott (1996) identify the use of cognitive mapping 

specifically in the analysis of narrative data. However its use can incorporate observational data 

and reviews of documents. Amalgamating data from triangulated methods in one cognitive map 

reduces the potential of fragmentation during analysis and helps to maintain the intricacies of 

connections and depiction of complexity of the participant experience. 

The method undertaken to achieve cognitive mapping is not prescriptive but allows the researcher 

to develop a process suited to the research question, data collection method and personal 

preference of the researcher. Generally elements of the following are involved in the process; 

Audiotapes are listened to and transcribed, note making and line by line coding (retaining the 
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phrases and language of participants) are undertaken to give a feel for the key issues. During the 

process of coding, mapping on a single sheet of paper begins. Line codes or focal words or 

statements are 'set out cognitively on the paper' p459 (Northcott 1996) i.e. with the researcher's 

growing awareness and insight of the participant experience statements are set out in a way that 

organises the codes spatially on the paper to reflect the logic of connections and possible phases of 

the experience. This process can be extended to include data from sequential interviews where 

codes can be summarised to one map to illustrate the interconnected experience displayed 

conceptually as a whole. 

During the analysis process the researcher continually searches for connections. Northcott (1996) 

suggests, indicating on the map where verbatim quotes relate to codes in transcripts for easy cross 

reference retrieval. The use of underlining, or colour to create a personalised mechanism of adding 

other data, clarity, emphasis or connections is left to the individual researcher. By comparing and 

contrasting these codes and notes with other collected data the researcher makes connections. 

During the process of coding notes are made on the map, additional notes taken from the study 

journal may be added, and lines and arrows to indicate tentative assertions, connections and 

meanings. In this way cognitive mapping assists the application of constant comparison, as there is 

a continual process of development of ideas that connect to a developing theoretical framework or 

theory. 

As a result of the evolving nature of the map several versions may be created (see Figure 2.2 for a 

description of the potential layers of the cognitive mapping process). The interim result is a map 

with a constructed mass of interpretations from the data which forms a summary map of codes, 

themes, categories and relationships. This map is in a format that allows comparison of themes and 

categories across cases, resulting in further refinement of the properties and relationships of 

categories. Northcott (1996) suggests the use of cognitive mapping in the first level analysis of 

each interview but also facilitation of second level analysis (meta analysis) and refers to this as a 

macro map. The macro cognitive map details the evidence from all data sources but goes beyond 

the participant's contribution to build a theoreticaVconceptual model of the experience. The final 

cognitive map is an integration of codes, themes and categories from across cases, which displays 

an illustrative model of the typical participant experience. 

With data analysis, this section has detailed the final step in the methodological process for this 

study. However, ethical issues and the need for the researcher to be reflexive are relevant to every 

phase of an investigation. The following section considers the potential issues of role conflict for 

the nurse researcher and how a reflexive approach can be used to resolve some of these concerns. 
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Ethical issues need to be considered at the outset of a study and are relevant beyond the final 

analysis. The final section in this chapter explores ethical implications in relation to this study. 

Figure 2.1 Potential layers of cognitive mapping 

1st level analysis 
Micro map 

Evolving cognitive 
map development. 
Several versions 
may be created 

2nd level analysis 
Macro map 

2.7 The researcher and reflexivity 

Cognitive map development of each interview. Common 
codes from, analysis of each line of the transcript, and other 
data sources, are drawn together to form themes and are 
added to the map as a developing visual representation of the 
participant experience. 

Continually adding other data, notes from study journal, 
making connections, grouping themes, drawing tentative 
assertions, connections and meanings. Themes are grouped to 
contribute to the explanation of categories. 

Repeat the process as serial interviews progress. Amalgamate 
corresponding maps of data from each couple/case (within
case analysis), and then repeat across cases (across-case 
analysis). 

There is a continual development and refinement of ideas that 
connect to the developing theoretical/conceptual framework. 

Interim cognitive map is a constructed mass of interpretations 
from the data; A summary map of codes, themes, categories 
and relationships. 

Analysis and representation of all data sources from across 
cases and all phases of the experience. Displays illustrative 
model of the typical participant experience as a macro 
cognitive map. 

The researcher has the capacity to influence research in multiple ways: through the choice of topic 

and specific focus, data collection techniques, analysis and interpretation, relationships in the field 

and writing up. The research is a joint product of participants, researcher and this relationship 

(Finlay 2002). 
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Finlay (2002) suggests that reflexivity is often confused with reflection, but proposes that these 

two words form a continuum, where at one end reflection suggests self awareness and thinking 

about an issue, while reflexivity at the other end, involves more immediate, continuing, dynamic 

and subjective self awareness. Finlay (2002) defines reflexivity as: 

" ... thoughtful, conscious self-awareness. Reflexive analysis in research encompasses continual 

evaluation of subjective responses, intersubjective dynamics, and the research process itself. It 

involves a shift in our understanding of data collection from something objective that is 

accompanied through detached scrutiny of "what I know and how I know it" to recognising how 

we actively construct our knowledge. " p532. 

Perhaps the most difficult aspect of reflexivity is to recognise precisely 'how' as the researcher this 

is achieved and where on the continuum a researcher moves from reflection to a reflexive 

approach. 

Stake (1995) advocates that for the researcher to continuously and consciously review the 

robustness of interpretations during the entire process of a study requires great sensitivity and a 

degree of scepticism. However this skill is not innate, but learnt through hard work, practice, and 

seeking critical opinion of peers and supervisors to test one's own thinking and re-focus attention 

(Ely et al. 2000; Stake 1995). 

Creswell (1998), Ely et al (2000) Finlay (2002), Frank (1997) and Stake (1995) all acknowledge 

the difficulty the continual self awareness reflexivity demands. Perhaps in a more realistic view 

Seale (1999) doubts that a researcher can acknowledge or be aware of all the theories, values and 

prejudices that influence or direct the self as researcher, and in turn the research. Ely et al (2000) 

and Seale (1999) propose that many attempts by researchers to be reflexive result in confessing or 

providing a history and explanation of how research has been achieved, and that this does not 

necessarily equate to reflexive accounting. However Seale (1999) concludes that there is no 

substitute for presenting the evidence that has led to particular conclusions with details of context 

and the reader will be left to make their own judgements of the credibility of the work. 

The following two sections consider the potential for role conflict and possible mechanisms to 

resolve these dilemmas for the nurse researcher. 

2.7.1 The nurse researcher: Role conflict or role enhancement? 

Nurse researchers (or clinician researchers) may find role identity problematic when conducting 

studies which involve direct patient contact. Holloway and Wheeler (2002) suggest that such 

conflict arises as the researcher is committed to the advancement of knowledge through research, 
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but also as a health professional the nurse cannot divorce him/herself from the care and welfare of 

patients. Through professional socialisation nurses remain carers and advocates, and these 

principles are difficult to ignore and one might argue should not be ignored. 

Comprehension of the dual role, nurse and researcher, may not only be an issue for the nurse. 

Colbourne and Sque (2004) and Holloway and Wheeler (2002) suggest that participants may not 

understand this role and will expect empathetic nursing care from a professional who happens to 

have the title researcher. 

Achieving balance in the nurse researcher and participant relationship is not an easy task, and 

research texts differ in opinion concerning the appropriate distance or closeness of this relationship 

(Chesney 2001; Finlay 1998; Finlay 2002; Holloway and Wheeler 2002; Kleinman and Copp 

1993). The conundrum for the researcher appears to be to develop a researcher participant 

relationship of non-disclosure and holding back, or one of involvement, self-disclosure and 

sharing. 

Chenitz and Swanson (1986), Field and Morse (1985) and Holloway and Wheeler (2002) indicate 

that a way to develop an appropriate research relationship is to keep in mind the focus of the 

research, which should be to gain knowledge to improve practice. These authors advise that the 

role of the nurse researcher, is investigational and not that of counsellor, educator or preacher. 

However, in reality, Chenitz (1986) describes her own struggle in curbing the need to deliver 

something to the participants she interacted with during a research investigation. Swanson's 

(1986) resolution was to carry out interventions at the end of data collection, so as not to alter the 

participants' response but this is not necessarily an answer for longitudinal studies. 

The question is, why struggle to hide the nurse component of the role if it is bursting at the edges 

to be released? I preferred a more open research approach, and found more empathetic direction 

from Chesney (2001) and Wilde (1992). Chesney (2001) described the conflicts she encountered 

whilst developing her midwife researcher role. She rationalised that the nurse researcher role 

conundrum does not concern how close or distant the researcher is to participants but how 

reflexive the researcher is in recognising the impact of the 'me' of the researcher, and describing 

this effect on the research and the researched. 

Chesney (2001) and Wilde (1992) reflect on the need for self-disclosure and honesty. Wilde 

(1992) describes moving from a novice to expert as a nurse researcher and that the degree of self

disclosure comes with experience and is a skill that enhances the research process (see Figure 2.2 

The self-disclosure continuum). In the continuum the experienced nurse researcher has gained the 
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ability to continually interpret the impact of the self in relation to self disclosure and has a 

reflexive awareness that this is not necessarily detrimental to the research process. Where as the 

novice researcher is beginning this learning process. 

Figure 2.2 The self disclosure continuum 

Beginner nurse 
researcher 

Following the rules 
of the 'research 

persona' 

Frightened by 
defying 'research 

rules' 

Adapted from Wilde (1992) 

Experienced nurse 
researcher 

Fluid, flexible, 
proficient, self

disclosure 

Uses aii 
interpersonallintervention 

skills from nursing 
experience 

Wilde (1992) also indicates other reasons for a degree of self-disclosure by the nurse researcher: 

• To put aside all the intervention skills of the nurse and hide the professional style of 

interaction is not possible; it would be unnatural and appear false to participants. 

• It is more appropriate to respond positively to the role of the nurse and use the many 

interactive roles and skills accrued during a nursing career. 

• The conversational style interview incorporates interaction techniques, where self-disclosure 

and showing empathy function as facilitating techniques and should not be denied. 

However there do need to be boundaries in the nurse researcher and participant relationship. Texts 

caution that there is a need to consider the impact of the researcher participant relationship on the 

research, yet few attempt to illustrate how to deal with emotive or emergency situations that may 

occur for the nurse researcher. 

Perhaps the needs of the nurse, in the nurse researcher, should also be considered. Finlay (1998) an 

OT researcher, describes her experience whilst exploring aspects of the OT role. During the 

investigation she becomes aware that she not only observes OTs delivering care, but could not stop 

becoming involved in care, and considered her actions to be an active need to be involved. This is 
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an important area where nurse researchers may need to reflect honestly. As a nurse, did they nurse 

to feel needed, to gain a form of gratification from being part of a team assisting an individual to 

an improved health status? Do they need that special patient nurse relationship as motivation? Is it 

possible for the nurse to let go of the clinical skills and the rewards of a hands on nurse to become 

a subjective, reflexive nurse researcher? 

2.7.2 A solution to the role conflict: Identifying role enhancement 

For me the partial solution came from the articles written by Chesney (2001) and Wilde (1992). 

Chesney (2001) suggests that the nurse research relationship is no different to the midwife patient 

relationship in that the midwife is a 'professional friend' i.e. there is a certain holding back from 

total involvement so professional judgements and decisions that need to be made are not 

influenced by the personal. 

As a nurse, nurse researcher, and a human being, my fear when undertaking qualitative research 

was that I may unwittingly inflict harm (particularly psychological and emotional) upon 

participants. The concept of the role of 'professional friend' appeared a suitable one to adopt to 

resolve my fears, as it provides the researcher with permission to pull back and initiate emergency 

care to prevent harm or ameliorate. 

Chesney (2001) also indicates that there are warning signs which should be observed for, to 

indicate to the nurse researcher that he/she is getting too close to the field, data, or participants. 

These signs include fitting in too well, the clarity with which the researcher has been seeing 

diminishes, and critical perspective and inquisitiveness are reduced. 

Another aspect for consideration might be that, if the nurse researcher holds back then it can be 

expected that the participant will hold back (Carolan 2003; Chesney 2001; Schutz 1994; Wilde 

1992). I feel that there is some truth in this comment. Participants cannot be expected to give all 

the time. Cartwright and Limandri (1997) suggest greater awareness is needed concerning the 

researcher participant relationship to understand the concept of 'holding back' and describe the 

challenge of understanding the multiple roles of the clinician-researcher and participant 

relationship. Reflecting on their own research experience these authors identified multiple, 

shifting, roles and relationships, which are negotiated and evolve during a longitudinal study. 

These relationships are identified as; stranger-stranger, researcher-participant, friend-friend, nurse

client, and guest-host (descriptions ofthese relationships are detailed in Table 2.3). 

In offering an insight of their own investigational experience Chesney (2001) and Wilde (1992) 

provide the researcher with reassurance that it is feasible to allow a degree of self disclosure. There 
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was a recognition that 'hiding the nurse' goes against the interactive philosophy of nursing. Wilde 

(1992) was virtually saying, embrace the nurse in the nurse researcher and use the skills of the 

nurse to advantage the research. Therefore a reflexive approach, using the concept of the 

'professional friend' and embracing the nurse role was adopted in addressing role conflict. 

Table 2.3 Participant and researcher roles and relationships 

P arti ci pant-researcher relatio nshi p Description of relationship 
Stranger-stranger The start of the relationship, usually progresses to 

another level of relationship, characterised by 
appraising each other. 

Researcher-participant The 'official' relationship that exists during data 
collection (interviews observations etc). 

Friend-friend A secondary relationship that exists because the 
research methods foster developing trust and 
some self-disclosure from participant and 
researcher. 

Nurse-client A secondary relationship that exists by virtue of 
the researcher's profession and sometimes 
manifests by exchanging health-focused 
information. 

Guest-host A secondary relationship that exists where the 
research occurs in the home where both parties 
try to make each other feel comfortable. 

p225 (Cartwright and Limandri 1997) 

2.8 Ethical concerns 

Ethical aspects of research studies entail obtaining research ethics committee approval, gaining 

informed written consent of participants, maintaining anonymity and confidentiality, ensuring 

participant autonomy, and causing no harm. But consideration also needs to be given to moral 

issues that may arise during a study. MacInnes (1999) states that consideration of ethics, ethical 

reasoning and research involves the application of moral theory and that the researcher might gain 

benefit in locating moral frameworks to assist in reflecting on the potential ethical dilemmas 

inherent in a proposed study. 

Consideration of an ethical framework may not necessarily provide any definitive answers for the 

researcher, but its use will stimulate thought and consideration of the type of study to be 

undertaken and reflection of the potential moral and ethical issues that may arise. The following 

section will describe the ethical framework used for reference during this study to consider ethical 

issues. The final section will illustrate the application of the ethical framework. 
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2.8.1 Ethical framework 

Foster (2001) describes a moral framework using the concepts duty-based morality, goal-based 

morality, and right based morality: 

1. Duty-based morality: Based on the writings of Kant a German philosopher, where doing one's 

duty is imperative, and that some actions are absolutely wrong such as not telling the truth or 

knowingly causing harm (MacInnes 1999). 

2. Goal-based morality: Where the outcome of the research being the imperative factor 

(MacInnes 1999). In this instance the question is, will the outcome of the research benefit a 

significant number of people? 

3. Right-based morality: Encompassing the right of the participant to self-determination, 

autonomy and confidentiality (Foster 2001). The researcher's responsibility is to uphold the 

voluntary nature of participant decisions in relation to all aspects of the study, and also to be 

aware of instances where a participant's freedom to choose may be affected (e.g. dependence 

on institution for further care, severity of condition). 

If goal-based morality is interpreted to the letter there is the potential for the researcher to excuse 

participant harm if it can be argued that the outcome of research will benefit the majority. If duty

based morality is taken to the letter no research would be undertaken as it is impossible to 

guarantee 100% that no physical, psychological or emotional harm will occur to participants. 

Foster (2001) suggests that all three moral approaches should be considered in reviewing the 

ethical pitfalls of a study to ensure participant protection. With this in mind the following sections 

will consider this study and its potential ethical and moral concerns in relation to the three 

concepts of the ethical framework. 

2.8.2 The implications of the changing research process: Consent and autonomy 

An ethical concern of qualitative studies is due to the exploratory and changing nature of this 

mode of investigation. Therefore it might be argued that it is not possible to gain fully informed 

participant consent at the outset (Lipson 1996; MacInnes 1999; Stake 1995; Wengraf 2001). If 

recruitment to a study occurs at a time of crisis it might not be appropriate to expect the participant 

to make a rational and informed decision concerning involvement in a longitudinal study. The 

researcher has a responsibility to prevent potential harm or distress as he/she has chosen to enter 

the lives of the participant. The researcher must be aware of these issues and make a moral 

judgement concerning the level of informed consent given by participants at the time of 

recruitment and safeguard the robustness of study procedures to ensure sequential consent. 
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Lipson (1996) indicates that researchers undertaking qualitative research have to deal with ethical 

issues as they emerge but highlights that potential harm may not be immediate, obvious or 

measurable. If harm is difficult to detect and possibly hidden by participants the researcher may 

not be aware of its occurrence and the need to instigate assistance. As a result the researcher needs 

to be vigilant in observing for study related effects and to leave avenues of potential support for 

participants to access. 

By employing the ethical framework, right-based morality reinforces that the participant has the 

right to choose to be involved in a study where the only motivating factor may be to help others. 

Being able to evaluate the potential difficult and/or beneficial aspects of a study assists the 

researcher to judge if the research is ethically sound. Any decision should be skewed towards the 

participant's interests and duty of care of the researcher and not the research imperative (Foster 

2001). 

Right-based morality can also be applied to participant autonomy. Participant autonomy should be 

assured at the beginning of a study and maintained throughout. If a study or participant experience 

alters where the participant no longer feels comfortable with the research experience, the 

protection for the participant is to invoke the opt out clause written on the consent form. However, 

the moral onus is upon the researcher to continually keep participants informed of changes to a 

study, and to observe and communicate with participants to gain their true feelings concerning 

their continuing involvement. This may be particularly pertinent where the case involves a couple. 

One member of the couple might have misgivings relating to continuation with the study, whilst 

the other participant may use coercion to maintain involvement. Interviewing participants 

separately may give the opportunity to gauge more accurately an individual's feelings in relation 

to continuation with the study. 

2.8.3 Informed consent 

Gaining participant informed written consent before commencement of their involvement in a 

study is an aspect of the research process that LREC's demand as standard. 

The consent form may be seen as positive by participants. Its use can signifY that the study has 

been vetted for appropriateness by a formal body, and provides a form of protection and security. 

The form reinforces in writing the participants' right to opt out of the study and may give added 

encouragement to a participant if he/she wishes to curtail involvement in a project. Gaining 

participant informed, voluntary, consent is an area where the researcher may ensure complicity 

with right-based morality. Evidence that potential participants decline study involvement could be 
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interpreted as a sign that the recruitment process adopted allows participants the freedom to 

choose. 

2.8.4 Research ownership and reciprocity 

Providing information and knowledge to help others is often cited as a reason for involvement by 

participants. This infers that the participant is freely giving this data. Perhaps this is an opportune 

point to raise the issue of research ownership. At face value it might be assumed that this would be 

the researcher, as this individual will have sought and gained the data. However the situation is 

more complicated and warrants greater consideration. 

Wengraf (200 1) describes legal and ethical issues regarding ownership of narrative; legal concerns 

relate to copyright, libel and privacy, and ethical concerns being the consideration of harm to 

participants and others mentioned in the data, and truthful representation. The researcher must be 

aware of both aspects and give each due attention. Consideration of participant ownership does 

reinforce that a study and its findings are not the sole province of the researcher to do as he/she 

wishes. 

As a compromise Wengraf (200 1) acknowledges that the researcher and participant may have joint 

ownership of words spoken, and that one party can assign their narrative to the other. However 

when a participant signs a research consent form they are not signing away their rights to privacy 

and truthful representation, but that their anonymised words may be used by the researcher in a 

respectful, trustworthy and representful way. 

Reciprocity infers that ideally, both parties should gain from the process. The researcher may 

achieve data, the participant a listener for feelings and thoughts. Particularly during prospective 

studies participants give an immense amount of their time and commitment and generally their 

expectation is that something good will come from their involvement. To deliver this the 

researcher has an obligation to produce a study that is sound, where the research design is 

appropriate to the question. Also that an accurate and trustworthy representation of the participant 

experience is presented. Perhaps the final moral responsibility of the researcher is to ensure 

findings and recommendations are used positively and disseminated, and that participants' are 

informed of these actions. 

2.9 Chapter summary 

This chapter presented the study aim and research questions and identified that a qualitative 

paradigm and collective case study were appropriate to investigate the cancer experience of the 

couple. 
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It was identified that collective case study could be used to preserve the particular and the typical 

of each case. The potential of this dual approach was to deliver new knowledge useful to clinical 

practice through description of the couples' experience and recommendations for care, and greater 

understanding from a conceptual model of the generic experience of a couple. 

The strengths and constraints of case study design were discussed. The benefits included flexibility 

of the design that allowed development of the method to optimise the focus and understanding of 

the case. A core framework of steps to follow to achieve case study were identified which 

reinforced the methodical approach to conducting case study. 

The use of triangulation, and a discussion of the triangulation strategy (data triangulation) used in 

this study were provided. The benefit of member checking and debate relating to its potential as a 

method to enhance triangulation were offered. 

The importance of an initial theoretical framework to assist the analysis process was highlighted. It 

was acknowledged that little direction is offered to the researcher in the appropriateness of a 

specific method of data analysis used in case study. The use of cognitive mapping used in this 

investigation was described. 

Issues surrounding the use of reflexivity and the potential for nurse researcher role conflict were 

considered and a rationale for adopting the role of 'professional friend' was offered. 

The next chapter will present the study method as undertaken during the research process. 
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CHAPTER THREE 

Method 

3.1 Introduction 

This chapter will illustrate the practical processes undertaken to facilitate the investigation. The 

aim is to provide a clear, detailed, description of the method. 

The chapter begins with a description of the issues relevant to the study design and the process of 

the investigation. The sections that follow include; bounding the case; details of the sampling 

criteria and information about the sample; the process of gaining access to clinical areas and 

participants; a description of the pilot study; issues related to recruitment; a description of the 

interview process; discussion of each data collection method; a thorough description of the data 

analysis process and mechanisms undertaken to enhance analytic rigour. The chapter closes with a 

discussion of issues concerning ethical approval. 
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3.2 Overview of design and process of the study 

A collective case study research design was chosen for this study as it was considered important to 

preserve the experience, complexity, and uniqueness of the couple to enhance insight of the 

'particular'. But equally, it was necessary to explore the construction of reality (multiple realities) 

of participants and researcher, to develop a collective understanding of the participants' 

experiences. Although diverging themes were explored an emphasis was placed on typicality 

across cases. If study outcomes were to be suggested for practice, and to be accepted, these would 

need to be based on issues that affected the majority of patients and reinforced the need to adopt a 

collective design. 

The time allocated to complete the study was three years, and this influenced the process of the 

investigation as the time available to undertake data collection was one and a half years. This 

timescale allowed observation of the couple's experience from cancer diagnosis, through 

treatment, and for a maximum of one year post treatment. As a couple's experience may alter as 

the time from the end of treatment increases, it was considered important to explore the experience 

of couples who had moved beyond the one year post treatment anniversary. To explore the acute 

and long term experience, a combined prospective and retrospective design was required. To 

achieve this, 24 couples were recruited to the study (four couples to the pilot study and 20 couples 

to the main study) from three hospital sites in England. Twelve couples were recruited to a 

prospective arm and twelve to a retrospective arm. The prospective arm allowed detailed 

investigation of the immediate, short term experience by following couples from the man's 

diagnosis to one year post treatment. The retrospective arm allowed exploration of the more long 

term experience by interviewing participants who were two to four years post treatment. A 

diagrammatic representation of the study design and process is shown in Figure 3.1. The specific 

detail of the method is described in the following sections. 
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Figure 3.1 The design and process of the study 

Analysis of all 
incoming data 

r-

Development of 
cognitive maps 
using constant 
comparison: 
generation of 

codes, themes & 
categories 

r-

Final analysis: 
across case 

conceptual model 
of the ' typical ' 

experience of the 
couple 

I 

I 

Research aim and study questions • Submit and gain LREC" PProVal [3 hospital sites] 

Obtain honorary cOf act [3 hospital sites] 

Negotiation of access to hospital sites and teams ./ .. 
I Pilot study I """" 

+ ..... 

RecrWU;;0 2 stu~s begins 

Prospective Retrospective arm 
longitudinal arm 

10 couples: 5 prostate 10 couples: 5 prostate 
& 5 testicular & 5 testicular 

I T 
Interview points: One cross-sectional 

Pre oncology interview, 
treatment, mid 2 to 4 years post 

treatment, 3, 9, 12 mths treatment 
post treatment 

I I 
Other data collection: Other data collection: 
Observation ofFfU Documentation review 
Docunlentation review Shldy journal 
Participant diary 
Study journal 

Member checking process begins 3 months into data 
collection process 

.. 
-,. Identification of criteria for 'bounding' of the case 

~ Visit & observation of outpatient departments I 

Pilot study begins: 4 couples recruited as ' pilot couples' 
~ (2 couples retrospective arm, 2 couples prospective arm) 

., , Observation of alternate 
appointments 

Pilot study evaluation and refmement of: / • Recruitment process 

Interview schedules ,/ • 
• Observation of FlU consultation 

~I Oncology notes I • Documentation review 

• Participant dairy 

• Study journal 

• Coding of transcripts .. Inter-rater coding and ... agreement of transcripts 
from pilot couples 

., , 
--I Adopt pilot study refmements to main study I 

... 
Continues throughout study and concludes with member check of study summary ( -.,. 



3.3 'Bounding' of the case 

A case is described as one couple. The environment for data collection was three Cancer Centres 

and the participants' homes. Data collection was undertaken during a fixed period of one and a 

half years. 

3.4 Sample and recruitment criteria 

A purposive sample of 20 couples was recruited to the main study from three Cancer Centres 

within England. The recruitment criteria separated the couples into two study arms, prospective 

and retrospective. The criteria for sampling is provided in Table 3.1 and Table 3.2. 

T bl 31 R a e . ecrm men t ·t . P cn ena: f rospec lVe arm 

Patients with testicular cancer Patients with prostate cancer 

Confirmed diagnosis of metastatic testicular cancer Confirmed diagnosis of localised prostate cancer 
(good - intermediate prognosis) (good - intermediate prognosis) 

Primary surgical procedure (orchidectomy) completed NA 

To commence cancer treatment: Chemotherapy To receive hormone therapy and radical radiotherapy 

18 to 45 years of age 46 years of age or over 

Cohabiting with spouse/partner Cohabiting with spouse/partner 

Able to speak and write English Able to speak and write English 
Recruitment target: Recruitment target: 
Main study: 10 participants (5 couples) Main study: 10 participants (5 couples) 

Table 3.2 Recruitment criteria: Retrospective arm 

Patients with testicular cancer Patients with prostate cancer 

Successfully completed first line treatment for metastatic Successfully completed first line treatment for localised 
testicular cancer, good - intermediate prognosis prostate cancer, good - intermediate prognosis (hormone 
(orchidectomy & chemotherapy) therapy & radical radiotherapy) 

2 to 4 years post treatment 2 to 4 years post treatment 

No evidence of cancer recurrence No evidence of cancer recurrence 

18 to 45 years of age at diagnosis 46 years of age or over at diagnosis 

Spouse/partner cohabiting at time of experience Spouse/partner cohabiting at time of experience 

Able to speak and write English Able to speak and write English 
Recruitment target: Recruitment target: 
Main study: 10 participants (5 couples) Main study: 10 participants (5 couples) 

The recruitment criteria identified in Table 3.1 and 3.2 were the fmal sampling parameters that 

were identified for the study. At commencement of the study the inclusion criteria specified, men 

diagnosed with a testicular teratoma and an age range of 18 to 40 years. After seven months of 

recruitment it was recognised that the number of patients available who met the criteria for the 
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testicular arm was limited and the recruitment target might not be met. The inclusion criteria were 

widened to include men treated for teratoma or seminoma, and the age range was extended to 18 to 

45 years of age. 

3.5 Recruitment response rates and sample profile (this section includes pilot and 

main study recruitment data) 

1. Prospective arm (testicular and prostate couples): Nineteen couples were approached 

before the recruitment target of 12 couples was achieved. Reasons for declining were: 

a) Prospective testicular couples: Two couples took a recruitment information pack. One of 

these couples did not respond. The second couple contacted me by telephone, the man 

explained that he would have been very interested in being involved in the study but his wife 

felt her spoken English was too poor and therefore the couple declined the study invitation. 

b) Prospective prostate couples: Five couples took a recruitment information pack. Three 

couples did not respond. Of the remaining two couples; one man returned the recruitment 

reply slip declining involvement in the study because of his wife's poor health (this lady had 

recently suffered a mild stroke). The second man returned the reply slip indicating that he 

wanted to be part of the study but his wife did not. I contacted this man by telephone to 

explain the need for the involvement of the couple. I was informed that this man's wife wanted 

to decline involvement, as she felt too upset concerning the diagnosis to talk to someone about 

this emotive experience. 

Table 3.3 Response rate: Prospective arm 

Recruitment Couples approached Testicular Prostate 
tar!!et 

12 couples 19 2 5 
6 testicular via face to face recruitment Couples were not Couples were not 
6 prostate recruited recruited 

2. Retrospective arm (testicular and prostate couples): In total 19 couples were sent 

recruitment information packs by post before the recruitment target of 12 couples was 

achieved. Four couples from the retrospective testicular arm and three from the retrospective 

prostate arm did not respond. 

Table 3.4 Response rate: Retrospective arm 

Recruitment Couples approached Testicular Prostate 
tar2et 

12 couples 19 4 3 
6 testicular via posted recruitment Couples did not Couples did not 
6 prostate packs respond respond 
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The following two tables provide details of the 20 couples recruited to the main study. The Tables 

are divided into the couples recruited to the prospective and retrospective arms. Background 

information for each couple is provided in Appendix 2. 

Table 3.5 Sample profile: Prospective arm 

Cancer Centre Couple Age at diagnosis Cancer site Relationship Treatment dates 

1 Noel 76 Prostate Married Jul 2002 to Jan 2002 

Jeanette 76 

1 Claude 66 Prostate Married Jul 2002 to Nov 2002 

Hilary 57 

2 Graham 65 Prostate Married Aug 2002 to Feb 2003 

Anna 59 

2 Derek 70 Prostate Married Jul 2002 to Apr 2003 

Sara 63 

2 Julian 57 Prostate Married Apr 2002 to Jan 2003 

Grace 56 

2 Kevin 34 Testicular Married Apr 2002 to Aug 2002 

Stacy 31 

2 Joel 37 Testicular Married Jun 2002 to Nov 2002 

Maria 31 

2 Luke 30 Testicular Married Jul 2002 to Jan 2003 

Amy 37 

3 Toby 31 Testicular Married Nov 2002 to Jan 2003 

Alice 30 

3 Jon 27 Testicular Married Oct 2002 to Jan 2003 

Esme 21 
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Table 3.6 Sample profIle: Retrospective arm 

Cancer Couple Age at Time post Cancer site Relationship Treatment dated 

Centre diagnosis treatment 

2 Marcus 67 4 years Prostate Married Jan 1998 to May 1998 

Louise 66 

2 Colin 53 3 years 8 months Prostate Married Jul 1999 to Feb 2000 

Mary 40 

2 Ronnie 65 3 years 5 months Prostate Married Mar 2000 to Sept 2000 

Eve 63 

2 Sam 66 2 years 8 months Prostate Married Jul 2000 to Dec 2000 

Hope 75 

1 Dan 47 2 years 4 months Prostate Married Oct 2000 Mar 2001 

Brenda 42 

2 Tom 38 2 years 11 months Testicular Married Feb 1999 to May 1999 

Karen 35 

2 Adam 44 2 years 11 months Testicular Married Nov 2000 to Jan 2001 

Faith 41 

2 Eddie 38 2 years 5 months Testicular Married Jan 2001 to May 2001 

Mo 36 

2 Oliver 34 2 years 2 months Testicular Married Sept 2000 to Nov 200 I 

Debbie 35 

1 Bill 35 2 years 2 months Testicular Cohabiting Dec 1999 to Mar 2000 

Zoe 34 

3.6 Gaining access 

The implementation of the study relied on gaining access to oncology patients. Five oncology 

consultants across three hospital sites were approached concerning the study. All gave permission 

for recruitment via their caseloads and were supportive of the study. 

I had worked at one of the hospital sites five years previously and had worked with members of 

managerial staff from the other site on many occasions. However, I had not come into contact 

with, or delivered care to any of the study participants. Previous work experience at the two 

hospitals provided me with some knowledge of key people to contact and awareness of the 

hospital databases that existed. I had not worked at the third hospital site and did not know any of 

the staff in advance of the study. 

I spent equal time on each of the three hospital sites familiarising myself with clinic timetables and 

infrastructure. I attended one full clinic of each of the five oncology consultants from whose 
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caseload I would recruit participants. These observational visits allowed me the opportunity to get 

a sense of the place, people, routine and atmosphere. I also made appointments to meet with staff 

to inform them of the details of the study and my role. I learnt a great deal from these staff, how 

services ran, key people, and nuances of the different hospital services. Staff included clinical 

nurse specialists, consultant's secretaries, data managers and clinic nurses. The purpose of the 

visits was to check the feasibility of the recruitment process, practical considerations in 

undertaking observation of follow-up appointments, and for health care staff to become familiar 

with my attendance at clinics. 

3.7 Pilot study 

A pilot study was undertaken to test recruitment processes and explore the feasibility and 

appropriateness of all data collection methods and procedures. Four couples were recruited to the 

pilot study, two couples to the prospective arm and two couples to the retrospective arm (please 

see Appendix 3 for sample data). The pilot also provided experience of data analysis and coding 

and initiated the process of developing a coding structure and preliminary coding framework. The 

pilot study comprised: 

a) Following two couples from the prospective arm, one testicular, one prostate, from the 

beginning of oncology treatment to one year post treatment. The aim was to gain participant 

opinion of the timing of interviews and interview process, the benefit if any of the participant 

diary, and their general thoughts of the study design as it progressed. 

b) Recruiting and undertaking a cross sectional interview with two couples from the retrospective 

arm (one testicular and one prostate). 

3.7.1 Issues raised during the pilot study 

The interview schedules (Appendix 4a and 4b) used during the serial and cross sectional 

interviews appeared appropriate. The initial stem question allowed participants to recount their 

experience, and this narrative often covered many of the issues highlighted on the interview 

schedule without having to ask specific questions. The pilot study interviews gave me the 

opportunity to re-familiarise myself with the skills needed during an interview. On reflection I was 

aware that I needed to use more "why" and "how" questions, and to probe more successfully to 

ascertain greater detailed data. For subsequent interviews I often wrote prompts for myself on the 

interview schedules as a reminder of the need for 'why' and 'how' questioning. 

The pilot study interviews also allowed the trial of the recording equipment. A boundary 

microphone was used, but did not pick up the sound if the participant spoke quietly or turned their 

head away from the microphone. For succeeding interviews a body microphone was used with 

much better results. 
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During the pilot study I attended a follow-up clinic to gauge the possibility of observing and 

recording the consultation through note taking. This proved inadequate as I missed verbal 

interchange and non-verbal communication. During the first follow-up consultation of the first 

pilot couple (Philip and Susan) I audiotaped the conversation which allowed observation of action 

and non-verbal exchanges. When the consultation ended I made notes concerning the appointment. 

The tape was transcribed and analysed in the same way as interview material. I then repeated this 

format during the first follow-up observation of the second pilot couple (Ian and Jane) and this 

process appeared appropriate for data collection and was the process undertaken for all follow-up 

observations. 

Only one of the four prospective arm participants used the study diary. Philip used the diary as a 

personal aide memoir of appointments and to record side effects but did not bring the document to 

the interviews. As the diary had been of benefit to one participant the decision was taken to 

continue with its use in the main study. 

As refinement of the research method was ongoing during the pilot study, data gained from this 

process was not included in the main study analysis. 

3.8 Prospective arm: Recruitment process 

During the recruitment phase I contacted the oncology consultants' secretaries and appropriate 

nurse specialist on a weekly basis to identify any new patients attending future prostate or 

testicular tumour clinics at Cancer Centres 1 and 2. If new patients were identified, I attended the 

appropriate clinic and took a supply of study recruitment packs. Each pack included, a recruitment 

letter (Appendix 5), study information sheet which included my contact details (Appendix 6), a 

reply slip (Appendix 7) and stamped addressed envelope. 

The oncologist carried out his normal consultation, discussing treatment options with the patient 

(and spouse/partner if they attended). If the patient met the study recruitment criteria the consultant 

would give a brief verbal introduction about the study and ask the patient (and spouse/partner if 

present) if they would be willing to find out more about the study and speak to the research nurse. 

If the patient agreed I was introduced to the patient and spouse/partner and directed them to a 

private area within the out-patient department. I introduced myself, my role and provided a brief 

description of the study. I then asked the patient and spouse/partner if they had any questions and 

offered an information pack for the couple to take home and to consider joining the study. I 

reinforced that there was no obligation to take the pack or to be involved in the study, and if they 

did not want to participate once reading the study information, they should dispose of it. 

86 



The stamped addressed envelope for returning the reply slip was addressed to myself via the 

clinical nurse specialist office. The nurse specialist contacted me if a slip had been returned. On 

receipt of the reply slip I contacted the participants by telephone and asked if they had further 

questions and still wished to participate in the study. If participants wanted to be involved in the 

study a time and date of interview was arranged. The choice of venue (hospital quiet room or their 

home) was agreed with the participant. 

The recruitment of participants from Cancer Centre 3 differed slightly since 1 was unable to be 

present at clinics due to the distance from my home base. The consultant oncologist had a supply 

of recruitment packs which were offered to any couple that met the recruitment criteria. An 

explanation of the study was provided by this consultant and if the couple appeared interested in 

participating the oncologist requested permission to pass their details on to me. I then contacted 

the couple by telephone to discuss the study further. 

During the pilot study it became apparent that there was not sufficient time to recruit men from the 

prospective testicular arm in the way originally identified and a degree of flexibility was required. 

After orchidectomy the treatment pathway for men with testicular cancer was rapid. If a decision 

to proceed with chemotherapy was made on seeing the oncologist, the man was often admitted to 

the hospital to commence treatment within four or five days. This did not allow the patient time to 

take away the recruitment information pack, read this paperwork, return the reply slip and for me 

to organise a pre treatment interview before chemotherapy commenced. To speed the process in 

these situations, when patients were given the recruitment pack I asked for their verbal consent to 

contact them by telephone to learn if they were interested in being involved in this study. I 

reinforced that treatment would not be affected if the patient declined, and that I would not be 

offended. I was concerned that patients might feel coerced into agreeing to participate in the study 

due to this method of recruitment. However, two men did decline participation and therefore, 

suggested by this action that coercion may not have been an issue. 

It was also difficult to locate patients with prostate cancer who had not commenced hormone 

therapy by the time of their first appointment with their oncologist. Due to the increased practice 

of multidisciplinary care by urology surgeons and oncologists, the urology surgeons frequently 

prescribed hormone therapy for patients while staging investigations were underway. I could not 

access patients for study recruitment before the commencement of hormone therapy. Therefore, 

for these couples the decision was taken to calculate the start of cancer treatment from the date of 

the first consultation with the oncologist. 
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3.9 Retrospective arm: Recruitment process 

To achieve 'purposeful staggering' of participant recruitment, throughout the data collection 

period, the following was undertaken; From hospital records (treatment database systems) of 

Cancer Centre 1 and 2, two lists of patients meeting the study criteria were created, one prostate 

and one testicular. Each patient on the list was allotted a number. Random numbers were drawn 

from this sampling frame. As participant names were identified from the sampling frame 

recruitment packs were sent by post (at time points spread throughout the data collection period of 

the investigation) until the recruitment target had been achieved. Potential study participants were 

sent letters, signed in the name of their oncology consultant, informing them of the study and 

asking their interest and that of their spouse/partners in participating in the study. A study 

information sheet (Appendix 8) and reply slip (Appendix 7) and stamped addressed envelope were 

enclosed. The contact process and arranging the interview were conducted in the same way as with 

prospective participant interviews. 

Finding participants who met the study recruitment criteria was not easy and proved time 

consuming. The main difficulty was ensuring men were cohabiting with a spouse/partner before 

posting the recruitment pack. Frequently the oncology notes did not contain details of next of kin 

or any reference to spouse/partner, as a result I had to treat these men as if they were single and 

they were not included in the sampling process. It is likely that this reduced the potential 

population. 

3.10 Interviews 

All interviews were carried out by myself. Preparation for the interview role involved being 

informed concerning the subject of the investigation. Also gaining advice concerning interview 

technique and other considerations from my academic supervisors, student peers and relevant 

texts. 

The length of audio-recorded interviews undertaken with participants ranged from 30 minutes to 

one and a half hours. 

3.10.1 Interview timescales 

The end of treatment for the men treated for testicular cancer was taken as the last day of 

chemotherapy administration, or if surgery was performed (retroperitoneal lymph node dissection), 

on the day of discharge. For men diagnosed with prostate cancer the end of treatment was taken as 

the last day of radiotherapy. Identification of the 'end of treatment date' was necessary to calculate 

the interview timescales. 
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A cross sectional interview with retrospective arm participants was undertaken where the man was 

between two to four years post treatment. For the pilot study, prospective arm participants were 

interviewed pre and mid oncology treatment, and three, nine, and 12 months post treatment. As the 

main study progressed a decision was made to interview only half of the prospective arm 

participants at the nine month post treatment interview. This decision was made due to two 

reasons, 1) several participants were unavailable. 2) the extensive and unexpected volume of data 

gained from all data collection methods meant it was necessary to make the data collection and 

analysis process more manageable. 

3.10.2 The interview procedure (prospective and retrospective) 

On arranging an interview I asked participants if they would like me to contact them the day 

before to confirm arrangements were still convenient. On meeting participants at the agreed 

interview venue initial introductions were carried out. Participants were asked if they had any 

further questions about the study before the formalities of paper work were completed. This 

included the consent form (Appendix 9) and information crib sheet (Appendix 10). A duplicate 

participant information sheet was offered to participants (Appendix 6 or 8). The participant 

information sheet indicated the intention to interview the man and woman separately. The choice 

of which participant was interviewed first was decided by the couple. The interview allowed the 

participant the opportunity of narrating their own experience. The interview closed by asking 

participants if they had any fUliher comments to share. If participants gave their permission a letter 

explaining their involvement in the study was sent to their GP (Appendix 11). This was undertaken 

for all couples except one. The man in particular had a poor relationship with his GP and wanted 

as little communication as possible with this health professional. 

During each interview, I carried with me lists of support agencies in case issues raised during these 

situations caused distress and the need for referral to these agencies was appropriate. I needed to 

refer to this literature on two separate occasions to provide spouse/partners with details of cancer 

support help line information. I also sent by post, details of organisations that provided support or 

information for children of parents diagnosed with cancer to one participant. Several couples had 

difficulty locating travel insurance companies who would provide reasonable priced travel 

insurance, therefore I added this to the pac~ of information I carried. 

After each interview with a couple I checked the standard of recording, and made notes relating to 

the interview in the study journal. The content of the notes included details of relevant 

conversation that occurred before and after the tape recorder was activated, observations relating 

to body language and non verbal communication, the environment, and my own general thoughts, 

feelings and observations. 
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After completion of an interview with a retrospective arm couple and the last interview with the 

each prospective couple a letter of thanks was sent and an interview comment sheet (Appendix 12a 

and 12b). 

3.10.3 Exceptions to the interview procedure 

An intention of the study method was to interview the man and spouse/partner separately. This 

arrangement was undertaken with all participants except three couples. Claude and Hilary were 

recruited to the prospective arm and gave joint interviews from the first encounter. When I arrived 

at their home, seating had been arranged for a joint interview, and the couple stated that they 

shared life experiences and would benefit from talking together. Both Claude and Hilary provided 

extensive narrative and Hilary in particular appeared to use the later interviews to understand 

Claude's reactions to the experience. There was also an admission that the joint interview had been 

engineered because Claude found it difficult talking about sexual issues and that Hilary provided 

the moral support and prompts to talk about potentially embarrassing topics. 

Joel and Maria were also recruited to the prospective arm. English was Maria's second language, 

during the recruitment process this had not appeared a major issue. However during the first 

interview it became apparent that comprehension between Maria and myself was difficult because 

of the language issue and also Maria was a shy woman. After discussion with supervisors it was 

decided I should offer to undertake a joint interview with the couple. On arriving for the next 

interview I discussed this issue with the couple and they opted for a separate interview with Joel 

and then a joint interview where Joel acted as a semi-interpretor by clarifying statements for both 

Maria and myself. This method of interviewing the couple continued throughout the study. I had 

reservations as to how much of Maria's true experience I gained but it did give an insight into how 

much Maria relied on Joel to inform her concerning the outcome of treatment appointments and 

discussions with health professionals. 

Eddie and Mo were recruited to the retrospective arm. After initial introductions it was made quite 

clear by the couple that the interview would be joint. Eddie appeared the dominant character and 

he was the main talker; it had been his cancer, and his experience (Eddie had banned Mo from 

attending his follow-up appointments). Mo did contribute to the interview on occasions but I was 

conscious of continually having to direct the conversation to her. This interview provided my 

greatest disappointment as I felt that Mo had more to say but was inhibited by the situation. 

3.11 Observation offoUow-up consultation (prospective arm) 

The follow-up appointment appeared to be the only regular contact participants had with the health 

care team post treatment. Due to the potential effects of treatment on fertility or sexual function, I 
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felt that there may be times when the participants and health professionals might not have wanted 

a stranger observing every aspect of the encounter. To be sensitive to this issue I asked participants 

permission to attend alternate follow-up appointments rather than all appointments. 

Throughout the study I contacted participants in advance of follow-up appointments to ask for 

permission to attend and record the consultation. An exception was when attending appointments 

with Luke. Luke asked that I turn up to appointments and not telephone in advance as he preferred 

not to focus on impending follow-up. On arriving at the clinic I also asked permission from the 

appropriate doctor to sit in on the appointment and collect data. During the study I attended and 

observed 24 follow-up consultations. 

For men in the prostate arm the appointment involved a discussion with a doctor, however men in 

the testicular arm received an additional physical examination (to detect the development of a 

contralateral testicular tumour or any indicators of possible recurrence). At Cancer Centre 2, the 

examination was undertaken in a separate room from the consultation, at Cancer Centre 3, the 

examination was performed in the same room but curtains were pulled around the couch. As a 

result I was unable to observe non-verbal communication at these times, and in the case of Cancer 

Centre 2, I was unaware of the content of any conversation that may have occurred. The men and 

clinicians may have used this private opportunity to discuss more intimate topics. 

3.12 Equipment used for participant interviews and follow up consultations 

Interviews were audio-recorded using a small tape recorder and microphone. Before leaving for 

each interview or consultation the tape recorder and microphone were checked to ensure working 

order. A spare tape recorder, batteries and a supply of blank tapes were also taken to the 

interviews. During interviews a body microphone was used with one cassette recorder and a 

second, back up tape recorder, was placed as close to the participant as possible but positioned out 

of direct vision. During follow-up consultations two cassette recorders were placed on a desk, 

trolley or coffee table at a convenient position between the doctor and participants but out of direct 

VIsIOn. 

3.13 Documentation review 

The review of documentation related to the oncology notes only. The following data was 

extracted: 

• The title/role of each health professional recording information 

• The general format/pattern of documentation 

• Evidence of a needs assessment (and what these were/outcomes of assessment) 
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• Reference to psychological, emotional, social needs of the couple 

• Any reference to the spouse/partner or family 

The data obtained provided chronological descriptions of the treatment pathway and some 

information relating to issues other than non-physical aspects of care which was useful in 

exploring the care provision identified by health professionals. However I had observed 

conversations between medical staff and participants and yet the annotation of these discussions 

did not bare witness to the multiple topic areas discussed. Caution was therefore needed in 

considering this data as an accurate and complete description of reality and thought was given to 

potential omissions. Data obtained from the documentation review was continually cross-checked 

with data from other sources for its accuracy. 

3.14 Participant diary (prospective arm) 

The participant diary (Appendix 13) was given to the men and spouse/partners in the prospective 

arm of the study at the beginning of the pre-treatment interview. I explained to participants that the 

diary might be useful as a memory aid for interviews but I also reinforced that I would not ask to 

see the diary and that writing in the diary was voluntary. At each interview I asked if the diary had 

been used, and if so for what purpose, to gauge if its use had been beneficial for the participants 

and as a data collection tool. 

Only one of the 20 participants used the diary. Graham used the dairy in the way envisaged as a 

data collection tool. During each interview he read all of his latest annotations. All written 

comments related to physical aspects of his experience. These annotations were vocalised by 

Graham during the interview and were audio-recorded and therefore analysed in the same manner 

as other transcribed data. 

3.15 Study journal 

I maintained a journal throughout the study. The journal contained a multitude and variety of 

information. The following list describes its functions: 

• To record meetings with supervisors, points for action, and decisions agreed. 

• To record thoughts and decisions concerning the progress of the study. 

• To record personal thoughts and feelings concerning the study and personal 

academic progress. 

• To describe personal reflections before and after participant interviews and 

follow-up consultation observation. 

• To record brainstorms and extracts from pertinent journal articles. 
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• To document thoughts/connections whilst transcribing interview data 

• To detail study process and development. 

• To document ideas and connections, especially in relation to ongoing data analysis. 

The journal was also used to store evidence and information which included hard copies of all 

relevant e-mail correspondence (e.g. study design issues discussed with supervisors), interim 

academic progress reports, and items of interest e.g. patient information leaflets obtained from the 

Cancer Centres. 

3.16 Data analysis 

During the main study there were difficulties encountered collecting data from one retrospective 

arm couple (these issues are detailed in Appendix 14). Therefore data from 19 and not 20 couples 

were analysed. 

3.16.1 Rationale for choosing 'Psychological fall out' as the framework to guide the study 

and initial data analysis 

The theoretical framework used to provide direction to the study and guide the initial data analysis 

phase was 'Psychological fall out' (Colbourne 1998). This framework was developed from the 

findings of a qualitative research study the aim of which was to explore and explain the post 

treatment experience of men treated for testicular cancer and the experience of their 

spouse/partner. The study design was retrospective. Semi-structured interviews were undertaken 

with a purposive sample of nine men and their spouse/partners. Participants were recruited from 

one Cancer Centre in England. At the time of interview participants were between one and four 

years post treatment. Analysis of data used constant comparison and a grounded theory (Strauss 

and Corbin 1990) approach. 

The expenence of the man and spouse/partner was found to differ in several categories yet 

revolved around the fear of recurrence and the unknown future. The main categories of the 

theoretical framework are illustrated in Figure 3.2 Theory of 'Psychological fall out'. Important 

categories in relation to the treatment experience appeared to be the concentration on the men 

becoming well again. Also the almost unnoticed role of the spouse/partner dealing with the 

'merry-go-round' of treatment with little recognition or support. Post treatment there was a 

realisation by the men and women that the impact of treatment and the cancer diagnosis would 

continue to affect their lives. However the men dealt with this by returning to work and reinstating 

normal routines. The men attempted to put the experience behind them. The women appeared to 

find the men's way of dealing with the experience difficult to cope with, as they wanted to discuss 
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Figure 3.2 Theory of 'Psychological fall out' 
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The experience. This conflicted with the men's preference to distance the experience and 

occasionally caused friction between the couple. 

Few theoretical frameworks could be located that explained the experience of couples where the 

man had received potentially curative treatment for testicular or prostate cancer. A major positive 

factor in choosing this framework was that it had been developed directly from the analysis of 

narrative from this type of participant experience. Another benefit in using this framework was 

that I understood how the framework had been constructed and that it had been grounded from the 

original data through constant comparison. It seemed appropriate that this framework was used as 

recommendations from the original study included extending the work by conducting a 

longitudinal investigation and expanding recruitment to another type of cancer. This follow-on 

research was needed to support or refute the robustness of the original framework. 

3.16.2 Process of data analysis 

Figure 3.3 provides an illustrative overview of the data analysis process. Audio-recorded data 

(from participant interviews and follow-up consultations) were typed, these transcripts were 

produced with wide margins where comments and open codes were written. I listened to the tapes 

several times whilst checking the transcripts for accuracy. Line by line coding was undertaken. 

This involved analysing each line of transcript and assigning relevant words or descriptors (codes). 

These codes were formed from words and phrases used by the participants to describe or explain 

their experience. Data analysis was undertaken manually to ensure I gained full exposure to the 

data and narrative. 

To increase the reliability of data coding, 'dialogical' inter-rater coding and agreement ORCA) 

was undertaken with all transcripts and data sources generated from the pilot study. To achieve 

this I produced a list of all codes, their definitions and properties. This list and the transcripts were 

sent to a fellow PhD student who coded the transcripts using the list of codes. The student and I 

met to consider conceptual clarification and refinement of the coding structure, grouping of codes 

into themes and the explanation of categories. Inter-rater agreement was achieved through 

dialogue and was a productive way of checking and corroborating emerging results, insights, 

coding and thematic/category development. 
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Figure 3.3 Overview of the data analysis process 
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The following points outline the process of integrating and analysing data and the development of 

cognitive maps: 

III Analysis of data was undertaken in the order of the sequential interviews, and follow-up 

observations. 

III First level analysis began with comparison of developing codes from data provided by each 

participant and all data sources. 

III A 'micro' cognitive map was created, where codes were grouped. This allowed linkages 

between codes to be seen, where meaning was given to the data through drawing together 

patterns and themes. 

III Grouping of the themes into clusters that related to each other, contributed to the explanation 

of initial categories. 

III Data from each participant's micro cognitive map were merged to create a micro map of each 

couple's experience. During this process there were instances where codes seemed important 

to one of the participants but not the other member of the couple. These codes were off set on 

the cognitive map but highlighted in a different colour to ensure the 'particular' of each 

participant's experience was not ignored. The maps containing data from each couple were 

used to undertake across-case analysis with data from all couples. 

III An 'interim' cognitive map was produced to illustrate analysis across cases. Cognitive maps 

were produced to show data in three ways; 1) data analysis and comparison of all 

spouse/partners 2) all men 3) as couples. This triad approach was undertaken to explore the 

possibility of the men and spouse/partners having differing needs during and after cancer 

treatment. This process continued as each sequential data collection instance occurred until the 

last interview and follow-up observation had been completed. 

III Cognitive map development was a continual and evolving process throughout data collection. 

The grouping of themes to explain categories seemed to relate to phases of diagnosis, 

treatment, and the post treatment experience. 

III Second level analysis involved identifYing the 'stronger' (typical) themes and categories, 

which were grouped in a linear way from diagnosis through treatment and to the present time 

in the participants' experience (i.e. from either one year to four years post treatment). 

Chunking data in this way represented all data sources from across cases and all phases of the 

couples' experience. This 'macro' map development illustrated a model of the constructed 

interpretations of the 'typical' experience of a couple. 

During analysis the macro map was produced on an A 1 sheet of paper and was too big to be 

included as an appendix. 
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Where data were extracted from transcripts, these data were assigned a specific reference, for 

example S.1.2.3-6 indicated this data was taken from an interview with Sara (S), interview I, page 

2, lines 3 to 6. 

During all data analysis I maintained the study journal, where memos were written concerning 

thoughts, ideas, insights and reflections that developed from the data and other literature. In 

addition general impressions and reflections of contacts with participants and health professionals 

were noted and considered. Through the analysis process of all data, developing themes and 

categories suggested further avenues of enquiry. Constant referral to the research questions and 

current themes from the data focused and refined the analysis. 

3.16.3 An example of combining/analysing all sources of data 

To illustrate the analysis process undertaken, I shall describe the refinement and grouping of 

themes that related to the explanation of a category (this description was taken from the first and 

interim level analysis whilst conducting the study). To provide clarity in illustrating the process of 

combining and analysing data I refer to findings that would normally be presented in the findings 

chapters of a thesis. 

Constant comparison of data occurred throughout data collection. The longitudinal study design 

allowed me to analyse data from each method of data collection before embarking on the next. I 

could then clarity and cross check developing themes and categories with participants at 

subsequent interviews. In addition, as particular needs or issues were raised during participant 

interviews, I was mindful to observe if these specific topics were raised during follow-up 

consultations or documented in the oncology notes. An example of combining and triangulating 

data from different data sources is offered in the following paragraph. 

The unknown in relation to fertility status was a particular issue for Stacy and Kevin. This couple 

needed information concerning Kevin's possible infertility to be able to make decisions about 

contraception. However, during observation of follow-up consultations, it was noted that this 

subject was not raised until the fifth follow-up appointment (and only then when Stacy 

intervened). The non-verbal behaviour of participants and health professionals were observed 

during this encounter and suggested that Kevin was reluctant to raise this subject. Also that the 

health professional did not pick up on cues that infertility was a potential issue for the couple. 

Additionally this observation was explored in the following interview with the couple and the 

review of the annotation of the appointment printed in the hospital notes. Analysis of data from all 

data sources related to this example resulted in identification of codes and themes which are 
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illustrated in Figure 3.4. This diagrammatic representation depicts the construction of the 

following themes: 

• 'He won't talk about it' 

• 'It's his cancer' 

• 'Asking is difficult' 

• 'I have needs too' 

In the final analysis these themes explain the category The emotional roller-coaster' 

The category 'FlU: Primarily a cancer absence check' is apparent in Figure 3.4. and is explained 

in this example by these themes: 

• 'Doctor leads follow-up process' 

• 'Fertility status an issue' 

• 'Issues offertility, sexuality, masculinity not explored' 

The example detailed in this section attempts to show how integration of all data collection 

methods and cross checking of the developing data occurred and the mechanism for construction 

of categories using a cognitive map. The following section describes the use of member checking 

which was used to enhance analysis credibility. 
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Figure 3.4 Diagrammatic representation of an interim cognitive map 
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3.17 Participant involvement, member checking, and analysis 

An unexpected focus of research direction came from participants. On occasions during data 

collection participants provided information, critical observation of the research method, or 

suggested further avenues of investigation or consideration. This included sources of information 

directly related to treatment, books/articles/television programmes that described, explored or 

mirrored their experience. This form of participant contribution was treated as data. For example 

Graham identified that he found practical tips on how to manage side effects, gained from 

acquaintances or other patients, was useful i.e. to drink flat coke to prevent nausea or to take 

evening primrose oil to reduce breast tenderness. This was identified as a need for practical 

information, which also assisted increased control over the situation. 

Member checking was undertaken throughout the analysis process. This began with the couples 

recruited to the pilot study, and continued as couples were recruited to the main study. As first 

level analysis began to produce meaningful codes it was possible to create a thematic description 

of the phases of the cancer experience. The codes and themes were developed from the words and 

phrases, taken directly from the transcripts, and written to form a member check theme sheet 

detailing the 'typical' data from the couples' cancer experience. There was not enough data to 

offer a 'member check theme sheet' to retrospective arm participants until four couples had been 

interviewed, therefore only eight of the twelve couples were offered the opportunity to comment as 

the study progressed. Prospective arm participants were asked if they would like to review and 

comment on the list of themes from the three month post treatment interview onwards. 

Using member checking to confirm the findings of individual couples may have breached 

confidentiality, therefore a combined summary of data from all cases removed the possibility of 

participants' knowing what each individual had said. Where participants were interviewed 

separately, the member checking occurred separately. 

After the semi-structured interview participants were asked if they would read the current themes 

and give their opinion as to the accuracy of the themes in relation to their own experience. In the 

majority of cases participants read out loud and commented on each theme. Some participants 

generally agreed with the statements whilst others vocalised constructive criticism, and suggested 

alterations or highlighted omissions. During these discussions I was able to clarifY issues as they 

were highlighted and check the meaning behind certain words or statements. With the permission 

of the participant, discussions relating to the 'member check theme sheets' were tape recorded. 

After each participant's review of the member check themes, any new data were analysed and the 

need for refinement of the content of the document was considered in the light of other participant 

comments, and if necessary undertaken. As data analysis continued and developed, the member 
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check theme sheet was extended and refined to include the phases of the cancer experience from 

diagnosis until one to four years post treatment. 

The 'member check theme sheet' referred to in the previous paragraphs was extended throughout 

the study. It was developed to capture the themes that explained the experience of the couple and 

related to participants' met or unmet needs. The majority of participants had the opportunity to 

comment on the member check sheet throughout the study and no new comments or themes were 

evident towards the end of data collection. Therefore it seemed that this document was relatively 

complete. However, during the study it became evident that one of the main reasons for participant 

involvement was to improve care for future couples. Data analysis suggested common aspects of 

good clinical practice and other areas requiring additional care or consideration. This data related 

to the study questions concerning participant needs and the degree to which health professionals 

understood and pre-empted care requirements. To reflect this the final study summary detailed 

areas of care that were found to be beneficial by participants and recommendations that would 

improve the experience for the couple. On completion of the analysis all participants were sent, by 

post, a copy of the findings of the study in the form of a Summary of Recommendations 

(Appendix 15). A stamped addressed envelope and comment reply slip (Appendix 16) was 

included with the summary. The purpose of the summary was to gain participant opinion of the 

recommendations for care identified from the study. 

In addition to the formal member checking, I had many opportunities, particularly during 

interviews or follow-up observations, to discuss or view situations which assisted in clarifying the 

ongoing data analysis process. 

3.18 Ethical issues 

At commencement of the study approval was sought from two LRECs. These LRECs asked for 

further information, clarification or reassurance concerning certain aspects of the study (please see 

AppendixI7). All areas requiring clarification were resolved, requested criteria were agreed and 

ethical committee approval gained from both sites for the study. Both LRECs requested annual 

progress reports and an end of study summary. These reports were submitted. 

LREC approval for the study was sought and gained from a third Cancer Centre as a stand by 

option. After ten months of recruitment to the prospective testicular arm full recruitment had not 

been achieved. Therefore, the recruitment process was extended to the third Cancer Centre. 

For legal requirements I sought and gained an honorary contract to work on each hospital site. 
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3.18.1 Informed consent 

Written informed consent was obtained from each participant at the point of recruitment to the 

study. Serial consent was also gained throughout the study. Before and after each interview or 

follow-up observation I asked participants if they wished to continue with the study. If there were 

instances where participants became emotional or descriptions of their experience indicated 

distress a discussion concerning study continuation was instigated and r reinforced the option of 

the participant to curtail involvement in the study. 

Before leaving an interview or follow-up observation I checked that participants still wished to 

give permission to use the data gained during the interview/observation. 

3.18.2 The use of a pseudonym 

During recruitment and when obtaining participants' informed consent I described how I would 

deal with data during the study. At this time I asked participants if they had any objection to me 

allocating a pseudonym to their narrative. No participant objected to this request. Where any 

reference is made to a participant their pseudonym is used. Where any reference is made to a 

particular health professional a pseudonym is also used. 

3.18.3 Storage of data and audiotapes 

The audiotapes were transcribed by myself except for five where a backlog was developing. A 

secretarial agency conversant/compliant with data protection undertook this transcribing. Before 

the work was done the secretary was made aware of the need for confidentiality. The word 

processing was undertaken on a non-networked computer which had a password access system. 

When I collected the transcripts the computer file was saved to a floppy disk which I took away 

with me and I watched as the c-drive copy was deleted from the secretary's computer files. All 

place names or identifying information were anonymised. 

No transcribed data could have resulted in the recognition of the participant. All paper data, 

computer disks and tapes relating to the project were stored in a locked filing cabinet to which 

only I had access. A non-networked computer was used during the study, which had password 

access only. The LREC for Cancer Centre 2 requested that all audiotapes were to be destroyed 

when the thesis is accepted. 
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3.19 Chapter summary 

The aim of this chapter was to provide the reader with a thorough, clear, description of the method. 

The methods and techniques of data collection have been described and the process of using these 

methods identified. 

Details of the pilot study identified refinement of the study method, and the necessary changes 

have been described. In particular the recruitment process finally adopted was dictated by the 

nuances of the treatment process and justification of these changes has been provided. 

A full description of the analysis process has been given and diagrammatic representations offered 

to enhance understanding of this procedure. The benefit of obtaining data from multiple methods 

was shown in the example of combining all sources of data that led to the refinement of themes 

and identification and explanation of a category. IRCA of transcripts and member checking have 

been illustrated to demonstrate the mechanisms used to introduce quality and rigour to data 

analysis. 

The following chapter is one of two that will present findings generated from the methods of data 

collection described here. 
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CHAPTER FOUR 

Findings: Description of the couples' experience 

4.1 Introduction 

This chapter is the first of two findings chapters that describe the outcomes of the study. This 

Chapter will describe the couples' experience. Chapter Five will build on this work by illustrating 

a conceptual model of the typical case from diagnosis to four years post treatment. 

The aim of this Chapter is to provide a detailed description of the couples' experience. Due to the 

constraints of this thesis it was not possible to describe the entire experience of all couples in 

extensive, separate detail. The experience of the prostate and testicular arm couples will be 

discussed together, except where differences were apparent in the data, for example, some aspects 

relevant to age and treatment modality. Each case held elements of similarity yet was intrinsically 

different with potentially important issues to report. To represent both the typical and atypical, 

findings from across case analysis will be offered. Particularity will be explained in vignettes of 

detailed description of specific instances from individual couples' accounts. 

A feature of all cases was that couples appeared to 'chunk' or 'box' the cancer experience into four 

specific stages, both in describing their story and in how they dealt with and moved through the 

cancer experience. The format of presentation will follow these phases e.g. Phase 1: Diagnosis and 

staging, Phase 2: Receiving a cancer treatment plan, Phase 3: The cancer treatment, Phase 4: Post 

treatment. 

The four phases depict a longitudinal view of the cancer experience. It should be noted that some 

categories and themes were evident throughout the participants' experience but at varying degrees 

of intensity; more prominent at different times of the experience and then receding to the 

background. In an attempt to depict this phenomenon I have not described each category 

separately in an individual section of text. An example of this is the category 'impact on 

masculinity'; during Phase 1, this category is identified as the men described issues surrounding 

orchidectomy or hormone treatment. During Phases 2 and 3, other categories and events became 

more apparent in the participants' narrative. The 'impact on masculinity' did not feature intensely 

again until Phase 4 when couples' began to face the potential long term effects of treatment on 

fertility or sexual function. As a result this particular category is discussed in more than one Phase. 
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In providing the presentation of findings in the way described, the aim was to reflect the flow of 

events and experience of participants as they occurred. 

Two Figures are provided to illustrate the themes and categories discussed in this chapter. Figure 

4.1 depicts all categories and themes describing the couples' experience. The major categories are 

highlighted in red. The four phases of the experience and main descriptors of these are portrayed 

within the central spiral. The spiral represents the constant changing events, the fluctuating 

physical and emotional process, and the oscillating emotional highs and lows, belief and doubts, 

that participants experienced. Themes that build a picture of the experience are depicted in green 

and blue. However the themes identified in blue also highlight mechanisms participants used in an 

attempt to gain a positive mind set or issues that frustrated efforts of 'searching for positives, 

dealing with negatives and attempting to gain control'. Figure 4.2 provides a diagrammatic 

representation of the major categories and the flow of events throughout the four phases of the 

cancer experience. 

To assist clarity, at the beginning of each section a Figure illustrates the major categories described 

in each phase and their associated themes. The case study vignettes and any section title that is a 

specific theme or category is given in 'arial' font, all other text is in 'Times New Roman' font. 

Where words are written in italics in the text, these are direct quotes from participants. 

NB: In this Chapter when cancer is described, metaphors that relate to a 'fight' or 'battle' are often used or 

there is a reference to a need to 'move on' once the treatment experience is completed. Participants used 

such metaphors during their narrative. I am aware of the discourse that surrounds this language and that 

there are issues in using these terms (Sontag 1991). However this is the way men and women participating in 

this study used words, and to represent their experience there is a need to use their language. 

106 



Figure 4.1 An illustrative summary ofthe couples' cancer experience: Categories and themes 
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Figure 4.2 The major categories shared by the couple (depicting similarities and differences), and the three themes relevant only to the man or woman 
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4.2 Phase 1. Diagnosis and staging 

Figure 4.3 Phase 1. Categories and associated themes 
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4_3 The emotional roller-coaster 

Confirmation of a cancer diagnosis was met with disbelief. Even where symptoms had been 

experienced as a bodily warning sign, for the majority of couples, a cancer diagnosis came as a 

shock. There was disbelief that a body functioning normally could have something inside that was 

so abnormal. Julian described that he had absolutely no physical indicator of the disease and 

maintenance of body and fitness were extremely important to him: 'J was playing indoor football 

and swimming 500m a week; hard, and using my body as a sort of barometer as to how my health 

was, every time I went for a medical J was coming out with a pulse rate of about 52 ... and the 

blood pressure of a teenager, all very good for the ego, makes you feel rather pleased with 

yourself, so this is very hard for one to take' [Julian.l.l.22-28]. Julian's 'body barometer' had 

failed him and the 'psychological effect was monumental '. Derek also referred to his body as a 

barometer, and other men frequently alluded to this type of concept. 
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There were initial thoughts that the outcome of cancer would be death. Tears were shed. Couples 

did talk at this time but for the majority there was a degree of keeping a brave face, of holding 

back fears until a definitive diagnosis was available. This was a common behaviour: '] was 

worried, you know, he wouldn't make it, and it would all be the worst, but tried to keep positive, 

you know think the best in everything, ] think, if] thought the worst, it would show and he'd think 

the worst, an, it would all go down hill, ] was trying to be strong for him and he was doing the 

same, which didn't really help [laughs] ] think we both really needed to break down every so 

often ... ' [Esme. 1.2.31-37]. 

Although the emotional distress at the diagnosis should not be underestimated for all the couples, 

age did appear to induce a differing perspective. Julian at the age of 57 years was the oldest man to 

say ']'m too young for cancer' and 'at 67 you can expect it but at 57 ]'m in my prime', yet all of 

the men stated that they were 'too fitltoo well for cancer '. Beyond the age of 60 couples admitted 

that cancer and other life threatening or chronic diseases were affecting the health of peers. These 

couples had reached the time of life where they were no longer attending the weddings of their 

friends, unfortunately funerals were starting to be more commonplace. Mortality was a concept not 

as distant as it once was. 

'The unknown' and 'the waiting game' featured very early, the only fact that was known was that 

the diagnosis was cancer. All the questions, why, what, how, and where do we go now, could not 

be answered until further staging investigations had been completed. Holidays were cancelled, 

thoughts of moving house, having a child, seeking promotion at work, taking exams, were all 

elements of 'life on hold'. Uncertainty pervaded. For a many of the couples there was also shock at 

how little they knew about cancer. 'How can you ask questions about something you don't know 

anything about?' Was a common response. Amy underlined this difficulty; ' ... because you don't 

know, what they [health professionals] are talking about, you don't even know what questions to 

ask or what anything means. ' [A.l.l.21-24]. And Zoe continues ' ... it was all new to me, I'd never 

been affected by cancer before, so me and Bill were learning all about it together. ' [RT.l.l1.32-

34]. 

Where the man or the couple believed there had been a mis-diagnosis or an unacceptable delay in 

referral for investigation this caused resentment, anger, or guilt in not demanding more timely 

intervention. This perception of diagnostic delay also appeared to cause difficulty in later stages in 

believing prognostic information or having faith in medical teams or treatment. The consequences 

of these difficulties and doubt encountered at this stage will be developed further in this and other 

phases. 
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4.4 Searching for positives, dealing with negatives, and attempting to gain control 

In an attempt to gain an element of control all participants wanted and needed to be 'cancer 

educated', to an individual degree, about their particular situation. However in trying to search for 

positives, deal with negatives, and attempting to gain control participants appeared to adopt one of 

two approaches to information gathering: 

1. The information gatherers: For some couples there were frantic searches for information. 

This search usually centred on the internet, cancer charities or local libraries. With the 

exception of Adam and Dan, it was the women who appeared to champion this search. The 

women wanted to do something useful and constructive at this point, they needed to share and 

be involved in the experience. The information gathering was undertaken to provide data for 

the man but also to investigate the potential impact that cancer may have on the man (i.e. 

mortality, degree of disability) and then in turn on the woman. These women frequently 

offered similar statements ' .. .1 wanted to know the ins and outs of everything, where as Bill is 

more just sit back and take what the doctor says and not to ask too many questions, he'll [Dr 

will] say you've got to come in and do this one day and Bill 'U say 'OK', 1'111 the one who 

says, 'why'?' [Zoe.RT.12.10-14]. These women appeared to be trying to assert some degree 

of control by searching for information to make sense of the current situation and attempting 

to pre-empt future difficulties. 

2. The information receivers: Other participants reacted differently, they read information if 

they were offered it by health professionals but they rarely sought more themselves. Graham 

reveals his stance; ' ... I've not bothered to read any of the things other than what [the hospital 

has] given me because you can go down that path and get wrong information ... it's better to 

consult with the medical side, rather than personal, and go one step at a time. ' [G. 1.2.24-28]. 

The rationale was that information from other avenues, in particular the internet, compounded 

the confusion and there was no guarantee of the validity of the sources found. These 

participants preferred to have faith in the information they were given. These participants 

wanted enough information to manage the experience but found too much information, or 

information given too far in advance, induced extra worry. 

4.4.1 The staging process: Confusion and little cohesion 

The diagnostic and staging tests seemed very disjointed events, isolated pockets of body part 

investigation. The following extract illustrates the lack of a cohesive approach experienced by 

Luke during his interactions with health professionals. 

Case 9. Prospective testicular arm: Luke and Amy 
Luke presented with a breast lump and no testicular symptoms. He attended his GP who referred him to a breast 
surgeon at his local hospital for investigation of the lump (the cause of which was considered to be a possible hormone 
imbalance). As symptoms were not interpreted as suspicious referrals were treated as routine and initial appointments 
took some weeks. Luke described his first conversation with the breast surgeon: ' .. . he {breast surgeon] said that it 
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looked like a hormone imbalance [and then he said] 'but we'll have an ultrasound scan on the breast and testicles, just 
you know [to be sure]' but he didn1 explain why, and I went back to work, I thought fine I'm sorted ... ' [1.2.17-21]. 

Luke then attended for an ultrasound scan; ' ... I had my ultrasound scan and they examined my testicles first, and they 
went to my left breast, and my right breast, and he did my stomach ... and I'm thinking he's not doing my stomach, I'm 
not down for that, I remember that letter! So I said 'is there a problem here?' And he said, 'oh yes you've got a tumour', 
and I thought a tumour? I thought oh God major panic, he stopped and he said, 'oh, no need to worry, it's the best type', 
erm, go and get changed .. .' [1.2.26-34]. The radiologist came back and took blood tests and apologised that the 
consultant couldn't see Luke until later that week, but Luke was confused: ' ... 1 said so I've got a tumour in my left 
breast?' ... and he said, 'no, no, no it's in your testicle, It's in your testicle', and that was it! he walked away, and I was 
thought, oh shit I've got a tumour' [1.3.4-7]. 

Luke and his wife Amy outlined being in a state of panic and confusion whilst waiting to receive an explanation from the 
surgeon. Luke described the couple's angst waiting for information; ' ... you had three nights and two days thinking I've 
got a tumour, isn't cancer a tumour? is it a malignant tumour? is it a large one? is it a small one? ... I went on to NHS 
Direct and the opening sort of paragraph, on the intemet, is, this is the biggest killer between the ages of 15 and 30!' 
[1.3.11-14]. At a time when the couple desperately needed explanations there was no one knowledgeable to contact. 
This was a key deficit in care experiencedfldentifiedlperceived by the majority of couples. 

The couple attended the next diagnostic consultation; , ... so I saw him [the breast surgeon] he walked in, he said, 'oh 
yes you've got a tumour, er cancerous, your blood markers are off the scale', er, that was it really .. .' [1.3.32-34]. The 
consuliani informed Luke he would have surgery the foliowing week and discussions centred on the practicalities of the 
operation and attending the hospital. Luke was informed that he would need a pre-op, chest x-ray before his admission. 
Luke described his attendance for this investigation and his attempts to glean any indication of what might be happening 
inside his body; 'I had an x-ray, I said to the radiographer, you know, 'was it ok?' [she replied] 'Well it looked ok plenty of 
colour, but it needs to be examined by a doctor' but at least she gave you some kind of indication.' [1.4.11-14]. As with 
the experience during the ultrasound scan, there seemed to be little recognition of the need for Luke to receive 
empathetic and timely information about the implications of his staging investigations in relation to prognostic or 
treatment implications. 

Unfortunately the catalogue of communication errors continued in Luke's experience, his CT scan results were not 
reported or available in time for the following consultation and his referral to the Cancer Centre was delayed. These 
initial encounters of the health service experienced by this couple set a precedent for their expectations of care. They 
became pessimistic of services in general and during treatment would latch on to individual health professionals who 
they believed had not or would not let them down. Frustration and disillusion with the 'system' would have a great impact 
on Amy (this will be highlighted during later phases). 

Admittedly not all the men received their diagnosis in such blunt terms (although there were others 

who did). However, Luke's experience depicted the commonly identified reality of service 

delivery where no individual appeared to take responsibility for continuity or cohesiveness. The 

implications of the incoming results of different tests were not considered or explained. There 

appeared a lack of comprehension by health professionals of the enormity of impact such 

investigations might hold for the newly diagnosed cancer patient. On occasions when health 

professionals did show understanding the participant remembered the incident with gratitude, as 

identified by Colin; , ... 1 had a wonderful man who was in charge of the [bone] scan, and when 

I'd finished, cos he obviously knows how worried people are, when I'd finished, he said 'you 

haven't heard this from me " he said 'but it's clear'. So 1 was able to walk out of that hospital and 

lfelt good' [RP.2.24-28]. 

The majority of couples encountered the health service with the same degree of knowledge. 

However an unexpected observation was noted from interviews with Alice, Amy and Hilary. All 
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three women worked within the NHS. Because of their 'insider knowledge' they had expectations 

of how care and services should be delivered. These women appeared to experience greater stress 

and frustration during this phase as they knew investigations were being unnecessarily delayed or 

that communication/breaking bad news standards were not being achieved. Alice and Amy 

identified several times that if their partners were being treated at the hospital where they worked 

they could have accessed investigation reports to put their mind at rest. These women argued that 

if they could fast track information in their hospital: Why couldn't health professionals do this for 

their men? 

4.4.2 The waiting game and disclosing cancer 

Any delay during diagnostic/staging phase resulted in the men fearing that the cancer was growing 

unchecked and affecting other body structures. Participants referred to fears of the cancer taking 

over ('invading') the body, and hoped that cancer treatment would stop this process. Although the 

logic of needing staging was acknowledged, the men just wanted to begin active treatment to 

remove their cancer. During diagnosis and staging urology surgical teams were primarily 

responsible for care. Only four participants had been introduced to clinical nurse specialists at this 

time (Claude/Hilary, Joel and Kevin). 

For the couples in the prostate arm the results of the bone scan, and couples in the testicular arm 

the results of the CT scan, were the results they waited for with the greatest apprehension. Kevin 

described his emotions as being 'totally scared' and 'constant palpitations '. If these investigations 

identified any cancer metastasis, the couples judged the outlook would be bleak. For some couples 

the results of these scans were obtained within what was identified as a personally acceptable time 

scale (no more than two weeks), however, others had to wait weeks not only for the results but an 

interpretation of their meaning and implications for their individual case. This waiting caused 

anxiety and several men identified that they vented their frustrations on those closest to them. 

Until the couples had the information from these important tests they were selective about who 

they told about the cancer diagnosis. When they could offer the news of a positive prognosis, the 

majority of couples widened the circle of people but disclosure was controlled (usually a need to 

know basis). Julian only wanted close family to be informed of his diagnosis and offered this 

reasoning: '1 don't want people looking at me, talking about me, treating me differently ... [1 need 

to keep} a firm top lip, cos it is a front 1 suppose, yeah, because you're not telling people, [I} keep 

my self respect, 1 mean its gone a couple of times [I've become emotional] but only in the context 

of my family ... outside the family it could have been an embarrassment ... ' [J.2.11.30-34]. Two of 

the couples were uninhibited in discussing the diagnosis with any individual. However Derek/Sara, 

Kevin/Stacy, Noel/Jeanette did not want anyone even close family members to be told. In 
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justifying hiding his cancer Kevin's initial explanation was that he didn't want anyone worrying 

unnecessarily. However in later interviews Kevin admitted that his way of coping was through 

trying to maintain normality'] just want to get on with life as normal as ] can, and keep a brave 

face' and '] want to be treated as normal as possible, ] don't want people to feel sorry for me '. 

Comments from Derek and Noel revealed; '] don't want empty sympathy, '] don't want pity' and 

'if they know, people will treat me differently'. If people knew about the cancer diagnosis the man 

may have to confront their reactions, answer their questions, talk about the treatment and therefore 

impair the ability to maintain 'normality'. 

It was the man who indicated who should be told. The women did not necessarily agree with this 

approach but acknowledged that it was the man's cancer and they were therefore obliged to be 

respectful of his wishes. These women took the man's lead even if this meant repression of their 

own information and supportive needs. 

4.4.3 I want to talk about it: Different talking, and 'I need someone out of the loop' 

During data analysis, on first examination, it would have been easy to suggest that the men didn't 

talk about the experience and the women did or wanted to. On further examination it was evident 

that some of the men did talk to their spouse/partner or wanted to speak about their experience to 

others but it appeared to be a need for a different type of talk to the women. When the men did 

want to converse they tended to want to talk to make sense of their 'headstate', or to rationalise 

information. The women wanted to talk about incoming cancer information but also appeared to 

use talk as an emotional support, and to create a sharing experience. '] made him talk' was a 

frequent statement as the women wanted to know and understand what the man was going 

through. However if the cancer experience was not a secret the women frequently turned to a best 

friend or close work colleague to talk about frustrations and emotional issues. Difficulties arose for 

the women if they could not talk openly to the man or didn't have an avenue to undertake 

supportive talking external to the couple. 

Even where couples identified that they did talk about the experience together, when interviewed 

separately, issues were identified that they would not bring up with their partners. This particular 

slant on wanting to talk is identified in an additional theme 'I need someone out of the loop' which 

is explained later. 

4.4.4 Social comparison 

Searching for positives, dealing with negatives and attempting to gain control was previously 

mentioned in relation to the women attempting to assert control through gathering information, 

this category appeared again but with more emphasis on searching for positives to provide hope. 
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As staging information became available the couples sought some form of interpretation to make 

sense of the latest results in relation to their specific situation but incoming staging results 

continually changed the prognostic and treatment picture. As a result of this regularly altering 

diagnostic situation, efforts to use information to make sense of the man's prognosis and probable 

treatment, were frequently undermined. 

With an apparent need to find a degree of hope and some sort of anchor point the man and/or 

spouse/partner appeared to try to locate more subjective information to resolve their questions and 

emotional turmoil. This appeared to take the form of social comparison (i.e. the couple used the 

experience of others to judge their own situation). For some this activity began in the 

diagnostic/staging phase while this process appeared later for others. Julian and Grace used a 

support group to locate a 'buddy', who, through direct observation provided information about the 

cancer treatment and hope in that this man was alive and disease free several years after treatment. 

Luke was contacted by his occupational health department and put in telephone contact with a 

fellow employee who had been successfully treated for testicular cancer. Luke found this contact 

exceedingly beneficial, it was the first time he had been offered any realistic idea of what he might 

have to contend with over the following months. Adam found his own phone buddy via a 

telephone support group. Adam describes; ' ... having had the diagnosis, as much as I love my wife 

] didn't want to talk about it, and it wasn't cos I can't talk to her, but] wanted to talk to a man, 

and ] wanted to talk to someone who'd had it, and knew what it felt like, cos for all the 

understanding in the world she can '( imagine what its like to have one of your bits removed ... ] 

needed someone] could share this with' [A.RT.2.23-28]. Adam was reassured when he found the 

man he was talking to was not only a testicular cancer survivor but was fit and well after treatment 

of advanced disease. 

Other couples sought social comparison from less formal routes, they spoke to relatives who had 

been diagnosed and treated for cancer, or made reference to articles or media programmes that had 

intimated that cancer was becoming more treatable. Autobiographies of people who had survived 

cancer were also sources of social comparison and hope. It was noted that any person who recited 

stories of people who had not done well through cancer treatment were avoided as future contacts. 

Information and social comparison was sought in a discreet and individual manner. 

It was noticeable that with the exception of Julian and Grace, support groups were not used. Julian 

and Grace attended a support group twice, to locate information about a specific form of 

radiotherapy, and to search for a 'buddy'. Once these two objectives had been achieved Julian 

wanted to disengage from contact with the group. The reason Julian gave for this was that he 
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found the 'negativity' of some men upsetting to the point where he 'just couldn't take it mentally' 

he needed to 'get away' from the cancer experience of other men. 

None of the other couples sought contact with a formal support group. When I questioned men on 

their reason for not doing so, common responses were; '] didn't really have a requirement, ] 

looked after myself' '] get support and counselling through the family' or 'you have to do it on 

your own '. When probing further it became apparent that accepting the need for a support group 

meant admitting you were a cancer patient and by doing so the man could not 'maintain 

normality'. Some of these concepts were revealed in a conversation with Tom; ' ... ] don't want 

counselling] just want to get on with it, ] didn't want to go and see those people to go and talk 

about it, counsellors and Macmillan nurses, ] didn't want to know nothing about that sort of thing 

... probably just scared about it, in case they told me any bad news] think ... yeah, you can tell me 

good news but otherwise leave me alone. ' [RT.l 0.15-21]. 

This rejection of support groups seemed to be connected with the men's (previously identified) 

reluctance to disclose their cancer, and appeared to relate to the men needing to maintain 

normality. 

4.5 Impact on masculinity 

As staging information was being gathered it became evident to participants that some form of 

treatment would be necessary. Before the men received a treatment plan from an oncologist, initial 

treatment was instigated by the urologist, either hormone therapy for prostate cancer or an 

orchidectomy for testicular cancer. The impact of these specific treatments will be discussed in the 

following paragraphs. 

4.5.1 OrChidectomy: It's no problem 

The orchidectomy was a surgical procedure that necessitated an overnight stay in hospital. For all 

of these men this was the first time they had been admitted to hospital. As well as the emotional 

turmoil related to the cancer diagnosis and imminent orchidectomy the men had to deal with the 

anxiety and fears related to a general anaesthetic, risks of surgery, and staying in a hospital ward. 

Eight men did not have or chose not to have a prosthesis, one man opted for a prosthesis, and one 

man was not informed this was an option. The low uptake of prosthesis surprised me, I had 

equated the impact of orchidectomy with mastectomy and assumed that the men would want 

surgical reconstruction of what I had categorised an intimate body part. The reasons given for 

refusal where; not wanting a foreign body implanted, comparisons with breast prosthesis and not 

wanting any complication from silicone gel, and being too distressed about the cancer diagnosis to 
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make an informed decision. Comments included, 'why put yourself through it', 'no one will 

notice', 'better alive with one than dead with two '. 

Insufficient information or time appeared to be given to allow the men the time to think and deal 

with the issue of choosing to have a prosthesis or not (two men were asked if they wanted a 

prosthesis as they were wheeled to theatre). There was also little discussion of the surgical 

procedure that would be undertaken. On return from theatre, several men had been surprised to 

find an inguinal scar, they had expected a scrotal incision. 

When asked directly about the impact of the operation on their masculinity the men responded that 

they did not feel any less of a man. The rationale was that they wanted the cancer 'cut out '. Cancer 

was more of a threat to life than orchidectomy was to masculinity. Several men referred to the 

cancer as 'nasty', 'dirty', 'evil', these descriptions appeared to reflect the cancer being out of 

control and this was estranging the man's body; Luke describes his feelings (pre-orchidectomy) 

' .. .1felt really dirty, and going into the shower lfelt really upset about it [the tumour}, 1 used to 

wash down there but 1 would look away ... 1 feel dirty, you know, 1 wanted it taken away ... ' 

[L.1.l8.27-30] and ' .. .1 don't want to touch it, 1 don't want to see it, it's sort of diseased, it's 

poisoning my body, get rid of it ... just take it out and burn it whatever ... '[L.l.19.8-11]. It was not 

until several weeks after surgery that Luke could contemplate looking or touching the area where 

he had perceived the cancer to be. 

The greatest worry pre-operatively was preservation of erectile and ejaculatory function, once the 

men had achieved this and a normal orgasm post operatively, fears over physical sexual function 

subsided. Several of the men rationalised that they were in a stable and loving relationship, and 

this had conferred security. The spouse/partner had been supportive, by reassuring that one less 

testicle was not an issue psychologically or physically. Frequently after saying that the 

orchidectomy had not caused a problem a 'but' or 'however' were added to this topic of 

conversation, the men admitted if they were single and had to explain the loss of a testicle to a new 

partner, this would be an issue as this would also necessitate the revelation of cancer. Subtle issues 

suggested that the orchidectomy did have some impact on thoughts of masculinity, Jon, Eddie, 

Tom, Adam and Oliver cited times when they made jokes of their surgery in a way that would 

deflate anyone before they could make fun of them, in this way humour seemed to be used as a 

protection to prevent attack. 

The women also admitted that the men provided subtle cues that they were bothered by the 

orchidectomy for example, the men often asked if their altered body image was off-putting or 

unattractive or; ' .. .1 think inside he's concerned, he jokes about, part of him being missing, and 
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you know, not a whole man anymore, he's half the man he used to be, but it is always in a joking 

way, that's him all over he won't face a problem seriously, its easier for him to joke about it, and 

he'll turn it round, but he has asked me if I'm bothered by it ... ' [Esme.1.9.33-39]. This form of 

reassurance was still occasionally sought after chemotherapy indicating that even in a secure 

relationship the loss of a testicle continued to affect the man's self-esteem in relation to body 

Image. 

4.5.2 Hormone therapy: Emasculation and feminisation 

Eight of nine men were prescribed hormone therapy by the urologist whilst they waited for staging 

to be completed and referral to the oncologist. Some relief was gained from this 'active' treatment 

commencing. 

Couples in the prostate arm indicated a side effect of treatment that was feared above all others 

was incontinence. For those couples who were sexually active, or had no sexual difficulties pre

treatment (six couples) a side effect equally feared was impotence. Before the administration of 

radiotherapy, hormone therapy alone resulted in the men experiencing reduced libido. The 

following case extract describes the multifaceted impact of the cancer experience on masculinity: 

Case 4. Prospective prostate arm: Julian and Grace 
During each sequential interview Julian often referred to his mental battles, where he tried to rationalise and deal not 
only with his cancer diagnosis and, the implications of this in relation to life expectancy, but also attacks on what he 
considered important to him as a man, his health, sexual function, fitness, and ability to work. 

Fears of long term impotence were beginning to take hold. Although this risk had been mentioned when hormone 
therapy was prescribed, Julian had not given this much attention until he had begun experiencing loss of libido and 
difficulty achieving a spontaneous erection, Julian explained: 
' ... willI become impotent or not? that does wony me ... it came into Dr Brown's conversation ... it didn1 sink in enough 
for me to sort of explore that further, but something like 40% become impotent as a result, but I want to explore that ... 
that does wony me and comes back to being a relatively young man for this, my wife and I have a very enjoyable and 
active sex life that has been knocked all over the show mentally more than anything at the moment, or, the Casodex has 
affected it as Well, but that does wony me, it worries us, it is a very important part of our life.' and ' ... spontaneous 
erections have gone, erections occur through direct stimulation but not through, not, casually your mind flicks on these 
things [cancer worries] and flicks away ... and I think that's another thing, it's part of me being this sort of sporty, fit, 
sexually active, you know all the rest of it, bloke, you know couldn1 possibly happen to me sort of thing ... and that is the 
thing that we, I, am coming to terms with ... I wonder how much of it is mentally, the mental scars in all of this ... ' 
[J.1.6.29-47]. The regular use of 'we' followed by 'I' reinforced that impotence impacted on the couple but was also an 
individually experienced trauma. 

Julian's greatest fear was that he would become permanently impotent after adjuvant treatment, and that this was a 
difficult unknown for him to contemplate. During his first three interviews Julian frequently spoke of the couple's 
'fabulous lifestyle' which involved convivial social weekends; down to the pub with friends, spending a relaxing time at 
home, and making love. Julian illustrated vividly through these conversations that for him an active sex life was an 
integral component of all that was part of the couple's life together. Julian perceived loosing sexual function impinged on 
the fundamental elements of his self-image and lifestyle. 

Although the impact of hormone therapy could be devastating, the couples tried to search for 

positives, and in doing so, rationalised that sexual function might recover after hormone therapy 

118 



was completed. Until that time the couples attempted to deal with alterations in sexual function by 

trying to find other ways to achieve intimate pleasure; ' ... things aren't quite how they used to be, 

but] think we've both learnt to live with that and we're still intimate but obviously not quite as 

vigorous as it used to be beforehand, but we do, actually we do more touching, and more, more 

fun sort of touching as well which kind of makes up for it ... it doesn't bother me too much, and he 

doesn't say it bothers him too much ... but it's just the end result it isn't quite the same ... we're 

still able to have some pleasure out of it anyway ... ' [SaraA.8.lS-24]. And Hilary rationalises on 

behalf of herself and Claude; We can still make love but it's, we can't sort of take our time 

[erections are fleeting] ... but at our age that isn't the basis of marriage, that isn't what marriage is 

about, ] suppose it's just that we like being able to do it, but then if you say this is it and it won't 

get any better that's fine ... it wouldn't be the end of everything, it wouldn't affect hmv we feel 

about each other. '[Hilary.3.8.7-14]. 

The men were warned that hot flushes might be a side effect of this treatment, but none of them 

were prepared for the intensity or frequency as Colin emphasises; 'The big problem ] had was 

sweats, which ] can't tell you were minor things cos they weren't, they were really dramatic 

things, I'd sit in the office at work and I'd go blood red all over, and the sweat would just pump 

out of me and I'd end up with a shirt that was literally soaking, ringing wet ... ' [Colin. RP.3.7-11]. 

Claude, Colin, Dan, Derek and Marcus found this side effect restricted activities, disturbed their 

sleep and in turn induced daytime tiredness. Hot flushes were also an outward sign to others not 

only of illness or abnormality but also of a symptom normally associated with women and the 

menopause. Colin worked in a male dominated profession, and he described making a joke of his 

flushes referring to them as 'having a granny' before he became an object of derision. 

The impact of feminisation was intensified where gynaecomastia occurred. This was a side effect 

that the men were not warned about pre-treatment. For seven men this was a further, continual, 

outward, reminder that they had cancer and what it was doing to their body. Anna described how 

love making had reduced because of alterations in Graham's libido and erectile function, but 

gynaecomastia also prevented intimacy and cuddles as breast tenderness had resulted in Graham 

not being able to tolerate anything resting against his upper torso. 

In relation to treatment, health professionals tended to identifY sexual impairment through the 

degree of reduced libido and erectile function, however the issues and difficulties identified by the 

women in this study serve as a reminder that there were losses for the spouse/partner, they too had 

to deal with changes in their sex lives. Penetrative sex was not the only loss, Mary admitted '] 

missed the closeness and intimacy'. 
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All of the men recruited to the prostate arm had been fit, healthy and took a pride in their 

appearance. Exercise was important to maintaining their body. Gynaecomastia and the hormone 

induced weight gain made them feel sluggish and unfit. Embarrassment was experienced when 

undertaking any form of exercise where the man might have to reveal his chest. 

Through conversation after interviews, and during observation of consultations, the men 

frequently used humour when raising the issue of gynaecomastia. The men often joked about 

needing a bigger bra than their spouse/partner, or reference to not needing a sex change operation. 

These comments seemed to underline how much gynaecomastia impinged upon self-esteem, body 

image and masculinity. 

Not only were these men having to deal with a potentially life threatening illness they were having 

to confront the threat to everything they considered to be part of what made them a man, a fit 

body, a healthy functioning body, and a 'male' body. The effects of hormone therapy were 

damaging yet these men still had to face the possibility of further bodily threats through 

radiotherapy; threats to a continent body and permanent body function impairment. 

Issues relating to reduced sexual function and masculinity gain prominence once more during the 

post treatment phase. 
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4.6 Phase 2. Receiving a cancer treatment plan 

Figure 4.4 Phase 2. Categories and associated themes 

• 
Searching for positives, dealing with • 
negatives, and attempting to gain control .. 

~ 

The emotional roller coaster .. 
~ • 

( Categories: Red ) I Themes: Green & blue I 

The prognostic mantra 
Paternalist believers and the independent 
sceptics (a preferred participant approach) 

It's his cancer/taking his lead 

4.7 Searching for positives, dealing with negatives, and attempting to gaining 

control 

The prognostic mantra: Some relief was gained when the couple had an opportunity to meet an 

oncologist and discuss the current prognostic status and the man's future treatment options. For 

some couples this was the first opportunity that they had to learn the full extent of the disease and 

to ask questions. Despite the relief of a treatment plan all couples identified the anxiety relating to 

the continuing 'unknown' of treatment success or failure. 

The potential prognosis for all men recruited to the study was long term survival. The men and 

spouse/partners in both study arms often quoted prognostic figures or statements on a regular basis 

(the prognostic mantra); ' ... at the beginning he said [oncologist] there was a good chance of 

getting through this, so I stuck with that. ' [Tom.RT.10.28-30] and 'They said there Wru' a 90 to 

95% success rate, and that went up from 80 initially and that was the one thing we kept focusing 

on ... ' [Debbie.RT.16.9-11]. It appeared that participants wanted to draw belief and confirmation 

from these continually repeated prognostic statements. Although all participants were observed 

using the prognostic mantra two forms of response to the positive oncology opinion became 

evident: 

1. The patemalistic believers: These participants had faith in what they were being told by 

health professionals, the message they were hearing also conferred hope. The oncologist, eNS, 

and other 'specialist' staff were seen as the experts and because of their knowledge and 

authoritative stance they were believed. Debbie illustrates; ' ... both of us just handed ourselves 

over to the [Cancer] Centre and waited for it to be over' [RT.16.17-18]. Twenty participants 

121 



did not seek alternative opinions but were accepting of treatment, care and services that were 

provided. 

2. The independent sceptics: Other participants desperately wanted to accept the prognostic 

information but were prevented from believing it unquestioningly by; prior knowledge and, or, 

observation of bad experiences of cancer in others; being let down by the health care 

system/individual health professionals; the logic of participant thought processes prevented 

belief (i.e. not being able to accept the concept of a diagnosis of metastatic teratoma and 

believing this could be cured. In their minds metastases and cancer equated to death). These 

participants may have respected the knowledge and skill of clinicians but previous experience 

and independent thought prevented total belief. Additionally some of these participants (Dan, 

Hilary, Julian/Grace, Luke/Amy, Stacy) found it difficult to accept a paternalist approach to 

care. These participants preferred it when they perceived they had received care that was more 

of a partnership with clinicians. 

4.7.1 It's his cancer/taking his lead 

Fourteen of the men wanted their spouse/partner to attend the first oncology consultation with 

them, the reason being they wanted to share the experience, they needed the moral support and 'a 

second pair of ears '. Five men wanted to deal with the situation in a different way. These men 

wanted to attend some or all consultations alone (Adam, Dan, Derek, Eddie, Ronnie). This was 

identified in the experience of Adam and Faith. The account given by Adam and Faith detailed 

many of the categories highlighted in this chapter so far. The following extract from this couple's 

case illustrates the uncertainty and lack of communication surrounding Adam's staging 

investigations, describes how Adam could only deal with positive information, and includes the 

reasoning Faith gives for denying her own information needs to follow Adam's wishes because 

'it's his cancer '. 

Case 15. Retrospective testicular arm: Adam and Faith 
From the moment Adam had been diagnosed with cancer Faith predicted that she would have to carry Adam 
emotionally and be the 'practical, strong one'. Initially Adam pushed Faith away, he needed to deal alone with his 
'simmering anger' at the injustice that he had developed cancer. The following quotes relate to the point where Adam 
receives his oncology treatment plan: 
, ... I just think it was just an awful time in as much as I think he [Adam] was unsure of how things were going to pan out 
and because we'd been kept in the dark, we didn't know that he'd got a secondary cancer, at all, until we went to his 
appointment and we saw [the oncologist], and he said, 'you don't know why you're here do you?' and he [Adam] said 'no 
not really', he [the oncologist] said' well we've found a secondary cancer'. We had no idea then, and cos we just sort of 
looked at each other, and I said, 'well ok what are his chances', and he said 'well 50, 50 at the moment', and I think from 
that appointment Adam didnY want me to go to another one with him ... because he didn't like the questions that I asked 
... but you see I don't like him coming with me when I go to the hospital because it's something you have to deal with, I 
mean I can give him all the support in the world but he's the one that has to go through it, he's the one that has to have 
the chemo, he's the one, it's his life that it might be taking and he's got to deal with it and it doesn't matter how much 
support you get, ultimately it's down to you, and so, you know, my Dad used to go with him, he used to sit outside but I 
didn't, he didn't want me to go with him, and I understood where he was coming from ... ' [Faith.RT.3.1-20]. 
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Although Faith understood and respected Adam's wishes, responding in this way meant relinquishing her own 
information needs, Faith elaborates; 'I needed to know how long he was going to last really and if he was going to get 
better and whether he was going to be able to go back to work, or whether I'd got to give up my job and start working full 
time, you know to keep the house going, you know the practical things, you know at the end of the day I needed to know 
if I'd got to go out and go and get a better paid job, and you know from that point of view. Whether he'd be able to go 
back to work or whether he'd be invalided off work and so on, because he's still a young man, he's only in his 40's so 
you know its no age real/y .. .' [F.RT.3.26-36J. Faith needed information to plan, control, and deal with the situation. 
Focusing on Adam's needs, and taking his lead inhibited Faith in attending to her own (and her family's) needs. 

Faith was not alone. Dan did not ask Brenda to his first appointment. Eddie preferred Mo not to 

attend his appointments because he did not want to hear the answers to questions that she wanted 

to ask. During the initial appointment with the oncologist, Sara, and Eve attended the hospital with 

their husband's, but waited outside the consulting room while the men were seen. In these 

instances the reason given was that, 'it's his cancer so we deal with it his WLry '. However it was 

noticeable that during treatment, Brenda, Eve and Sara were invited by their husbands to attend 

their consultations. Perhaps the reason for this behaviour might be the men wishing to protect the 

women from any bad news initially or that the men wanted to get certain facts straight in their own 

minds before involvement of the spouse/partner, or the growing realisation by the men that they 

needed and would come to rely on the supportive care of their spouse/partner. 

Other spouse/partners tried to take the lead from their man and not to interfere but could not 

override their own information needs. Alice, Amy, Anna, Hilary, and Jeanette would give priority 

to the men to converse and ask questions during appointments, but could not leave the consultation 

without asking at least some of their queries. Even so there were elements of 'taking the leadfrom 

the man' in that these women would not broach subjects they had not previously discussed with 

the man. 

4.7.2 Introduction to a eNS and speed of treatment 

During this phase an additional six couples from the testicular arm were introduced to a CNS and 

four couples had access to a dedicated chemotherapy team, who could provide practical and 

supportive care. This did not appear to be the case for the men in the prostate arm, Claude and 

Hilary had previously met their urology CNS but none of the other men were formally introduced 

to a CNS at this point. Graham and Anna sought a CNS when they required information about a 

prescription, they then had continued contact with this nurse. Participants identified access to a 

CNS as an essential component to their care; 'if the eNS was not there it would have been harder '. 

The CNS was described as being an, organiser, liaison, interpreter, proactive informant, contact, 

supporter, and 'a good craic'. 

For couples in the testicular arm the time from seeing the oncologist to commencing chemotherapy 

was usually within two weeks. Generally these early appointments were seen as positive; 'no time 
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to think or worry', 'just get on with it '. The faster the cancer cells were eradicated the better. This 

contrasted quite markedly with the experience of the couples in the prostate arm where, hormone 

therapy was the treatment option for a minimum of three months before radiotherapy. Although 

the logic of this combined treatment was acknowledged, the couples found it difficult to 

comprehend that a small white tablet or a monthly injection could be doing anything to treat the 

cancer that might be growing unchecked. Unless the couple took the initiative the man was not 

seen again by the oncology team from the first oncology consult until the appointment for 

radiotherapy simulation. At a time of ambiguity, the unknown of hormone therapy success or 

failure was difficult to accept. This was identified as a time of 'limbo' and is illustrated by Brenda: 

' ... that waiting period is horrible, 1 didn't like that bit much, but into the treatment [radiotherapy] 

you feel like something's happening, once he got to that stage 1 thought right, I'm ok, 1 think I'm 

ok and 1 started sleeping, and settling down a little bit ... ' [RP.9.27-30]. Brenda's continual 

reference to 'I' in this quote reflects the impact of waiting, and the unknown on the woman. 
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4.8 Phase 3. The cancer treatment 

Figure 4.5 Phase 3. Categories and associated themes 

• Trying to maintain normality 
Searching for positives, dealing with .. • Body watching 

negatives, and attempting to gain control r • Social comparison 

~ 
• The prognostic mantra 

I • I want to talkll need someone out of the loop I 

/ 
Keeping a brave face (continues) 

The emotional roller-coaster (continues) ) .. • 
r • The meny-go-round (focus on the man) 

Categories: Red ) I Themes: Green & blue 

4.9 Trying to maintain normality 

The particularity in treatment delivery and potential side effects of the radiotherapy and 

chemotherapy resulted in quite different experiences for the couples, and this will be explained in 

this section. However in trying to cope with the experience all of the couples attempted to 

'maintain normality' . This was not an attempt to deny that the experience was happening but a 

way of managing and getting through each day. 

For the men receiving radiotherapy, the daily treatment and visits to the hospital were incorporated 

into the daily routine. For those men who were still of working age, it seemed psychologically 

important that they should continue working even if their working hours were reduced, or duties 

were lighter (work provided a mental diversion and some normality and control). Men who had 

retired were also determined to achieve their normal activities and routines. 

Despite plans to the contrary the men in the testicular arm found that returning to work between 

chemotherapy cycles was an impossibility. However for several of these men returning to work at 

the end of treatment was their focus. Joel, Jon, Luke, and Toby had a mental time frame (or 

timeline) where they needed to believe they would return to work and normality; ' .. .1 want to get 

to work as soon as itfinishes you know ... ' [Jon.2.2.27-28]. This focus on the end of treatment was 
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important in getting through chemotherapy and in maintaining hope. Unfortunately changes in 

treatment scheduling and delays through low blood counts frequently threatened the finish date 

(timeline) that the man had calculated, and this added to the frustrations ofthe experience. 

Where there were young children to care for, maintaining normality for the sake of the children 

became an imperative. 

4.9.1 The acute impact of radiotherapy 

Although attending for radiotherapy treatment took time, organisation and planning, this was 

accomplished without too much distress. For these men the greatest problem was achieving and 

maintaining a full bladder ready for the treatment. Due to the irritation of the bladder mucosa, 

radiation cystitis made this a difficult task. Any delay in receiving radiotherapy at the time of the 

designated treatment slot resulted in the man having to pass water and then start the process of 

drinking again. The most frequently experienced acute side effects were, frequency and urgency of 

micturition and alteration and unpredictability in bowel habits. These effects, especially nocturia, 

increased tiredness during the day. Attempts to control diarrhoea often resulted in constipation, 

which compounded pre treatment conditions such as anal fissures, and piles. Any blood or mucous 

that was passed rectally caused immediate concern that the man was developing a secondary 

cancer. The spouse/partner took on the role of rationaliser and pacifier when new side effects 

occurred or the fear of cancer development surfaced. A common unmet need was no access to a 

dedicated out of hours emergency service to check out frightening side effects as they occurred. 

This would have reduced the stress experienced by the man and spouse/partner in these situations. 

The unpredictability of urinary and faecal excretion became restricting especially for Derek, 

Graham, Marcus, and Noel. Excursions were planned around easy access to toilet stops and any 

exercise such as cycling or rambling was curtailed, as faecal leakage was an occasional reality. 

Derek admitted, with embarrassment, to soiling bedclothes on one occasion, from then on he 

covered his mattress with a protective sheet, and used sanitary towels to limit the damage of any 

further episodes. 

Towards the end of radiotherapy the men found that the side effects were becoming cumulative, 

tiredness began to impact and this continued for some time post treatment. With the exception of 

Colin, Derek and Sara all of the participants in the radiotherapy arm considered acute side effects 

from radiotherapy had not been as severe as imagined. 

4.9.2 The acute impact of chemotherapy 

Chemotherapy resulted in a more difficult and distressing experience for the couples in the 

testicular arm, both in relation to the extent of side effects and the impact on the couple/family. 
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For the men, regular administration of chemotherapy or poisons' resulted in the side effects of 

nausea, vomiting, overwhelming tiredness and; treatment produced a cyclical experience of 

degrees of feeling unwell: 

' ... you're not preparedfor the side effects, the treatment really does hit me for six. ' [Jon.2.1.6-7]. 

' ... it did knock you back, you eat something simple and it comes back up, and youjust don't want 

to do anything, on the settee that was it ... ' [Eddie.RT.2.11-14]. 

'1 didn't even want to get up for a wee, 1 had the babbies ' potty and was peeing in the potty and 

just laying down ... totally cabbaged ... ' [Kevin.2.5.13-15]. 

Regular visits to the hospital for interval doses of bleomycin, blood counts and re-admissions for 

emergency or supportive care resulted in the men (and spouse/partners) spending large amounts of 

time in an environment they would not have chosen. The men became frustrated with their 

weakness and inability to undertake basic tasks. Watching their spouse/partner struggle to provide 

care, maintain the home, work and take on extra tasks caused great difficulty; ' ... Esme's been 

brilliant, and if it wasn '{for her then things would be a lot more difficult, I've had to rely on her a 

lot, which 1 don't like doing myself, its not the type of person 1 am ... ' [Jon.2.3.28-32]. The man 

became irritable/short tempered and the slightest problem caused uncharacteristically intolerant 

behaviour. Although this could be related to the stress and trauma of the experience the men also 

associated these mood swings with the administration of Dexamethasone (Kevin described the 

steroids making him feel like a 'manic monkey). Changes in behaviour, irritability and short 

temper were rarely shown beyond the confines of the home. A high number of the women 

identified that people beyond the couple were seldom aware of the tensions that were occurring. 

An aspect of the treatment process men couldn't hide was alopecia. For these men this was an 

open sign to society that they were ill. Although most of the men said that it was not an issue, they 

went to great lengths to cover their head or would keep the company of a circle of people who 

were aware of the illness and treatment. This would reduce the stares or reference people made to 

their altered appearance and helped to maintain a 'social bubble' of normality. 

4.9.3 Keeping a brave face 

Maintaining normality did not only relate to undertaking and achieving normal routines and tasks, 

it also involved keeping a brave face. This was achieved at varying degrees with different couples. 

Julian and Grace maintained a brave face and didn't disclose Julian's cancer diagnosis to many 

people, whilst to each other they shared most of their thoughts and fears. For the majority of 

couples there was a greater degree of keeping a brave face between themselves and others to keep 

the situation normal. These couples appeared to follow this behaviour to protect each other and 

also by not talking about their inner most worries they did not have to face them. 
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4.9.4 I want to talkll need someone out of the loop 

This theme appeared to contradict the previously mentioned aspect of couples keeping a brave face 

but the properties of this theme were slightly different. There were issues that the women did not 

necessarily want to broach with the man, because the subject was judged to be too painful or 

emotive. An example of this occurred during an instance of post-interview disclosure; Grace 

reflected that she would have liked a female health professional to talk to concerning intimate 

issues e.g. queries such as the apparent shrunken size of Julian's genitalia and whether this would 

recover at some stage, to be able to gain the security of knowing if this was normal. These were 

questions that Grace wanted answers to but did not want to voice them in front of Julian as they 

may have dented his fragile self-esteem further. 

Most of the women wanted the men to talk to them, to share their thoughts and what they were 

experiencing. Ten of the women identified, 'needing to be needed', they had a desire to be 

supportive and helpful and 'to carry' their man through the experience, but to do so they needed to 

know what the man was going through; they continually nagged the men to share any difficulties. 

During the interviews some of the women, and men, identified that they had sought and found, or 

would have benefited from someone out of the loop. This was someone detached from the 

experience who could be used to offload feelings or emotions or someone to talk through the logic 

of thought processes. Friends and family were too emotionally involved, or had a 'cancer talk 

limit' that prevented the needed free expression. Amy, Derek, Esme, Luke, Sara, Stacy, and Toby 

considered that to a degree they had used the study interviews for this function. Adam, Debbie and 

Julian had gained this facility through counselling services or a phone buddy, while Brenda, Eve, 

Faith, Grace, Karen, Mo, and Zoe either tried (unsuccessfully) to locate such an individual or 

identified that they would have liked to have had access to someone. 

4.9.5 The merry-go-round 

This category appeared as a dominant category for all couples in the testicular arm and for 

Dan/Brenda and Derek/Sara from the prostate arm. The properties of this category included a time 

of ceaseless and extended activity where the women continually put everyone else's needs before 

their own and had to juggle multiple roles. It was a time of physical and emotional exhaustion. 

At this time there was a 'focus on the man' and getting him through treatment, '1 was being strong 

for him' or 'I've got to be there for him' were common statements. The spouse/partner was 

instrumental in persuading, cajoling, and chivvying the man through treatment and encouraging 

him to continue when he desperately did not want more therapy. The emotional roller-coaster 

intensified for the women during this phase. Esme describes; ' ... he was sick and tired and a 
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complete zombie, it was absolutely knackering! Doing things for him and trying to get him to eat 

and drink .. .! mean sorting him out, sorting hospital appointments, going to work, going home, 

sorting Molly out, there's a lot to do '" ' [Esme.2.1. 9-13]. 

Where couples had young children the women were torn between caring for the children and 

focusing attention on the man. Where couples did not have children the women juggled work and 

spending every spare minute of time with their man. The following case extract highlights all of 

these issues. 

Case 8. Prospective testicular ann: Kevin and Stacy 
From diagnosis Kevin had hidden his cancer diagnosis from all family and friends except his best mate and his 
employer. The couple had four young children. The family home was a 60 mile round trip from the hospital. Stacy was 
continually battling to cope financially as family credit had been withheld while Kevin was not working. All of these 
factors intensified the impact of the merry-go-round for Stacy, as the following paragraphs illustrate: 

Stacy found it hard dealing with the extra pressure of the deceit; 'I thought oh my god, don't keep putting this pressure 
on me ... I was having to cope with going backwards and forwards from {the Cancer Centre], cope with the kids, I had 
his Mum up here every day, I thought I can't cope with this much longer .. .' [S.2.4.31-33]. Stacy was continually having 
to lie and field questions concerning Kevin's absence. During the first course of chemo Stacy was visiting and taking 
food to Kevin twice a day (600 miles in one week), co-ordinating child care, and dealing with all household issues. Stacy 
admitted 'I was absolutely knackered". 

Stacy wanted to be with Kevin and support him. The unknown of the first course of chemotherapy was scary for Stacy 
as well as Kevin. Stacy had to deal with her own fears for Kevin's safety and described an instance; ' ... you don't know 
what to expect, the thing that got to me was '" he was fine sat up talking, then they give him some tablets, they said 
they were anti-sickness tablets, and then 15 minutes later it's like somebody had given him an anaesthetic, he just lay 
there and he was slurring ... going home I started crying, I thought what the hell are they giving him ... ' [S.2.10.24-28]. 
A major difficulty for Stacy was not being able to access ongoing information about Kevin's treatment and progress, and 
ask questions. Due to school runs and childcare Stacy was unable to visit the hospital when doctors were routinely 
available and she described feeling left out. The following quote illustrates the stress Stacy was experiencing. '".it's 
weird, you know, you're going through it as well but you seem pushed back, it's all at the hospital {Stacy starts to cry] .. . 
and you think you never get to see a doctor, you don't know what's happening, he's too ill, you know, he can't tell you .. . 
cos I had to take her {youngest child] with me every day ... you come home, you know you are going through it but you 
sort of hold back yourself and you put all your efforts into somebody else ... it's like you've got the kids to think of, got to 
protect the kids and, you go to the hospital, you've got to concentrate on him ... ' and 'I think it's having the kids as well, 
you just sort of go on, automatic, and you just get up and you know what you've got to do and you do it and you just sort 
of put yourself on the back bumer, you've got to get up, you've got to get the kids done, you've got the meals to cook, 
you've got the washing to do ... so everybody comes first.' [S.12.3.1-5 and 14-28]. It is poignant that this is an extract 
from the 12 month post treatment interview and indicates how close the memory still was. 

Stacy acknowledged that the CNS was available and approachable but didn't want to bother this nurse unless there was 
an emergency. Stacy was concerned that the nurse would be busy with other patients and she didn't want to interrupt 
this work. 

For the first few days after treatment Stacy became a nursemaid. Kevin's incapacity resulted in him lying in bed or on 
the sofa. Tasks included encouraging Kevin to take medication, cajoling him to eat and drink, and clearing receptacles 
that were used to collect vomit and urine. Stacy also had to contend with Kevin's mood swings, he had become irritable 
and short tempered and often snapped at Stacy and the children. Kevin recognised Stacy's strength and the 
supportive/carer role she provided but an awareness of the depth of emotional trauma was not openly acknowledged. 

Stacy indicated that although the experience was really stressful, trying to maintain normality for the children was a 
diversion but also surreal; ' ... it's really weird the things that go through your head, cos, you go home {from the hospital] 
and everything's normal, and I go over to Tesco's, and you go over and everything's normal, you're out with the kids, 
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you are doing the shopping and you come home, it's right, it's time to go up the hospital, see him attached to that drip 
and it's weird .. .' [S.2.15.27-31]. 

Stacy developed panic attacks several weeks earlier and they continued during this phase. She returned to her GP who 
offered antidepressants, to which Stacy responded 'I'm not depressed, I'm stressed!, My study journal notes from four 
of the five interviews undertaken with Stacy illustrated a woman cut off from emotional and practical support. Stacy had 
often become upset when talking of her isolation and the interviews were suspended during these times. The pressure 
to juggle finances, family, and Kevin's illness were immense. The children were also starting to ask questions about the 
changing behaviour and appearance of their Dad. I offered Stacy the numbers of cancer support agencies, and 
reinforced that the Cancer Centre CNS could be an avenue for support. With her permission I sent Stacy details of 
booklets produced to help talk with children when a parent has cancer. To my knowledge Stacy did not take up any of 
these options of support. 

An added stress for the women was having to continually recount how treatment was progressing 

and/or fielding questions and attention from family. A common complaint of the women was that 

they became 'piggy in the middle '. The man felt so ill he did not want to have to deal with family 

visitations or interrogations especially from parents. The men primarily wanted and needed the 

spouse/partner but few other people, this meant the woman was charged with keeping close family 

updated but also keeping them at a distance. Five women found this a difficult task and they were 

frequently accused of being selfish or overprotective by family members. 

It might be suggested that risk factors for women to experience the merry-go-round would include 

trying to juggle work and young families and focussing and caring for a man regularly admitted to 

hospital. Being in the prostate arm, without young children and retired, Derek and Sara, did not 

appear to meet the criteria associated with this category yet Sara described many of the tasks, 

emotions and experiences of the other women. The cause of the stress for Sara was twofold; i) 

During radiotherapy Derek had experienced severe gastrointestinal and urinary side effects and 

became very weak through the symptoms he experienced. Urinary frequency and nocturia resulted 

in sleepless nights for the couple. As a result Sara took on a carer role and had to take over many 

additional household tasks. ii) Due to the overwhelming side effects Derek was experiencing Sara 

felt a need to attend all treatments and this meant other household and daily activities had to be 

fitted in at other times. 

Not only did the couples 'focus on the man' during treatment, generally, but so did the health 

professionals. Perhaps this focus on treatment delivery and the man was appropriate. However, 

where the women commented 'but this was happening to us' or asked 'what about me' they 

described guilt or shame in wanting recognition or attention. Amy lamented; ' ... the other halves 

aren't having this done to them, but it's happening in their lives.' [A.2.23.1l-12]. And ' ... when 

you are as close as me and Luke are, it happens to us, and I think that is all too often forgotten ... ' 

[A.2.30.10-12]. 
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Three women approached palliative care services in the community as a source of information or 

emotional support. In each instance the women did not receive the input they requested, in one 

case the couple were out of the 'catchment' area for one nursing team, and for the other two it was 

identified that the man did not meet the 'palliative criteria'. 

In some ways the fast and furious nature of the 'merry-go-round' kept the spouse/partners going, 

they had little time to reflect, and it was not until treatment finished that the enormity of what they 

were dealing with, and the continual selfless giving of themselves, both on a physical and 

emotional level, began to impact, this is discussed later. 

4.9.6 Body watching 

During treatment the man's body was observed continuously by the couple. All body functions 

were scrupulously monitored for development of side effects, and any indication that the treatment 

might be working. 

Oliver believed he was so in tune with his body he knew the moment that the chemotherapy had 

killed his tumour. All of the couples in the testicular arm made some reference to the 

chemotherapy poisoning the man's body', or 'thoughts of toxins that needed to be removed'. 

When Oliver received his post chemotherapy hydration he described it as 'an absolutely incredible 

body cleansing experience' and 'it's washing you inside out '. There were frequent references by all 

participants of the need to 'listen to the body' where the limitations of the 'treated body' would 

dictate activities for the day. 

To some extent the women seemed more burdened by body watching. They appeared to feel the 

onus was on them to observe for potentially life threatening complications. Amy described her 

anxiety of being responsible for monitoring Luke's body when taking him home after his first 

treatment; ' .. .[/ was told] when you get home you will need to bother about this, that, and the 

other ... and / thought, so I'm taking this person out of hospital, and there's only me!' 

[Amy.2.15.30-32]. 

Monitoring tumour markers was routine practice during chemotherapy and was a component of 

body watching. The women were particularly anxious to be informed of the latest results whilst the 

majority of the men were not. The men could not cope with any potential negative information. 

4.9.7 Social comparison 

During radiotherapy some men (and on occaSIOns the spouse/partner) described supportive 

'chivvying' relationships that developed between the men and the radiographers and 
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reception/volunteer staff. Useful and practical tips for dealing with side effects were sometimes 

shared between 'regular attenders' at the department. However the majority of couples mentioned 

that there was little time or opportunity to get to know other patients or spouse/partners due to the 

varying time slots of treatment appointments. 

Participants from both study arms regularly mentioned watching other patients as a means of 

social comparison. These observations related to patients who appeared to be worse off than 

themselves. In participant narratives these observations were often followed with comments such 

as 'so I'm not so bad', 'it could be a lot worse', 'I've/we've nothing to complain about', 'at least 

I've had some life '. In this way these social comparisons appeared to be used to rationalise the 

couple's situation, and to deal with the negatives of their circumstances. In their accounts 

participants often cited these comments in the same manner as 'the prognostic mantra' and 

appeared to use this information to boost their belief that their situation was not as bad as it could 

be. For the men there seemed a fine line between using these observations to rationalise their own 

situation and the emotional difficulty witnessing other people, apparently, suffering from cancer. 

As men from the testicular arm received in-patient treatment there was more opportunity to talk to 

other men about their experiences than those men in the prostate arm. Eight men mentioned the 

camaraderie that developed when they were admitted to ward areas where there were other men 

receiving treatment of the same type. There were opportunities to find out if what they as 

individuals were experiencing were normal reactions. Practical tips were exchanged, and light

hearted banter helped pass the time. Conversation that did not centre on cancer was a welcome 

diversion. Although this camaraderie was considered beneficial any relationship that developed 

remained within the confines of the hospital ward and this was illuminated by Oliver; 'You don 'f 

keep in touch with anybody ... lads don't swap telephone numbers and stzifj [unlike women?] ... it is 

a different emotional side being a chap. '[RT.8.20-23]. However all of the men identified that their 

morale was affected by receiving treatment on ward areas where other patients were terminally ill. 

It was difficult to deal with the negatives and maintain the prognostic mantra when faced with 

others who had relapsed or who were dying. However when the men witnessed others receiving 

their last treatment and being discharged this reinforced the hope of a positive outcome for 

themselves. 

4.9.8 It's nearly over 

As with the previous phases there were elements of 'chunking' or 'boxing' the experience. Where 

cumulative effects of the treatment began to impact the couples initiated a mental countdown to 

the end of treatment. As the end of treatment approached the participants looked forward to being 

able to finish this latest chunk and move on beyond treatment. Participants anticipated some post 
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treatment effects but a rapid return to normal life was expected as Jon predicted; ' ... it's almost 

over you know, it's just then the recovery period after that, and getting back to some normality ... 

so quite an upheaval, it does turn your life aroundfor a little while ... '[Jon.2.3.32-35]. 

4.10 Phase 4. Post treatment 

Figure 4.6 Phase 4. Categories and associated themes 

It should be all right now shouldn't it? 

Emotional roller-coaster (continues) 

Searching for positives, dealing with 
negatives, and attempting to gain control 

Impact on masculinity 

'Moving on' and accepting: it's more 
mental than physical 

1 

( Categories: Red ] I Themes: Green & blue 

4.11 It should be aU right now shouldn't it? 
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Follow-up a double edged sword (including 
the holding bay) 
Follow-up: a cancer absence check 

The waiting game (again) 
'Cancer paranoia' 
The unknown (continues) 
After the meny-go-round stops: emotional 
fall-out 

Body watching and living through the man's 
body 
The prognostic mantra 

Orchidectomy & chemotherapy: Altered 
body image and fertility 
Hormone therapy & radiotherapy: 
Emasculation and sexual dysfunction 

Impact on relationships 
Cured or survivor: what's the label? 

The couples described they had been told that side effects may impact post treatment however they 

had not been prepared for the intensity, and the length of time some of them would take to resolve. 

All of the men described their surprise on fmding how residual tiredness affected them. This 

included feeling 'totally knackered' and that their 'get up and go' or 'zap' had gone. Some men 

described that it had taken several months before they felt their energy levels were approaching 

anything like normal. For three men from the prospective arm, this had not fully resolved by the 
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12 month post treatment interview, and four men in the retrospective arm complained of energy 

loss that appeared to be a permanent state. 

Sport and exercise activities that had been routine for the men before treatment was now more 

noticeable for the effort that was required to achieve them. For the men in the testicular arm this 

was compounded by cognitive difficulties, reduced concentration and motivation. In general, for 

those who had lost weight there were efforts to regain body bulk, for those who had gained weight, 

diets and toning exercise began. The men wanted to regain their pre-treatment body shape and 

fitness and this was proving to be a difficult task. 

Gynaecomastia remained resistant to the man's initiatives to reduce it (through diet and exercise) 

and was a continuing reminder of the cancer. Julian, Marcus and Colin underwent radiotherapy to 

the breast tissue to try to reduce this effect. Marcus was four years post treatment at the time of 

interview and he revealed that gynaecomastia still affected his actions; if swimming he wore a T

shirt to hide his chest, and previously a sun worshipper, he would now only sun-bathe in his own 

garden and if neighbours appeared he would automatically cover himself. 

In relation to chemotherapy, the men described that the lingering 'drug' smell that was excreted 

from their body took approximately a month to resolve. Tinnitus and alterations in taste were also 

evident but were not experienced to a degree where they were causing difficulty, or, these effects 

were slowly resolving. 

For the men in the prostate arm urinary frequency began to resolve several weeks after treatment. 

A belief that recovery was truly underway was acknowledged when milestones were achieved e.g. 

experiencing the first full night sleep that was not disturbed by nocturia or hot flushes. Having 

faith in the ability to control bowel habits took longer to resolve. For some of the men intermittent 

episodes of diarrhoea and proctitis continued beyond the first year after treatment. A reluctance to 

be away from toilet facilities impacted on social activities. A degree of stress incontinence of 

faeces was admitted by five of the men. Marcus and Noel described how they had to sit to urinate, 

as they would frequently pass faeces at the same time. Marcus described regaining his bowel 

control as a 'eureka moment' in his recovery; ' ... one of the big things is when you can actually 

stand up and urinate, but you know it's such a landmark, in the whole thing, and it's funny little 

things like that become important ... '[RP.3.11-14]. 

The medical advice given at this time was to take life easy, to convalesce and 'listen to the needs 

of the body', to increase exercise slowly, and return to work part time if possible. The men tended 

to ignore this advice (much to the frustration of the spouse/partners). Returning to work or pre 
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treatment activities and achieving pre-treatment fitness levels signalled a return to 'normality' and 

the men wanted to get to this stage without delay, they wanted to move on from the treatment 

experience. Although there was a desire to return to work Kevin and Tom were forced to go back 

to work before they had physically recovered due to financial difficulties and Oliver was 

pressurised by his employers to return to work. 

4.11.1 Follow-up appointments (a double edged sword) 

All participants admitted that waiting for the first post-treatment follow-up (flu) appointment was 

anxiety provoking. Immediately post treatment the focus for the couple was on 'body watching' 

i.e. observing the man's body to monitor the after effects of treatment but primarily to observe for 

any signs or symptoms of cancer presence. It was difficult to judge if symptoms were normal, or, 

expected side effects of treatment, other body processes, or indicators of recurrence. This was a 

confusing and anxiety provoking time as the majority of men had little or no indication that there 

had been anything seriously wrong with their bodies at the time of diagnosis. Now they had little 

faith in their own ability (and their 'body barometer) to judge how successful the treatment had 

been. Through 'listening to' and observing the man's body 11 participants had convinced 

themselves that the cancer was still present. Through 'body watching' the couple seemed to be 

'living through the man's body'. Amy mentioned a common thought process of other participants 

by identifying that the cancer 'it speaks, it's see-able' through the markers. Tumour markers and 

scans were making the internal body visible, and appeared in some way to detach the workings of 

the body from the control of the man. Although the intensity of body watching reduced as time 

moved on it was still a behaviour identified in the accounts of participants at the 12 month 

interview and in the narratives of retrospective arm participants. 

Post treatment the couples just wanted confirmation that the cancer had been eradicated and a 

tense 'waiting game' was experienced. Once these results had been received there was a period of 

post treatment reassurance. For some participants this lasted until a few days before the next flu 

appointment, for others doubts and 'cancer paranoia' began much earlier. 

After the first flu appointments men in the prostate arm were given the opportunity of having the 

PSA blood marker tests in advance so that the results were available for flu. For some reason this 

practice was not extended to the men in the testicular arm, these men had their blood tests the day 

before or on the day of the appointment, therefore the current results were not available on the day. 

These couples were told 'if you don't hear from us assume everything is ok'. Immediately post 

treatment these couples were still searching for positive indicators of treatment success, they 

needed the continual reassurance that cancer was not re-activating, 'assuming' tests were 

satisfactory did not provide this reassurance. On occasions clinician's indicated they were aware of 
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this anxiety by suggesting the couple could ring through to their secretary to find out the results. If 

the men were experiencing symptoms that might have been an indication of relapse the review of 

the documentation identified instances where letters of reassurance were sent to individuals to 

inform them all was clear. One eNS became aware of men who found this 'waiting game' 

excessively distressing and offered to phone through the results as soon as they were available. 

All of the participants were understandably anxIOUS to gam test results as they conferred 

reassurance. However, some participants acknowledged they were becoming psychologically 

'marker dependent'. This behaviour was getting in the way of moving on. The following case 

extract details how marker dependency developed very early in the case of one couple and 

illustrates the continued mental trauma this created post treatment. 

Case 4. Prospective prostate arm: Julian and Grace 
Throughout their experience this couple tried numerous ways to assert control over their situation, and one mechanism 
they used was to monitor the level of treatment success through PSA tests. This couple had instigated extra tests from 
the commencement of hormone therapy. The emotional relief gained from monitoring the reducing PSA was important 
for both Julian and Grace. However it also appeared to mark the beginning of a tumour marker dependency, during his 
first interview julian identified; ' ... keeping watch of the PSA, an important thing is the PSA and al/ this sort of thing, to 
tune into that, cos I am going to be on the Casodex for some time.' [J.1.6.13-15]. Julian needed to know what was 
happening inside his body. 

A further instance of Julian's PSA dependency, occurred as a result of his radiotherapy treatment delay. Julian had an 
unplanned, extra three months waiting before commencing conformal radiotherapy ('which was exceedingly mentally 
traumatic). During this time, Julian needed the positive reassurance of another marker result. A previous result had 
dropped from 29 at diagnosis to 13 which had been a 'good positive indicator', however, the latest result was also 13, 
this was a huge disappointing shock. Julian had assumed the level would have halved again as was the previous trend. 
Two further tests revealed a plateau of PSA readings of 10.3. Julian's immediate response was that the cancer was 
taking control of his body again and he instantly attempted to contact the oncologist for an explanation and reassurance. 
Julian received a logical explanation that after long term Casodex use the common pattern was that a plateau did occur. 
Julian lamented that this was the type of information that he needed in advance to prevent his over-anxiety from an 
expected phenomena. However, this 'slowing' in the PSA reduction reinforced Julian's anxiety that only the radiotherapy 
could eradicate his cancer. 

On completion of radiotherapy the couple's anxiety was high until the first post treatment PSA This had reduced to a 
level of 4.2 but even then Julian needed the next result to see there was a downward trend that continued post 
radiotherapy. 

When I asked Julian if I could observe his first flu appointment he indicated that he would prefer me not to attend. His 
fear of treatment failure and his emotional reaction to this possible reality was something he did not want witnessed. 
Julian allowed me to attend his third flu from which the following are from my observations: 'On entering the consulting 
room the couple's anxiety was palpable [they were squeezing each others' hands and their gaze moved from the 
consultant to the notes containing Julian's results). Julian's immediate conversation centred on the latest PSA result, 
conveyance of the verbal result was not enough for Julian he had to see, confirm, and touch the results slip.' [J. FlU 
8.5.03 journal notes pg. 1]. Proof of cancer control was essential. Although Grace asked for clarification on occasions, 
Julian directed the main content of the appointment, he wanted reassurance of further treatment options if relapse 
occurred. The consultant engaged the couple via verbal exchange and eye contact. All questions were answered 
patiently and regular reassurance of a positive prognosis was provided. However when the consultant suggested 
extending flu from three to six month intervals: 'I could visibly see Julian fighting with the need to let go of the mental 
reassurance of frequent PSAs.' [J.FIU 8.5.03. joumal notes pg2]. The consultant did not miss Julian's reaction and 
further reassurance was offered. Julian acknowledged his PSA dependency and the logic of needing to let go to move 
on. Julian heSitantly agreed to move on to six monthly flu. 
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Other participants also recognised that they would have to wean themselves off this emotional 

crutch. Some participants took the active decision to let go of the reliance on marker results, 

however there were couples, several years post treatment, who could not, as Debbie illustrates; ' ... 

it doesn't really hit me till he's had his bloods done, and it's always me that will ring up the eNS 

to see if it's okl ... and it's because he {Oliver} keeps saying, '] wonder what me bloods have 

done? ' And he will say 'what do you think? " yeah you want to know, and then when you ring it's, 

'what are you ringingfor?' [RT.1 S.9-13]. 

Extending the time between flu appointments was viewed in different ways; reluctance to let go of 

the 'security blanket' of frequent reassurance versus the optimism that everything must be all right 

and acceptance that the risk of recurrence must be reducing. The 'independent sceptics' appeared 

to find it more difficult to relinquish frequent 'cancer absence checks' compared with the 

'paternalistic believers'. Until participants could let go of the dependency on clinical 

investigations they somehow seemed trapped in a 'holding bay' waiting for the cancer threat to be 

removed to allow them to move forward. 

4.11.2 Follow-up: a cancer absence check 

Post treatment the flu appointments were the only formal opportunity participants had to discuss or 

find out information relating to their case from the oncology team. During the study, I attended 

and observed flu appointments (of prospective arm participants), and reviewed the flu annotations 

in oncology case notes. Through this data and field observations it was identified that the primary 

focus of health professionals and to some degree the participants, was cancer surveillance and 

monitoring of side effects directly related to the oncology treatment. It was revealing that in their 

accounts all participants used the term 'check-up' to describe the follow-up appointments. 

However there were exceptions to a singular focus on a cancer absence check. Julian's experience 

as described in the previous case extract covered issues other than a cancer absence check. Also 

during the first post treatment appointment of two participants from the testicular arm, one 

clinician spent time discussing the treatment that had been given, detailing the results of the post 

treatment investigations, identifying the format that flu would take, and suggesting health 

surveillance measures the man might wish to consider i.e. regular blood pressure monitoring, and 

cholesterol checks, a question and answer session followed where the man and spouse/partner 

were encouraged to highlight any queries. This intensive pattern of interaction and information 

giving was not observed in subsequent appointments. 

Individual clinicians took differing amounts of time and effort to question participants about 

potential areas of difficulty. Where problems were identified, which could be improved or dealt 
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with, clinicians willingly intervened. Difficulties seemed to occur where participants did not feel 

able to communicate problems or queries, or clinicians did not take the time or opportunity to 

probe and gain a thorough picture of the couple's situation. 

Generally the flu appointment followed a typical pattern and in some ways this appeared to hinder 

communication. On entering the flu appointment a common initiating comment from the clinician 

to the man would be 'hello, how are you doing?', or 'how are things?', 'everything ok?' and the 

reply would be 'fine thanks how are you?' this verbal interaction appeared to be more of a 

recognised greeting than serious questioning and rarely resulted in any revelation of problems on 

the part of the man. This exchange was frequently followed by the clinician informing the man of 

the latest markerlscan result, the relief of hearing this positive information would often override 

any questions the man may have had or have been too embarrassed to raise. For men from the 

testicular arm a physical examination then took place. Generally, unless the clinician focused on 

specific questioning of potential side effects or problems the man (and spouselpartner if in 

attendance) appeared to fmd difficulty in initiating discussion of issues that were causing obstacles 

to recovery or anxiety. 

On occasions I observed participants raise issues that were important to them, only to have these 

questions treated lightly or ignored. If participants felt their questions had been not been taken 

seriously they were then reluctant to raise further issues. When I asked participants at interview 

about raising questions at flu the following comments were offered as reasons why they were 

inhibited: 

.. Some of the women indicated that the appointment was 'his appointment, it was his cancer' 

and the priority was for the man to ask his questions. 

.. The appointments were often crowded with clinic staff, students, and people coming and 

going, therefore it was not an environment conducive to asking potentially embarrassing 

questions, or there was an awareness of pressure on clinicians, and there were other patients 

waiting to be seen. 

.. Not wanting to ask queries that seemed irrelevant or 'little' questions that didn't really matter 

or that clinicians might find stupid. 

.. A particular issue for men in the prostate arm was that there was little continuity, many of the 

couples did not see the same clinician more than once and it was difficult to develop a 

relationship, rapport, or to be given consistency in the interpretation of results. 

I had noticed that where a eNS was present at the flu clinics the man would frequently make a 

point of seeing and chatting to this nurse before or after the £lu appointment. Adam, Kevin and 

Luke mentioned that they used this encounter to clarity information and gain reassurance. 
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Participants would use opportunistic encounters to gain information but admitted they would 

rarely contact the CNS by telephone unless it was an emergency because they considered the CNS 

would be too busy. 

It was noticeable that something in the emphasis/rapport/interaction during consultations had 

changed from the diagnosis and treatment phase to post treatment. I struggled to find the words to 

describe this in my field observation notes untill interviewed Oliver. Before I asked him about his 

flu experience Oliver commented on the difference between health professionals' interaction 

before and after treatment: ' ... yes he [CNS} probably has to be there when you are first diagnosed 

and stuff, giving you support while you are in the [consulting] room, you are not alone and you 

know, [the CNS can} see your reaction, then he can talk to you outside, follow up stz#, it does get 

very clinical [post treatment}, I have noticed the difference, especially as soon as they made me 

better, the operation [RP LND}, yes we have got it all, that was it, there was a marked difference in 

the way they approached you and treated you, I don't know if anybody else has said the same, but 

as soon as they have had the operation and the lab results back saying it's all gone then it's a 

totally different type of emotional care that you have, it's very clinical after ... yes there is a mark 

like, you step over there, it's gone to a very different approach but you have still got these hang 

ups about treatment, whether or not the drugs, long term are going to affect you, father kids, 

whether or not it's going to come back ... 'and ' ... very poor after care, great up to sorting you out, 

then bye, we will see you in three months, six months whatever and then you are left alone big 

time, and it's a big world out there ... ' [O.RT.17.24-34. and 18.3-5]. The feeling of loss and 

abandonment appeared to be more evident for those men who had received treatment as an in

patient. However other participants also alluded to this feeling of not being as important post 

treatment. Participants could understand the focus of clinicians had to be on the next new patients 

but could not deny feeling the post oncology experience was not a clinical priority. 

In the previous paragraphs the reporting of the study fmdings have highlighted the tendency for flu 

appointments to concentrate on the format of 'a cancer absence check'. My observation was that 

because of this focus these consultations were lost opportunities. However, 11 of the men 

identified that 'getting in and out' of the appointment with an all-clear was all that they wanted; 

' .. .just being told you're clear and we'll arrange another appointment that's enough for me ... ' 

[Jon.12.1.28-29]. And ' .. .1 think the quicker we get there, the quicker I get in, see him, get out 

again we're back home, you know, no patient wants to sit there all day you know waiting around, I 

want to get in because in-between the treatment going for me booster sometimes I could be there 

for hours ... I've got better things to do than being here ... '[Eddie.RT.15.1-6]. 
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Seven of these 11 men were from the 'paternalistic believers' group, previously identified in the 

oncology treatment plan phase. These men were happy to be told that they no longer had cancer, 

and they had faith and belief in their oncology clinicians, if that was all that was needed as flu then 

they were satisfied. Tn my journal notes I had added 'but if these people do not know what other 

services might be available to assist them, they will be happy with what they receive '. Four of the 

eleven men had not been identified as 'paternalistic believers' they described finding it 

exceedingly difficult to return to the hospital where they had spent so much of their treatment 

time. These appointments brought back too many difficult memories and regularly being faced 

with other people still on treatment or obviously not responding to treatment did not help them in 

their need to deal with and 'forget' the cancer experience. These men did have issues that were 

ongoing relating to their experience but in their desire to get in and out of the hospital 

environment, as quickly as possible these issues were not always aired. 

Three men had flu appointments at hospital sites that were not connected with their oncology 

treatment. These men considered not having this association was beneficial to their mental 

recovery. 

A cancer absence check may have been all that these 11 men wanted or could deal with, however, 

nine of their spouse/partners expressed their need for flu to be more. These women had 

information needs and wanted to discuss issues that were affecting them individually and as a 

couple. These spouse/partners and six other couples wanted flu appointments or an alternative 

avenue of support/information to include: 

II Advice about life changes that could be introduced in an attempt to prevent cancer recurrence. 

II More information relevant to the potential long term side effects of treatment and what signs 

to be vigilant for. 

II Updates of advances in treatments/screening. Not only for the man but information that might 

be pertinent for family members especially children (the benefit of genetic screening). 

II Consideration and advice relating to fertility, sexual performance, and the risks to the woman 

of contamination by chemotherapy/radiotherapy/tumour through sexual contact. 

II Detailed information about the potential follow-up plan, describing the logic of routine 

investigations and appointment time-scales. 

II An informal opportunity to talk about the expenence, and chat through 'non-important' 

thoughts and queries. 

4.12 Searching for positives, dealing with negatives, and attempting to gain control 

The degree to which post treatment reassurance was gained appeared to be dependent on several 

factors; the intensity and type of continuing side effects, the extent to which the participants 
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believed in the initial prognostic information (the prognostic mantra) that had been given, and life 

experiences that occurred previous to the diagnosis. Adam, Brenda, Derek/Sara, Julian, Kevin, 

Ronnie, and Tom experienced and acknowledged their negative outlook and on examination of 

their accounts evidence could be found which had prevented these participants dealing with the 

negatives they experienced. Some of these instances will be explored in the following case 

extracts. 

Case 12. Retrospective prostate arm: Dan and Brenda 
In Brenda's account the difficulty dealing with the negatives appeared to be induced with doubts about diagnostic or 
staging information. Brenda described that she had 'missed out' on her husband's first consultation with the oncologist 
and that she had needed more information at that time about Dan's cancer and prognosis to try to begin making sense 
of their experience. Brenda mentioned ' ... [the oncologist} has perhaps told us more after treatment than the initial 
[diagnosis} .. .' [B.RP.11.11-12]. Brenda's fears of cancer recurrence did not begin to resolve until some months after 
treatment when she had the opportunity to find answers to unresolved questions. The documentation review revealed 
that Dan's actions had been instrumental in denying Brenda the information she needed, the annotation from his first 
oncology consultation reads: 'Long talk about prostate carcinoma and its treatment. He [Dan} asked me directly the 
prognosis which I said I was unable to give as we have not yet finished staging the disease. It needs a pelvic MRI scan. 
He came to the clinic without his wife so that he could ask that particular question.' Ironically in trying to protect his wife, 
Dan may have inadvertently caused more distress and doubt and prevented Brenda 'dealing with the negatives' early in 
their cancer experience. 

For several of the men (prostate and testicular), ambiguity (or perceived ambiguity) at diagnosis 

concerning the amount of treatment that would be needed, continued to impact during the post 

treatment phase. In particular, five men with testicular cancer had experienced incoming staging 

information that resulted in their treatment plans evolving over time. The following description of 

the experience of Joel and then Adam is offered to illustrate the differing outcome of perceived 

treatment ambiguity. 

Case 6. Prospective testicular arm: Joel and Maria 
In Joel's case, post-chemotherapy, a previously enlarged retroperitoneal lymph node had shrunk to a level where there 
was no conclusive evidence that surgery would or would not be of benefit. The choice concerning surgery was his. I 
observed the follow-up appOintment when Joel was given this information. The consultant provided Joel with all the 
facts, repeated information, and answered questions clear/y. However it was obvious the doctor considered a 'watch 
and wait' option over extensive abdominal surgery would be an acceptable way forward. Joel's questioning focused on 
the chance of relapse or survival that surgery or watch and wait could offer. I deduced from these questions that for Joel 
there would only be one option to prevent future anxiety. Joel chose surgery and he explained; ' ... I sort of dedded 
when [the oncologist} said it was up to me if I needed the operation, I decided there and then really, I would have the 
operation, mainly because although the chances are that the cancer would have gone, there's still a small chance that it 
won't, and I won't take that chance.' [J.3.2.17-12]. and' It's more like to satisfy my own mind, you know, that it's like I 
can go forward now and you know what I mean, cos it was always going to be a worry.' [J.3.13.12-14]. 

By choosing RPLND Joel believed he had taken all the measures that were open to him to eradicate the possibility of 
cancer recurrence. By the 12 month interview Joel and Maria stated life was 'just like normal now. Apart from a degree 
of pre-follow-up anxiety the cancer experience did not appear to be causing great emotional trauma or 'cancer 
paranoia'. The couple's greatest concern was that as a result of Joel's cancer history their plans to emigrate might be 
disrupted. Negative thought processes appeared to have been reduced with the control Joel exerted over his final 
treatment choice. 
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A different outcome is illustrated when Joel's experience is compared with that of Adam in the 

following case extract 

Case 15. Retrospective testicular arm: Adam and Faith 
Adam considered his GP had ignored his symptoms for several years before his diagnosis and felt this had contributed 
to what he considered his 'advanced disease'. Therefore at diagnosis Adam had little positive information to use to deal 
with negative thoughts. When given his oncology treatment plan Adam and Faith were wamed that RPLND might be a 
post chemotherapy option. This excerpt was taken from the diagnostic summary in Adam's oncology notes; 'Side effects 
of treatment explained to the patient and his wife. Sperm banking declined. I have emphasised that the cure rate for 
metastatic teratoma is high, but that it is more difficult to be precise about this in the face of mixed germ cell 
tumours/sarcomatous type tumours. It is virtually certain that he will require an elective RPLND post chemotherapy and 
that will help with further prognosis setting. I have warned him of the likelihood of this'. From this quote it appears it was 
not possible to provide Adam with information that he could tum into a 'positive prognostic mantra', there was doubt and 
uncertainty about the further treatment options, and the final therapeutic outcome. All of the information given to Adam 
in the early stages of his experience did little to dispel uncertainty and cancer fears, it appeared that the doubt relating to 
the possibility of recurrence was not resolved or dealt with. 

From Adam's account and the documentation review it was identified that the chemotherapy had been more effective 
than predicted at diagnosis. It appeared that it was decided on Adam's behalf that RPLND was not necessary. In his 
interview Adam described post treatment 'cancer paranoia', any ache or pain was evidence of recurrence. Since 
treatment Adam had sought multiple avenues of information to try to educate himself about testicular cancer. When I 
met Adam he described how he found the CT scans reassuring 'I look forward to them'. Adam described dependence 
for CT scans and a need to know what was happening within his body. Adam had kept a continual record of his 
treatment experience on his home computer, and before I left the couple's home he printed me a copy. All dates times, 
and outcomes of CT scans were in bold, capital letters. 

When I undertook the documentation review of Adams flu notes a pattem of behaviour that seemed to stem from 
Adam's fear of cancer reactivation from the abdominal lymph node became clearer. The following extracts were taken 
from Adams oncology notes (identified in italics) and my study journal: 
• Where the timing of Adam's flu appOintments extended from one to two months he reported 'museulo-skeletal 

ehest pains', which were investigated (were these interpreted as lung metastases by Adam?). 
• During the next flu Adam reported 'visual disturbances' that were investigated (were these interpreted as brain 

metastases by Adam?). 
• The next clinic appointment was brought forward by Adam due to ' ... having noticed a small nodule in the left 

epididymus. On examination I can deted no definite abnonnality. Reassured. CT in January. ' (was this interpreted 
as a second testicular tumour by Adam?). 

• There was one further flu appOintment before Adam confronted the consultant with what appeared to be the 
underlying reason for his regular reporting of symptoms; 'Well. No signs or symptoms of recurrent disease. TMs 
nonnal last time. Concemed about residual disease. I explained that this last CT scan showed no significant 
abnonnality, He raised the question of surgery [RPLND] and I explained that there is little to be gained from this 
massive operation. Reassured and review in 3 months time.' 

It seemed that Adam was experiencing and trying to express continued doubt conceming his disease status. This 
appeared to be getting in the way of Adam having faith in his 'cancer-free' body and gaining control in his post treatment 
life. At the time of interview Adam was two years and eleven months post treatment. He believed that his timeline for 
recurrence was three years. Once beyond this deadline he had convinced himself the risk of cancer development was 
minimal, he was awaiting his third year CT scan when we met. 

The description of the differing outcome of the experience of Adam and Joel are provided for 

illustration. However 12 other participants had difficulty rationalising or dealing with doubts 

concerning successful cancer treatment. Whilst the remaining participants, did not appear to have 

doubts that caused the same degree of trauma in such a long term manner. Thoughts of cancer 

recurrence were evident for all participants, the degree to which they individually rationalised or 

managed to 'forget' or push this anxiety to the back of their mind varied. 
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4.12.1 After the merry-go-round stops: Emotional fall-out 

Post treatment the couples attempted to regain 'normality'. It was at this time when the reality of 

the cancer experience seemed to affect most of the (younger) spouse/partners, the continual stress 

of 'the merry-go-round' appeared to have taken its toll emotionally. Brenda and Stacy began 

encountering difficulties during treatment which continued after i.e. panic attacks and insomnia. 

Post treatment five women also began experiencing difficulties which ranged from panic attacks, 

flashbacks, and worse as described by Karen; ' .. .I was quite traumatised, probably quite 

depressed .. .! just used to sometimes go into work and be so flat and couldn't sort of cope with life 

which isn't my sort of persollality ... then I found out I was pregnant with my son, which was 

fantastic when we thought we couldn't conceive after chemo .. .! wasn't elated about a second baby 

coming along and I thought I should be but I'm not ... ' [K.RT.8.18-24]. 

Although each individual spouse/partner experience was particular, the following case extract is 

offered to highlight the degree of emotional trauma that could be experienced. 

Case 9. Prospective testicular arm: Luke and Amy 
I was always fascinated when interviewing Amy. I was rarely able to ask the initial stem question of the interview 
schedule before Amy launched into her current description of the couple's experience. At our first meeting Amy was a 
vivacious woman but as the serial interviews progressed I noted a marked change in Amy, her fighting spirit had been 
quashed, she looked visibly exhausted, her once immaculate appearance was no longer maintained, and she had 
gained weight. Only at the last, 12 month interview, did I notice that Amy was beginning to care about her appearance 
once more. Amy often talked with anger and frustration, in that she felt she had no control throughout the cancer 
experience and she referred to being 'dis-empowered' by the health care system. Amy identified only having belief and 
trust in individual health professionals. Amy 'held ouf until Luke had received his last chemotherapy but then turned to 
her GP to obtain a sick note because she 'couldn't talk about anything without crying'. The GP offered Prozac for 
depression but Amy refused because she felt the cause of her difficulties were emotional, and physical exhaustion not 
depression, and she considered; 
' ... actually I'm not entirely sure that I was depressed ... I was at the end of my proverbial tether ... but him saying I was 
depressed made me think I hadn't coped which made me feel more dis-empowered, because somehow I hadn't hacked 
it, none of this has actually happened to me has it? all of this bad stuff has happened to LUke.' 
Researcher: 'so why do you say that, you are a couple you are both going through this?' 
Amy: ' ... maybe it's me, you know somehow I felt that I'd let the side down, I hadn1 been able to hack all of that and 
carry on working, even now, I just felt it's all this dis-empowerment, I had no control, everything was going on, and there 
was nothing I could do about anything and I wanted to say stop! Which is what I did in the end .. .' [A.3.9.2-17]. 

By 'going off sick' Amy believed yust one bit of pressure had come off and it was enough for her to start 'getting it all 
back together again'. It somehow seemed ironic that Luke returned to work before Amy was mentally/emotionally fit to 
do so. At the time of the 12 month post treatment interview Amy was still expressing difficulty in dealing with the cancer 
experience and she had made a conscious choice to disengage from NHS contact, this included not attending flu 
appointments. When I asked Luke how he felt the experience had affected Amy, he responded that he rarely mentioned 
the subject as remembering the treatment phase upset Amy too much. 

Brenda's account reflected many of the same sentiments (in relation to loss of control) as that of 

Amy, except Brenda used Prozac to 'cope again', to gain control. Brenda used Prozac for six 

months and then decided 'I made a conscious decision that I didn't want to take it any more .. .! 

went to see him {GPJ and I said I don't want to have to take this any more, I think I'm ready to 

come off . .! came off it and I was absolutely fine, and I think I needed it for a reason, and it 
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worked jar me ... ' B.RP .10.3-7. Brenda was the only spouse/partner to accept medication but all of 

these women (except Faith) were offered antidepressants when they sought help. 

This category related specifically to the spouse/partner and the emotional fallout from the 

overwhelming and exhausting experience of coping during treatment. It does not mean to suggest 

that other participants did not experience emotional difficulty in coming to terms with their cancer 

experience, indeed there were frequent references by the men in relation to having to deal with the 

mental impact or their 'heads tate '. 

4.13 Impact on masculinity 

The potential effects of the experience on masculinity took precedence again once therapy had 

been completed. Due to the age of participants and the distinctive treatment modalities and effects 

the impact on masculinity and sexual function differed between the prostate and testicular arm 

couples and will be described separately in the following two sections. 

4.13.1 Orchidectomy and chemotherapy: Altered body image, and fertility 

As identified in Phase 1 the men required regular reassurance from their spouse/partner that they 

were still attractive and that a loss of a testicle did not equate to being less of a man. However, 

now the impact on masculinity also related to fertility. The need was to know the fertility status of 

the man, for some couples this related to the need for contraception and for others the need to 

make decisions concerning pregnancy and/or IVF. Five women had commented that during and 

after treatment they were fearful of contamination through sexual intercourse from either cancer, 

the radiation or chemotherapy. This had resulted in less or no sexual intercourse during the period 

in which the women felt there was a contamination risk or sexual practices changed e.g. oral sex 

was no longer performed. The extract from the following case illustrates some of these issues. 

Case 8. Prospective testicular ann: Kevin and Stacy 
One of Stacy's 'little' questions that she wanted to ask at flu but felt inhibited in doing so, related to Kevin's fertility 
status. Finding a suitable form of contraception had eluded Stacy for many years. With four children she no longer 
wanted another child. She was also petrified of conceiving a baby that had some form of chemotherapy related foetal 
abnormality. Because of these doubts Stacy explained a deterioration in the couple's sex life; t ••• I do catch really easily 
and I keep thinking, that's why, a lot of the time why I push him away as well, I think no! stay away. 'S.3.21.1-3. However 
if Kevin was now infertile these fears were unwarranted. Stacy wanted Kevin to have a sperm count. Both Stacy and 
Kevin had differing worries concerning his fertility status yet they did not appear to discuss these thoughts. Kevin did not 
want any more children or a vasectomy but what he did not want to face was having to acknowledge he was now 
infertile. Kevin was proud that he had fathered four children. Being fertile was important to him. On several occasions 
during interview Kevin alluded to 'firing blanks' and being less of a man. 

Although fertility status was an issue for this couple, the subject was not raised until the fifth flu appointment (which I 
observed). During this appointment Kevin made several jokey innuendoes that his sex life was non-existent. The doctor 
replied in the same joking fashion and missed the subtle cue that this might be a serious issue for the couple. It was not 
until the 'goodbyes' of this appointment that Stacy inte~ected and asked for a sperm count. Once the doctor realised 
there was a problem, he was empathetic and arranged the test to coincide with Kevin's commitments. However I noted 
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in my study joumal 'Stacy may soon have an answer but Kevin appeared crest-fal/en, it seems too soon for him to face 
a sperm count that might indicate he is infertile.' [KJ/u 21.10.03. journal notes pg2]. 

Alice confided that until Toby's diagnosis she had not thought about having more children but 

once the possibility of having more had been potentially removed it had become an issue. Zoe and 

Bill had several unsuccessful attempts with IVF before Bill's diagnosis and treatment. Zoe 

considered that the cancer treatment had been the deciding factor in letting go of the possibility of 

having a child (after the trauma of treatment they could not face further emotional heartache). 

Esme found it difficult waiting for the 'safe window' of 12 months to elapse before she and Jon 

could contemplate trying for a second child. Whilst Karen's GP had convinced her that it was 

impossible for Tom to regain fertility after chemotherapy and she was thankful that they already 

had one child. 

At the 12 month interview, prospective testicular couples were beginning to realise that issues 

surrounding fertility status might be the next 'chunk' or phase of the experience that they would 

have to deal with. With the exception of Luke and Amy it was the retrospective arm participants 

who had reached this predicament and described this in their accounts. The following case extract 

details the difficulty in trying to come to terms with a decision concerning IVF. 

Case 9. Prospective testicular arm: Luke and Amy 
Before Luke's diagnosis this couple had been trying to conceive for several years without success. On Luke's cancer 
diagnosis, investigations re the couple's infertility had been put on hold. At diagnosis Luke was 30 years old, and at 37 
years of age Amy was worried that any chances of conceiving where eroding at a rapid rate. After chemotherapy, at the 
couple's request, the oncology team arranged an early referral to fertility services. 

Luke and Amy likened IVF to the unknown of starting treatment all over again. Amy became disillusioned straight away' 
'" you're referred [to the IVF clinic] as a couple but it doesn1 say any of that on the [appointment] letter it just says Mr L. 
Smith '" and then attached to it is a price list! [A. 3. 1 0.31-32]. 

Luke felt guilt at putting Amy through the trauma that IVF would entail and explained 'It's my fault, because it's got 
nothing to do with Amy'. Luke questioned whether the couple could cope with the added financial and emotional trauma 
of IVF especially as the odds of success were only 25%. Luke would have liked a child but was not going to force the 
issue as he considered that Amy 'hates anything that relates to the cancer experience' and Luke believed it was these 
feelings rather than the obstades of the IVF process that prevented Amy 'fighting' for a child. 

In her 12 month interview Amy described how the couple had reached the stage in the IVF process where the decision 
had to be made whether to go ahead or not, Amy had cancelled the latest appointment and explained: ' ... I feel, this is 
horrible really, I feel as if I'm forcing the issue, about babies, I feel as if, I'm having to make a decision now as a 
consequence of Luke's cancer, which is being forced on me, and I also feel that it's a lot of money, and potentially I'm 
setting myself up to fail ... there's a lot of emotions going on at the moment that are giving me quite a bit of grief '" I'm 
aware that it's going to be an emotional roller-coaster, as before [with the cancer experience], only worse .. .' [A.5.4.18-
26]. For this couple the issue of IVF was eclipsing the possibility of 'forgetting' the cancer experience or gaining a 
degree of control in directing their lives without constantly having to consider their future in the context of cancer. 

Debbie and Oliver were further ahead with IVF than the previous couple. The process had not 

been easy, and the couple had not been prepared for the continuing roller-coaster of emotion that 

this would bring. Age was also a consideration for Debbie, and the couple turned to IVF 
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immediately post treatment. The first IVF treatment failed and a second resulted in a miscarriage 

which was 'absolutely devastating, another kick in the teeth'. Oliver felt guilt, as he was 

convinced Debbie was only going through the IVF process for him. To the couple's utter shock 

Debbie conceived naturally. The couple then had to deal with feelings of fear and guilt as the 

unknown risks of chemotherapy induced genetic and foetal abnormality became an issue. 

The previous examples identify the continuing impact from chemotherapy administration. The 

following identifies issues for the prostate couples. 

4.13.2 Hormone therapy and radiotherapy: Emasculation and sexual dysfunction 

Three couples experienced sexual difficulties before the cancer diagnosis. Two of these couples 

had sought intervention through their GP or specialist clinics. The remaining couple identified that 

their sex life had not been active for several years and that this was an expected outcome of the 

ageing process. 

During the diagnosis and staging phase Claude and Hilary were made aware of the possibility of 

erectile dysfunction. Their CNS took the opportunity to discuss difficulties that might manifest 

from treatment and offered advice concerning medicationltreatment that could help. Claude and 

Hilary were the only couple to be offered continued assessment and support in relation their sexual 

relationship. 

Two couples mentioned their difficulties during flu appointments and were then referred to a 

CNS/erectile dysfunction clinic, which they found beneficial. 

With or without support and referral to services aimed at maximising sexual function the impact of 

this 'side effect' was devastating for the couples. The growing realisation that erectile function 

would probably be impaired permanently was a major hurdle to overcome. The following extract 

from Derek's account identifies many of these issues, none of which were identified in flu 

consultations or annotated in his oncology notes. 

Case 2. Prospective prostate arm: Derek and Sara 
DUring radiotherapy Derek had experienced severe side effects and this had 'knocked his confidence'. As new 
unexpected side effects developed post treatment, Derek commented that his certainty in his body was being eroded, 
his body was no longer 'invindble' and accepting this was difficult. Erectile difficulties had been experienced with 
hormone therapy. Sexual intercourse 'was not like it was' but penetrative sex and orgasm were achievable. However 
after radiotherapy erectile function reduced further. Derek's account describes this effect, its impact, and his thoughts: 
Derek: ' ... it's affeded my sex life a lot more now, in fact as far as I'm concemed it's virtually come to a stand still, but 
my wife's very go09, and I do what some women do I fake, you know act, and she's satisfied, so, but that's definitely, I 
was doing well at first and all of a sudden it just went, but I'd read about it so it wasn't a surprise to me '" 
Researcher: 'So how does that make you feef?' 

146 



Derek: 'You have the choice don't you, you have the treatment or you let the cancer grow and it kills you ... I mean I'm 
not a teenager, I thought I might be able to do without the sex part, but there again my wife's very, very good, I think, 
how would I feel if it was the other way round, I've often read about women acting, so I thought well I'll do the same, and 
she said I've managed at the moment to satisfy her, but you know when you're acting it does nothing for me at all ... ' 
[D.4.2.23-38]. 

Even in this couple's caring, and close relationship there were some issues that could not be talked about, Derek 
continues: ' ... she probably guesses [I fake], we talk about it [cancer] but not, that's a little bit much because if I did she 
would think I was making it a chore for myself, well it's not, but it's not the same, so that's the thing that's really hit 
because we've always been really loving towards one another, and as we've got older it hasn't diminished, well it hadn't 
before ... 
Researcher: So have any health professionals asked you about that side of the effects of treatment? 
Derek: No they're not interested are they, too busy, I mean I understand that' [D.4.1-10]. Derek went on to describe that 
the staff were too busy treating and keeping the next patient alive '/ feel this sort of thing [sexual rehabilitation] is almost 
irrelevanf. The trade off for cure was loss of an enjoyable sexual relationship. There was almost a resigned acceptance 
that sex would have to be sacrificed. 

The last quote underlined the fact that Derek would only offer information to the oncology health professionals if they 
asked the right questions. However he had approached his GP for Viagra. As with several of the other participants the 
side effects experienced (headaches, flushed facial colour, nose bleeds) prevented further use. 

This section identified difficulties from deteriorating sexual function, however other issues 

impacted on relationships and these are detailed in the following section. 

4.14 'Moving on' and accepting: It's more mental than physical 

4.14.1 Impact on relationships 

One of the questions I asked at interview was 'Has this experience affected you as a couple?'. 

Common responses were, 'its brought us closer, if that's possible', 'we now share an emotional 

bond', "we're stronger', 'we were really close before so it would be difficult for us to be closer '. 

Five women commented that their man had become more attentive or loving. 

Some couples identified that they were stronger/closer on one level because of the emotional 

impact of living through cancer together, yet it wasn't totally a sharing experience. Once again 

there appeared to be two differing experiences, those couples who had not experienced 

relationship issues or had overcome any problems, and those experiencing ongoing difficulties. 

Although a minority, I felt it was important to identify that four couples in the retrospective arm 

had experienced relationship difficulties. The distance from treatment meant these couples had 

experienced more of the long term difficulties that the prospective arm couples had yet to 

encounter. As this was not a typical experience of the majority of participants it is presented 

briefly: 

• Adam and Faith: Both recounted that Adam was still angry and aggressive, and blatantly 

honest/truthful to the point of being hurtful. The couple believed Adam was still coming to 

terms with his diagnosis. Faith and Adam considered that it was only in recent months that 

they were beginning to get closer as a couple again and this had taken a concerted effort on 

both of their parts. 
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• Ronnie and Eve: Ronnie admitted 'I've been the devil to her '. Frustrations (in relation to 

impotence and the continued fear of cancer recurrence) manifested in anger towards Eve: 

' ... he seems so full of anger, the slightest thing and he absolutely blows, and its me that gets it 

... sometimes he's turned and the hatred, in his eyes, 1 don't know where it comes from ... ' 

[E.RP.2.19-23]. On several occasions Eve had threatened to leave Ronnie. 

• Tom and Karen: Karen explained that the issue was hers, she was still a carer and no longer a 

lover; ' .. .[during treatment} you are a nurse to someone who's pushing you away all the time 

... you're sort of nursing this person that appears to hate you [laughs}, and then suddenly 

they're cured, obviously it doesn't all rush back again, erm, and he had sort of after effects 

from chemo and he's had a lot of things since so you're still in nursing mode. ' [K.RT.9.23-

29]. Nearly three years post-treatment Karen still considered herself a carer and had not been 

able to return to the couple's pre-treatment relationship; ' ... suddenly he wanted to be, have 

that relationship back again, you know that sexual relationship as ifnothing had happened, 

yet 1 needed to get that intimacy back again, you know which had gone, to a different role ... it 

was to do with our roles ... ' [K.RT.1S.34-39]. Karen had contemplated Relate counselling but 

Tom would not consider the idea. 

• Eddie and Mo: As with Ronnie and Adam, Eddie appeared to have a latent anger that erupted 

and was directed at Mo. However there was also another more subtle admonishment that he 

directed to Mo i.e. it was his cancer, his traumatic experience, almost to the point that she had 

no place to admit she had found the experience difficult. Frustrations frequently turned into 

arguments. Mo's main vexation was that Eddie was 'immobilised' at the point of cancer; ' ... oh 

you're just living in the past, it's over two years ago you had that, now start living a bit 

instead about harping on about it all the time.' [Mo.RT.21.3-5]. Because of his behaviour Mo 

had threatened to leave Eddie on more than one occasion. 

4.14.2 Cured or survivor: What's the label? 

With many of the couples I had a conversation concerning the term 'cancer survivor' and if or how 

it related to their situation. There were very few instances where participants used this term or cure 

in their accounts, and when they were asked directly, there was a reluctance to use these terms, it 

was almost like 'tempting fate' to utter them. Toby described '1 just class myself as someone who 

had something and hasn't got it anymore, I'm not in remission 1 just haven't got cancer 

anymore ... ' [12.10.19-22]. Luke 'hated the word remission' and considered 'it was just over and 

done with '. Alice provided a different slant: 

' ... to say he was cured would be to say he was no longer having to go to hospital, not being 

reminded of it, not having to have blood tests and x-rays and be examined by a doctor, so, you 

can " close it, and to close it, to be cured to me would have to close all those doors. g someone is 

to ask me where he is 1 always say that he had testicular cancer but he has to be checked, so 1 
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can't say he's not cured, but then I wouldn't say he's got cancer ... until we've got that all clear, 

that you are no longer at risk than what you were prior to having it, and you don't have to see us 

anymore, I don't think you can say cured ... '(A.5.11.9-19]. This also gave an insight to the 

previously mentioned 'holding bay' (induced through flu) where couples' found it difficult to 

rationalise and adapt to the cancer experience until monitoring for cancer absence ceased. 

Oliver did not see it in the simple terms of using a single word to describe his experience and 

illustrated; ' .. .1 see it as surviving the experience if you know what I mean. I think I have used that 

word a few times tonight when we were talking and it was an experience and out of experiences 

you learn how to deal with things better, how to talk about things better, how to be open, and I 

have treated it as an experience, whether or not, and part of it was positive. ' [Oliver.RT.19.13-

18]. 

4.14.3 'Moving on' and accepting: It's more mental than physical (continued) 

Residual physical side effects were apparent at the 12 month interview and beyond and the impact 

from these have been discussed in previous sections. Moving on required adaptation to these 

physical effects and to deal with the emotional consequences. Participants used the term 'a need to 

move on', this equated with adaptation to the cancer experience and reducing the effect of the 

cancer diagnosis and treatment on their lives. The couples were aware that their experiences would 

remain part of their lives but all of the participants voiced that they wanted to, 'move on', 'to 

forget', 'not dwell' on the experience. However to ach ieve this participants appeared to need to 

deal with the experience mentally, to accept and adapt to their 'post cancer experience life'. At the 

time of the study completion participants were in varying phases of trying to achieve this. In the 

following example Julian and Grace illustrated the continuing mental battles but suggested that 

acceptance and adaptation were evident: 

• During the first interview post treatment Grace noted ' ... mentally I think he's just starting to 

let go of it a bit, but I think hefound it quite tough mentally ... ' [G.3.1.35-36]. However Julian 

was still holding on to the prognostic mantra 'It brings me back to the straight and narrow' 

but there were subtle changes, Julian spoke in terms of ration ali sing his cancer experience with 

the perceived benefits, and the 'mantra' had additional phrases '1 must count my blessings/I 

have seen people worse than me '. 

• In adapting to reduced sexual vitality and physical pleasure Julian reflected: ' ... the mental 

scarring is slowly going and 1 suppose you are just getting used to your situation. ' [J.3.3.1-2]. 

More 'cancer free days' were being experienced. 
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A degree of conflict appeared to arise in that the majority of spouse/partners moved on at a faster 

pace than the man. The woman wanted the man to catch up, so that they could move forward 

together and leave cancer behind as far as possible for examp Ie: 

.. Grace mentioned ' ... sometimes I get slightly frustrated with Julian that he can't be as 

optimistic as me. '[G.5.3.36-37]. 

.. Stacy had given up trying to talk to Kevin about his fears, or sharing her own worries, now 

was the time to 'just get on with it [life}'. However Kevin still appeared to be rationalising his 

experience; ' .. .1 try to like, as much as I can, I think of it as a nasty chapter in my life ... I 

don't think about it as much now .. .1 can't live in a negative, you've got to get on haven't you' 

[K.5.12.1-2] But Kevin admitted that the experience 'still messes up your head'. 

Other participants (those who had less doubt concerning treatment success from the point of 

diagnosis) appeared to accept, adapt and move on more readily. 

All participants admitted that to a larger or lesser degree the knowledge of the potential of cancer 

recurrence would always be with them. Some couples dealt with this by erasing as much of the 

experience from their lives as possible by starting afresh, moving house, job, or location. Some 

participants introduced cancer preventative measures into their lives; exercise regimes, healthier 

diets, and the use of complementary medicine. Others produced wish lists of activities that they 

had always wanted to do and they were focusing efforts on achieving them. Leisure and family 

became more important. Others identified that they needed to tum the negative cancer experience 

into something positive otherwise 'the cancer had won '. 

As time elapsed from the end of treatment the potential was for couples to encounter unexpected 

instances where the cancer experience would impact on their lives (e.g. cancer recurrence scares, 

impotence, infertility and IVF, refusal of life insurance/mortgage applications, difficulty in 

obtaining reasonably priced travel insurance) where they would have to re-appraise and deal with 

the situation before being able to move on once more. Zoe identified 'cancer is a part of our life " 

accepting this appeared to be the key in adapting to the post treatment experience. 

4.15 Chapter summary 

The content of this chapter identified that the cancer experience, was one that impacted on the 

couple. The couple pulled together to deal with the cancer diagnosis and treatment but it has been 

illustrated that the man and spouse/partner dealt with the situation differently at times, and 

consequently had diverging needs. The experience may have brought some couples closer but this 

did not necessarily mean that they shared the cancer experience but contended with it separately. 

150 



Findings identified that each couple, and the individual man and woman, could have differing 

information and supportive needs yet service provision did not always account for care that catered 

for these individualities. The women were confronted with extra role demands but comprehensive 

socio-emotional support was lacking. 

Commonly, from staging onward, care and treatment was provided across care boundaries and on 

multiple hospital sites. This resulted in a lack of cohesive care provision. It appeared that couples 

needed to gain access to staff who were knowledgeable about oncology earlier in their experience 

to begin their personal cancer education process. Where available, access to a CNS provided 

reassurance and support, however, this was a resource the women generally viewed as being 

primarily a service for the man and not themselves. 

Through clinical investigations the couples' were able to view the internal workings of the man's 

body. The couple saw the body, its function, and vulnerability in a new way. Exposing the body to 

tbis level of scrutiny could provide reassurance of cancer absence but also induce an unhelpful 

emotional dependency to these investigations. 

Post treatment, for some participants there was a perception of being less important once the 

oncology treatment was completed. Follow-up has been shown to induce both anxiety and 

reassurance. Monitoring tumour status is undoubtedly clinically important however findings 

suggest that a number of participants require more from the flu process to assist post treatment 

adaptation e.g. to be provided with information and support and the opportunity to talk informally 

to encourage open discussion of the 'little' issues. 

The following chapter will provide a discussion of these findings with a greater degree of 

interpretation of the major categories and their themes. In doing so a conceptual model of a 

couple's cancer experience will be offered. 
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CHAPTER FIVE 

Conceptual model of a couple's experience 

5.1 Introduction 

Chapter Four provided a detailed description of the experience of the couples recruited to this 

study. Data and analysis, which informed that description, was obtained from the micro and 

interim cognitive maps. This chapter offers a description, discussion, and interpretation of the 

analysis derived from the development of the macro cognitive map, which displayed data as the 

typical participant experience. 

During the initial phases of the analysis, an interpretative framework (the theory of 'Psychological 

fall-out') developed from a previous study, guided the analysis process. The core category 

presented in the interpretative framework was 'fear of cancer recurrence and the unknown'. This 

was a strong feature of the experience of participants in this study however greater exploration of 

the couples' experience suggested other categories that were equally important, and provided a 

greater insight into the couples' experience. The conceptual model described in this chapter builds 

on the foundations of the original framework but supersedes it. 

The following sections will represent all data sources across cases and phases, which contribute to 

a conceptual model of the typical experience of a couple. Figure 5.1 provides a representation of 

this interpretation. The initial section of this chapter will provide an outline of the conceptual 

model. The following four sections will discuss the essential elements of the model. The first 

three of these sections will describe the cancer experience from diagnosis to post treatment, the 

fourth section will consider 'body watching'. The chapter concludes with a summary of the 

principle issues identified in the conceptual model. 
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Figure 5.1 The conceptual model of a couple's cancer experience 
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5.2 The conceptual model of a couple's cancer experience 

This section should be read with reference to Figure 5.1. The conceptual model represents the 

physical, social, and emotional experience of the couple during their cancer experience. 

Before a cancer diagnosis the couple have a 'normal' life. The straight line that runs from the point 

of 'pre-diagnostic normality' across the top of the undulating line represents the pre-cancer 

perception of the future life of the couple. The peaks and troughs of the undulating line represent 

the challenges, turbulence, and uncertainty that participants encountered during the cancer 

experience. An important concept of the model is that it identifies, how, the couple experienced 

cancer as they deal with the situation together, and also, how the cancer event is perceived and 

dealt with as an individual within a couple. This is illustrated and emphasised in the model by the 

man and woman depicted as separate but parallel lines running throughout the experience. 

Shown below the peaks and troughs of the experience is a representation of how the man's body is 

perceived during the experience by the couple. Below this is a depiction of the intensity of contact 

and frequency of intervention by health professionals. In the following sections I will explain the 

challenges and turbulence of the cancer experience and then discuss the issues relevant to the 

man's body. 

5.3 The first phase of the cancer experience 

Pre-diagnosis the couple existed at their level of 'normality', cancer was not a feature of their 

lives, and there was a 'taken for grantedness' surrounding the body. At this point cancer may not 

have been apparent but each participant had an individual perception of what cancer meant to him 

or her, a mental (socially) constructed interpretation that was brought to the cancer experience at 

diagnosis. Some participants also had experiential knowledge of cancer (commonly negative) 

through a cancer experience of someone close to them. 

Pre-cancer diagnosis the couple's prospective view of their current 'life normality' and what was 

envisaged as their 'future normality' was seen as the depiction of the straight line into the future. 

At the point of cancer diagnosis instead of following the line of 'future normality' the couple were 

faced with the instability, life uncertainty, and turbulence that were features of the cancer 

experience. It was at this point that previously constructed thoughts and beliefs surrounding cancer 

could have affected the degree of emotional impact of the cancer diagnosis. A negative view of 

cancer created a fearful approach towards cancer treatment, a more positive view incurred fewer 

challenges. The man and woman transversed this path with differing degrees of ease or difficulty, 
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depending on their individual perception of cancer threat, and the number of unfulfilled needs they 

experienced. 

In an attempt to deal with the challenges, couples used a mechanism identified as 'chunking' or 

'boxing off to manage the experience. An example of this was waiting to receive bone scan 

results before contemplating treatment, or using sperm bank storage but not wanting to think about 

the consequences of infertility until after treatment. 

Between diagnosis and cancer treatment there were many 'affectors' that could have positively or 

negatively enhanced or detracted from the couple's experience: 

.. Initial interaction with individual health professionals or the health care 'system' set a 

precedent of expectation of how the experience might unfold . 

., Perceived 'excessive' waiting times for a series of staging investigations and results was 

mentally distressing. Therefore the degree of cohesiveness of service provision and timely 

organisation of diagnosis and staging tests affected the experience . 

., Searching for positive indicators and finding information that assisted in gaining optimism. 

Early access to oncology-knowledgeable health professionals appeared to be an important 

factor. Through this route participants gained access to their prognostic mantra and, whether 

'information gatherers' or 'information receivers', there was an opportunity to obtain 

information pertinent to their situation . 

., Where the man did not want his diagnosis made known to anyone other than the 

spouse/partner, this could cause difficulties for the woman, and limit avenues of support for 

the couple. 

.. Creating timelines. Participants created mental timelines as a component of chunking the 

experience. Such timelines provided goals that were positive motivators and a mental 

perception of control. Timelines could also be detractors if they were unrealistic or became 

compromised . 

., The use of social comparison. The aim of this process was; an attempt to provide positive 

information, to judge if the individual's experience was normal, and to reinforce hope. Two 

forms of social comparison were used by participants: 

1. Direct: Where participants were able to access one to one comparison and reassurance 

from a 'cancer survivor', gaining proof that treatment could be effective. 

2. Indirect: Where participants compared their own experience with those who were not so 

fortunate e.g. identitying others whose cancer had spread to the bones, or a person 

experiencing uncontrollable side effects. This type of comparison could relate to a real 

situation, or an imagined one e.g. comparing testicular or prostate cancer (a type of 

cancer considered to be treatable) with that of lung cancer or melanoma which was 
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perceived to be a terminal illness. In this way participants reinforced that their situation 

cou ld be worse. 

The man and woman used social comparIson. However it was the man who had greater 

opportunity of gaining direct social comparison whilst attending the hospital. Having less 

opportunity for this form of observation, and having to push the man to share his experiences 

could explain the reason why the spouse/partner needed a greater degree of information. One 

of the difficulties created by social comparison occurred where the man or woman had no 

control over specific comparisons. Witnessing other patients relapsing or dying could 

undermine a positive outlook. 

.. A perception of feeling in control or empowered appeared an important factor in affecting the 

intensity and frequency of the turbulence of the experience. For example the man may have 

chosen to assert control through handing over decisions (or his body) to clinicians, or through 

the couple seeking and using complementary therapies. A difficulty seemed to arise if the 

couple needed more control than they could create or they required a different type of 

assistance to that provided by the health care system. 

Due to the different treatment regimes, the length of time from diagnosis to the cancer treatment 

(radiotherapy) was longer for couples in the prostate arm. This could have benefits in that it 

allowed time for fact finding, searching for positives, and preparation for treatment but also 

additional time to worry about the impending therapy. 

Couples in the testicular arm had less opportunity for pre treatment preparation, as the time frame 

from orchidectomy to treatment was relatively short. This intense time frame, combined with the 

'merry-go-round' during treatment, may explain the potential for emotional fall-out experienced 

by some of the women post treatment. 

5.4 The treatment plateau 

The treatment phase of chemotherapy or radiotherapy forms the beginning of the plateau of the 

experience. The expectation was that the cancer threat would begin to recede once treatment 

commenced. Although the experience of chemotherapy and radiotherapy provided specific 

challenges and turbulence (especially for those women who experienced 'the merry-go-round'), 

the ability to start, 'the' cancer treatment, reduced one element of life uncertainty and anxiety. In 

this way the intensity of the turbulence, during this phase was less when compared with the 

emotions of the diagnostic and staging phase, and the post treatment flux oflife uncertainty. 

Generally the men receiving chemotherapy endured a more acute, physically debilitating 

experience than those receiving radiotherapy. Despite these effects this was a time when the 
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routine of treatment allowed the couple to settle into a pattern of 'treatment normality', when they 

had the greatest opportunity of access to oncology-knowledgeable health professionals. 

In particular the focus of the man, woman, and health professionals was on getting the man 

through, and beyond, treatment. The intensity of health professional input was targeted at this 

phase. It is not to be denied that this involvement was needed here, however it could be argued that 

the couple required an equal intensity of oncology personnel assistance as they negotiated the 

entire cancer experience. Little consideration or support was directed to the woman. This focus 

may be understandable as the man was the individual diagnosed with cancer, however, it was at 

this time where the woman could experience 'the merry-go-round' and the greatest degree of role 

change (primarily to that of carer/supporter). Particularly for women in the testicular arm, the 

treatment plateau was a point where the need for practical support (financial and social) and 

opportunities for 'talking out of the loop' were perhaps at their greatest. 

After the completion of treatment the plateau continues for a period of time. This time was needed 

for recovery from acute side effects before energy and motivation could be recouped to move 

onward in the process of adaptation. Immediately post treatment the search for positives increased 

in intensity as some evidence of treatment success was sought. The couple appeared to remain at 

the level of the plateau until they had received the results of the first post treatment tumour 

markers or CT scan results. Several flu appointments appeared to be necessary before there was a 

growing belief that cancer could have been arrested. Evidence that treatment may have been 

successful appeared as the motivator required before the couple could begin to think about taking 

up a 'normal' pattern of life again. 

5.5 The post treatment challenges of the cancer experience 

After a degree of recovery from the acute impact of treatment and with the positive information of 

the first post treatment results, the couple initially expected to encounter minimal difficulty in 

reaching an acceptable degree of post treatment 'normality'. Although some couples might have 

been able to achieve this, the majority did not find this to be the case. 

Post treatment there was a growing realisation that cancer would remain a part of the couple's life 

for some time to come. For some there was a time of reflection and a recognition of the enormity 

of the experience that they had come through or feelings of isolation/abandonment from health 

care professionals or the security of access to the hospital system. The couple began to 

comprehend that there may be residual issues from the experience to be confronted. 
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There were physical sequelae that the couple had to contend with, however, of equal impact was 

emotional fall-out. Beginning and achieving a degree of acceptance and adaptation to post 

treatment existence related to physical recovery and mental rehabilitation. It therefore seemed 

ironic that flu appeared to concentrate on only one aspect of the adaptive process. It was also 

noticeable that the frequency and intensity of health professional contact began to reduce as the 

couple moved beyond the treatment plateau. 

The multiple routes and different degrees of acceptance and adaptation to the cancer experience 

that were possible for the man and woman to follow are emphasised on the model (Figure 5.1) by 

the 'fan' of directional lines leading from the 'treatment plateau'. These lines represent the man 

and woman proceeding from the treatment plateau and reorganising their life to create some of 

their previous 'life normality'. Degrees of acceptance/adaptation varied with changing life events 

that related to cancer. For example a participant fearful of cancer recurrence could have had 

adaptation compromised as flu appointments drew near; whilst acceptance could be frustrated 

when confronted with instances of discrimination e.g. when travel insurance was prohibitive or 

financial security jeopardised. 

As with the experience from diagnosis to treatment, post treatment adaptation was an individual 

process; there was no prescribed route in regaining elements of 'future normality'; 'detractors' or 

'enhancers' could be different for each couple; participants could reach a certain degree of 

acceptance/adaptation, encounter challenges and uncertainty, and maintain the status quo or revert 

to undermined degrees of acceptance/adaptation; there was no optimum degree of adaptation and 

each couple, or indeed each individual, man and woman, could reach different levels, at different 

times. Some men and women found it difficult to attain a degree of adaptation or acceptance and 

conversely some identified achieving greater life fulfilment when compared to their pre cancer 

life. Where different rates or degrees of acceptance or adaptation were experienced by a man and 

woman this could lead to frustration or tension within a couple. 

The ability to achieve an acceptable level of normality appeared to be dependent on the 

individual's belief in treatment success and the degree of concern for recurrence and the unknown. 

The greater the level of disbelief in treatment the greater the likelihood of 'cancer paranoia' and 

therefore, the more difficult the challenges and emotional flux of the post treatment experience. 

During the first months post treatment participants experienced differing and what might be 

considered incompatible or contrary thought processes. For example, concurrently in one 

statement expressing fears and anxiety of recurrence and the possible long term effects of 

treatment and next describing the positive aspects of the experience e.g. being given a second 
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chance at life, no longer taking life for granted, living for today, being a better person, and 

achieving goals on a personal 'wish list'. The continuing use of the prognostic mantra post 

treatment reinforced that the threat of cancer remained real and underlined that psychological 

adaptation was ongoing. Such fluctuating thought processes also illustrated the impact of the 

emotional roller-coaster, and that participants were continuing to search for meaning and 

attempting to draw positives from a potentially negative experience. 

The ability to 'move on' in adaptation to post treatment life could be affected by the concept of 

cure. Participants identified that they felt uncomfortable using or accepting the term 'cured' or 

'survivor', these were possible descriptors for a future they had not reached. The 'two edged 

sword' of follow-up (or cancer absence check) could contradict the reassurance of cancer absence 

by reinforcing the potential of cancer recurrence. By focusing on monitoring the physical effects of 

treatment and tumour presence or absence health professionals inadvertently provided participants 

with evidence to doubt the concept of probable cure/long term survival. Some participants 

identified that the end of follow-up would signify a probable release from the 'holding bay' of 

medical surveillance, the rationale being, if health professionals were no longer fearful of 

recurrence then the participant could have greater faith in the likelihood of survival. 

Chunking or 'boxing off' the experience was used by the couples throughout the experience and 

was also identified post treatment. To achieve any degree of 'moving on' closure was important. 

Follow-up could interfere with this mental need to close the door ('box off') on the treatment 

experience. The irony was that participants expressed a need for the reassurance cancer monitoring 

provided, despite the level of anxiety it could induce. However participants seemed to be able to 

influence a certain degree of closure by either reverting to 'normality' as far as possible and by 

attempting to distance the experience. Even when a participant had a positive outlook and had 

begun the process of adaptation to their 'post cancer treatment life', cancer continued to feature in 

their future. 

A component in adaptation to life post treatment was the couple's ability to construct a life that 

incorporated cancer and the residual effects of treatment. As identified with the pre treatment 

phase of the cancer experience there were 'affectors' that enhanced or detracted from the couple's 

attempts to gain acceptance and adaptation. These included: 

• Considering post treatment life as a 'new start' or 'second chance' was a motivator in viewing 

the cancer as a positive, and a way of rationalising acceptance. The opposite perception was 

the continued fear of recurrence that resulted in a pessimistic and potentially 'immobilising' 

outlook. 
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• The ability to let go of roles and behaviours induced or adopted at diagnosis i.e. the carer role 

of the woman; the anger and frustration expressed by some men at their cancer diagnosis; and 

the ability to re-focus the attention of the couple from solely the man to themselves as a couple 

once more. 

o Opportunities to resolve the 'little' issues, to find answers to questions or to be directed to 

support services that provided the opportunity to strengthen body and mind (to deal with the 

residual impact of the experience and strengthen the body to assist prevention of cancer 

recurrence). 

• F or couples in the prostate arm adaptation to altered sexual function constituted an emotional 

and physical rehabilitative challenge. Coming to terms with this residual side effect, and the 

process of trial and error in finding a suitable method to improve erectile function could cause 

a 'see-saw' effect in the level of adaptation. 

• Infertility, or infertility in relation to procreation could impact at any point post treatment. In 

these instances adaptation to an acceptable level of 'post treatment existence' could be 

prevented by the continuing impact of cancer on the individual's life. Where infertility was 

impacting in a negative way, participants had to resolve this 'chunk' of their post treatment 

experience before being able to look beyond it. 

o Some participants did create timelines. For example the identification of a specific time in the 

future when it was envisaged recurrence would no longer be probable. 

When acceptance or adaptation was compromised this was a point when the couple (or the 

individual man or woman) could have found help, support, and direction from an accessible, 

informed source, beneficial. 

5.6 Body watching 

5.6.1 The origin of body watching 

Chapter Four identified that from diagnosis the couple began to relate to the man's body in a 

different way. The man's body became an important route through which the couple attempted to 

seek and monitor cancer status information. Figure 5.1 provides an illustration of how this process 

develops. The following paragraphs will discuss this representation. 

Body watching was identified as a feature throughout the experience but at different intensities and 

in different ways for the man and woman. Before cancer diagnosis the man showed a degree of 

awareness of his body. The man normally relied on his 'body barometer' to provide an awareness 

of fitness level, weight gain or loss, or signs of (common, everyday) health/illness. The taken for 

granted acceptance of the internal workings of the body and that the body could repair and recover 

160 



from damage or illness was a feature of this pre-cancer thinking. Pre-diagnosis the couple held the 

view that the body and self were one. At the beginning of the experience this is depicted in figure 

5.1 as two interwoven lines representing the combined body and self. 

In the conceptual model the body is considered as being; the flesh, a structural component of cells 

and organs, an automated organism. Finding an appropriate definition of self was elusive as there 

is debate surrounding what it is. The self incurs descriptors such as, the soul, the person, the 

person's individuality or essence, an identity that is socially and culturally constructed and 

expressed, the person's subjective understanding of themselves. A helpful definition for this work 

is Lawton's (2000); 'The self is one's inner subjective being. 'p5, whereas the body is the physical 

structure of the person. The latter definition of self is representative of the concept identified in 

this model. 

During and after diagnosis the man had to 'share' his body; his body was now exposed to the gaze 

of the couple and that of health professionals. Through tumour markers and other investigations 

the man's body was made visible. The cancer diagnosis invalidated the security of the taken for 

granted body. Certainty in the body and the 'body barometer' was eroded, the body was no longer 

perceived as 'invincible'. Staging, treatment monitoring, and flu investigations made the 'body 

invisible', visible to the couple, and, once revealed could not be hidden or revert totally to its 

previous invisible status. The couple were faced with living through the man's body at a new level 

of transparency. 

There was an abrupt realisation that 'the self did not control the body and the 'transparency' of 

the man's body appeared to encourage the viewing of the body and self separately. The body was 

perceived to be reacting independently to the self through abnormal growth of the flesh, which had 

manifested as cancer. The concept of the separation of the body and self was suggested by the data 

where the men used descriptors such as, 'dirty', 'evil', 'nasty', when referring to their cancer and 

in a way reinforcing/distancing the body and its uncontrolled growth from the self. For men in the 

prostate arm the un controllability of the body by the self was emphasised further through hormone 

induced feminisation. Participants frequently referred to needing to 'listen' to the body and 'the 

body speaks' as though the flesh had a separate entity to the cognitive self. In figure 5.1, from the 

point of diagnosis until post treatment the man's body is depicted as being viewed with greater 

transparency and separation from the self. 

Through the uncertainty and unknown of the experience the couple tried to use the man's body to 

inform them. At times the logic and conclusions drawn from this body watching could become 

contradictory e.g. although the man's 'body barometer' may have failed to indicate the tumour, the 
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man's body became a means of hope. It was hypothesised that if the body could function with 

cancer, then the fit and previously healthy body could recover from treatment and overcome the 

cancer. In this way the man's body could both induce and allay aILxiety. 

5.6.2 The implications of body watching for the man and woman 

Even if the man's 'body barometer' had been shown to be unreliable, the man at least could judge 

how his body felt and reacted to the cancer treatment. The woman had no real measure of this. The 

woman was reliant on, the man to inform her of body reactions, the results of clinical 

investigations, or she had to rely on her own subjective/intuitive observations. Having no gauge of 

body certainty in relation to the man's body was compounded through behaviours such as 

'maintaining a brave face', 'not talking' or 'different talking'. The woman had suspicions that the 

man would hide body indications that something was wrong, to protect her from further emotional 

trauma. As a result the woman sought her own mechanisms of body watching, including 

interrogating the man for body information. This may explain the situation during treatment where 

some women were more anxious, than the man to locate the latest tumour marker results. The 

woman had no other measure than clinical investigations to visualise cancer presence or absence 

and gain positive information of the man's body. The behaviour of the woman suggested she had 

to mentally 'embody' the man's experience to gain a degree of understanding or meaning of the 

man's cancer situation. 

Increasing the visibility of the body and living through it created a different way of reflecting upon 

it. There was a raised awareness of the man's body as a separate entity, an object that required 

continual monitoring. It appeared that the body was viewed as a defective object that needed 

rectifying. This was emphasised by the women's behaviour; during the treatment phase the woman 

needed to be useful. Activities to achieve this included creating an environment for the man to rest 

and rejuvenate and offering meals, vitamins, and complementary supplements that could 

nutritionalise, and strengthen the man's body. Post treatment the couple appeared to continue the 

activity of body strengthening and preservation. 

During and post treatment the burden for the man (and couple) was that his body had the potential 

to let the couple down both in the short term and long term. Body failure could impact in many 

ways; through illness and sick time and therefore possible financial difficulty and future 

insecurity; as a result of treatment the couple might have to face and accept erectile dysfunction or 

perhaps infertility; acute and long term sequelea such as a reduction in stamina, motivation, self

esteem/confidence, or bowel disturbance could impact on quality of life through reduced social 

activity. In these ways the 'physical body' could constrain the 'social/taken for granted body'. If 

degrees of body failure occurred participants had to find new ways of relating to this view of the 
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man's body. In addition, to assist with the process of 'moving on' the man appeared to need to 

adapt and regain the ability to listen to his body in a rational way and to interpret without 'cancer 

paranoia' . 

5.6.3 The impact of follow-up on the perception ofthe man's body 

The first follow-up (flu) appointment and receipt of reduced tumour marker results conferred some 

reassurance of immediate treatment success. This signalled a point where the 'subconscious' 

process of considering the body as transparent and body and self as separate appeared to slowly 

begin re-integration to a less visible view. The commencement of this process induced increasing 

periods of time where the body was taken for granted once more (this is depicted in Figure 5.1, 

after the first flu appointment, by the line representing the body moving closer to the line 

representing the self). 

Post treatment tumour markers were considered important, however investigations that provided a 

visual display of the internal workings of the body (bone scans, MRI or CT scans) could engender 

greater fear of detection of body failure. Conversely aches or pains had the potential to generate 

thoughts of cancer recurrence, if these symptoms were reported during flu a degree of reassurance 

could be gained through a clinician performing a physical examination. However participants 

appeared to achieve a greater level of confidence and reassurance if an internal image illustrated 

tumour absence. A need for scans coupled with the development of marker dependence suggested 

a belief that cancer only became a reality through making the body visible. 

When the couple began to believe cancer could have been treated successfully the need to 

intensely monitor the man's body lessened. A decrease in 'tumour marker dependency' seemed to 

correspond with a greater degree of acceptance and adaptation to the post cancer identity. If this 

occurred the view of the man's body appeared to become 'in-separate' with the self for 

increasingly longer periods of time. However, the couple were not able to ignore the previous 

experience, through clinical investigations, of scrutinising the internal workings of the body for 

cancer information. In times of doubt concerning success of treatment, or heightened anxiety that 

flu could induce the man and woman could revert to viewing the man as body and self separate 

once more and needed greater body visibility. Once reassurance of cancer absence was obtained 

the couple appeared to revert to the perception of the body and self in-separate. 

This section has detailed the couple's intense use of the man's body, through body watching, as a 

mechanism for gaining cancer information. It also illustrates how inter-dependent acceptance and 

adaptation was with the concept of body watching, living through the man's body. 
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The conceptual model illustrates that as a direct result of the cancer experience the couple 

appeared to live (at varying degrees) through the man's body. The man's body was a different 

body to the pre-cancer body. 

5.7 Chapter summary 

This chapter has offered an interpretative analysis of a couple's cancer experience. Features of the 

conceptual model have been based on the categories and themes previously described in Chapter 

Four. The model brings together the concept of the cancer experience, the importance of how the 

man's body was viewed by the couple, and the involvement of health professionals. 

The model identifies and reinforces that although participants go through the experience as a 

couple, cancer (and its potential risk to life), treatment, and the entire episode is interpreted and 

experienced at an individual level. Coping strategies, needs, rates and degrees of acceptance and 

adaptation are also particular to the person. It has been suggested that these individual differences 

have the potential to cause friction or difficulties for the couple. 

It has also been identified that there are 'enhancers' or 'detractors' that have the potential to 

influence the individual's cancer experience. These 'affectors' provide an awareness of issues that 

can affect a couple's experience and could be used to inform care provision. 

The model proposes that from diagnosis the couple view the man's body in a different way. 

Having this new insight of the body can increase or reduce anxiety and in turn assist or prevent 

closure following cancer treatment. 

Elements of the conceptual model and specifically the key concepts of acceptance and adaptation, 

the use of social comparison, viewing the body differently (embodiment), the need for visual 

confirmation of tumour absence, and the intensity of involvement of health professionals at the 

point of cancer treatment, will be discussed in relation to existing literature in the following 

chapter. 
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CHAPTER SIX 

Discussion of findings with the literature 

6.1 Introduction 

This chapter focuses on key areas identified from the study findings which relate directly to the 

research aim of explaining the experience of the couple, and the research questions; the potential 

for unmet (or differing) needs of the man and spouse/partner, and how the acute clinical setting 

addressed these needs. 

Discussion will address the concept of living through the man's body, adaptation to the cancer 

experience, the impact of masculinity, and the needs of the couple and methods of support. These 

descriptions of the cancer experience appear to have resonance with several social theories; 

embodiment, cognitive adaptation, and social comparison. The following sections will discuss the 

findings from the study with reference to these theories and other relevant literature. 

The first section considers study findings with the theory of embodiment. This is provided as the 

introductory section as, how, the man and spouse/partner viewed the man's body had implications 

in relation to adaptation. Discussions of mechanisms for adaptation are then offered in the 

following section. The next section contemplates the multifaceted way in which masculinity, 

sexuality and sexual function can be affected as a result of the cancer experience and implications 

for acceptance and adaptation to the life post cancer treatment. The final two sections provide an 

overview of the needs ofthe couple and implications of care provision and individual preferences. 
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6.2 The couple living through the man's body: Theory of embodiment 

Embodiment relates to the relationship that exists between the body/self and the external world, 

and theories of embodiment offer views of how these relationships co-exist. 

Lawton (2000) illustrated the significance of considering embodiment in health care and used this 

theory to explain the dying process: 'Understanding embodiment as the experience of both being a 

body, and living through a body, provides an important conceptual perspective for understanding 

why a patient's self is affected when various bodily capacities and capabilities are lost. 'p87. In 

relation to this study, findings appear to offer insight into how embodiment of the cancer 

experience 'affects the self' of the man but also how this impacts for the woman. This 

phenomenon is explored in this section along with differing views of the concept of embodiment. 

Participants in this study described a concept, where at times, the body of the man appeared to be 

viewed as separate to the self. This was particularly evident in monitoring cancer treatment success 

or failure through tumour markers or scans. Visibility of the internal workings of the body seemed 

to encourage a view of mind and body as separate. This finding seems to contradict seminal works 

discussing the concept of embodiment; Csordas (1994) and Merleau-Ponty (1962) see the self and 

body as a combined entity, inseparable (Table 6.1 details a selection of descriptions of 

embodiment). However there are other sociological based views. Watson (2000) perceives 

embodiment as encompassing the body as both object and subject and suggests elements of 

'dualism'. Watson (2000) combines the views of several investigators to support the concept of 

body and self viewed separately, and this is depicted in Figure 6.1. 

Table 6.1 Selection of descriptions of embodiment 

• Embodiment: gives the body concrete expression 

• Every aspect of our lives is embodied 

• We experience the. world through body 

• How we experience our bodies from the individual perspective 

• The experience of being a body and living through it (affects self) 

(Collins 1993; Gordon 1990; Lawton 2000; Leder 1992) 

Nettleton and Watson (1998) describe a degree of separate body and self awareness through the 

fact that we 'attend' our bodies and gives examples of, physicality and ageing where visual signs 

of ageing are regular topics of conversation, or where emotions are articulated as having physical 

effects (i.e. anxiety described as a churning stomach). It could be argued that dis-embodying or 
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separating the body and self is identifiable as a concept used in delivering a disease centred model 

of healthcare. 

Figure 6.1 Embodiment as subject and object: Identification of separate elements of body 

and self (the concepts of several investigators) 

Scientific/exterior view Social/experiential 

....... ~On(20~ Body functional & view .. .... ) 
instrumental Experiences are self 

'<IF 

Physical Social 
embodiment u •••••• u •••••••• ~ embodiment 

'<I ~, 

Body: objective J Body: subjective 

,Ir '<IF 

[ Body-for-itself ................. Body-in-itself J 
, 

" ... 
Combined view = social and 

physiological modes of embodiment i.e. 
functional, perceptual, experiential. 

Body and self can be viewed separately 

-",.., 
Nettleton and 
Watson (1998) 

J. .. 

............. ....... ~er(19~ 

Adapted from Watson (2000) 

In a prospective case study investigating the experience of, facing impending death, Copp (1999) 

identified that dying patients and their nurses made reference to the body as separate from the self 

(the person); this concept was identified as a means whereby people construct a separation to 

ensure a sense of continuity after death. 

Through investigating patients' experiences of the dying process, Lawton (2000) identified that 

embodiment is not an issue until the body cannot be fashioned or controlled by the self as a result 

of serious or chronic illness. In my study, there were findings that sympathise with Lawton in that 

from diagnosis, the man's body was viewed/perceived differently by the couple. The internal, 
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hidden, workings of the body had malfunctioned, with the abnormal growth of certain cells. The 

couples' previous understanding of the body i.e. its invincibility, and taken-for-grantedness was 

undermined by cancer. To deal with this phenomena, new ways of relating to the body were 

constructed (individually or as a couple) to interpret body function. This interpretation of body 

function occurred in relation to initial evidence of cancer presence and then through monitoring 

disease regression. The man had to deal with a failed 'body barometer' and reconstruct a new 

measure of a body that could no longer be taken for granted. The man's body barometer equates to 

what Gordon (1990) identifies as 'embodied knowledge' of body function. The cancer experience 

made the man and spouse/partner conscious of the previously taken-for-granted body. This 

suggests a separate physical body and self-view i.e. the body unit that had to be put right again, 

and to some degree considered separate from the person. 

This dual view of the body is evident in Little et aI's (2002) theory 'discourses of survival' where 

an extreme experience (i.e. cancer) leaves no aspect of identity/self/body untouched. As a result of 

the extreme experience, the physical embodied component of identity is challenged and 

vulnerability made clear. 

There were similarities from the findings of this study with the work of Kelly (2002). Kelly used 

the theory of embodiment to explain the embodied dimensions of prostate cancer, where 

vulnerability to medical procedures and possible recurrence impacted as a perceived 'reduced 

body competence'. For example it is highlighted that from the point of the prostate biopsy the 

male body is 'exposed, penetrated and objectified' p123, and that the man's cancer experience was 

lived through the response of their tumour to cancer treatment. Kelly (2002) also identified that 

from cancer diagnosis the men became aware of their inner body (inner visibility) and continually 

interpreted the body for signs of spread. Findings from this study build on the work by Kelly 

(2002) by illustrating that embodiment has consequences for the man and spouse/partner. 

Nettleton and Watson (1998) identify that the social body constrains how the physical body is 

perceived i.e. the experience of bodily changes and social perception of the man impacts on, sense 

of self, degree of self confidence, and social relationships. In this study, when discussions 

surrounding alopecia or gynaecomastia occurred, the men frequently indicated that these were not 

major difficulties or in the scheme of things these effects were a small price to pay for successful 

treatment. However expressions of body language and other behaviours suggested otherwise (a 

need to coverlhide these bodily states). These side effects were visual indicators of illness, 

uncontrolled body change, and social abnormality (especially signs of feminisation). This study 

has illustrated that it is difficult for the man to come to terms with body vulnerability, and to 

comprehend and deal with this concept and share its meaning with the spouse/partner. Also a need 
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to limit disclosure beyond the couple appears to relate to how a cancer-affected body will be 

viewed by others (society). 

The findings also align with those of Kelly (2002), Little et al (2002), Nettleton and Watson 

(1998) and Salander et al (1996), in that the 'survivor dilemma' is havinQ to reconstruct a new 

body and life continuity; assimilating the cancer experience, and the 

physically/emotionally/socially affected body into a post cancer identity. Achieving or attempting 

to achieve this appears to be an essential component in the adaptation process. In relation to this 

study it is the man who has to reconstruct and do the work to adapt to a new identity. However 

issues are highlighted for the couple, as the process and outcome of the adaptation is felt by the 

spouse/partner. It is as though, to varying degrees, the spouse/partner mentally embodies the man's 

experience through proxy. 

The embodied cancer and post treatment experience of the man (and that of the spouse/partner) is 

shaped through culturally/socially constructed contexts and a personal experiential biography i.e. a 

unique life and body. This underlines that although the couple may go through the cancer 

experience together, this will be an individual experience and it is difficult to share/express this to 

an ultimate level. This was seen during the study through the inability of participants to share or 

talk about certain intimate or embarrassing issues, or future fears. 

Wilde (2003) identified that through illness, bodies can be taken over and totally immersed by the 

condition. Men in this study frequently used words such as 'invading', 'dirty', 'evil', to describe 

cancer in their bodies, which identifies with this concept. Wilde (2003) goes on to identify that this 

thought process can raise feelings of estrangement of the individual to their entire body; that this 

relates to a total change in the way of being with the world and this is not associated with illness of 

just a localised body part. Wilde (2003) and Williams (1996) use the theory of embodiment, to 

explain chronic illness where the body progressively deteriorates, however this is not the case for 

the men in this study. Although the men expressed feelings of body vulnerability their gaze and 

attention did centre on individual body parts. These were body parts that had impaired function or 

changed appearance, or body areas perceived to be key organs for cancer spread. These 

observations seem to support the concept of a 'body, self split. It also suggests that the concept of 

embodiment experienced through palliative or chronic illness may be different to that of a 

potential survivor because of the focus on individual body parts and not progressive body 

deterioration. Comprehending body duality may also be a coping mechanism i.e. concentrating on 

healing or monitoring a specific body part is perhaps easier than dealing with issues of the socio

emotional self. However an alternative interpretation might be, that this is not necessarily an issue 
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of body duality but the individual focussing on a body part that can provide an indication of illness 

or recovery. 

Pre-diagnosis it is assumed the man had a body that appeared to function normally i.e. no extra 

awareness of the body, the body is taken-for-granted. Commonly the initial post-treatment 

expectation of the man and spouse/partner was to live normally and try to revert to a degree of pre

diagnosis existence. From my experience this was also the expectation of health professionals but 

this research did not support this view. The findings from this study have identified this as a naIve 

concept. From the diagnosis of cancer the man and spouse/partner were made aware of the' body'. 

Continually reinforcing the potential of a 'diseased body' through follow-up actualises the 

expectation of abnormality. Follow-up has the potential to impair or assist an individual's 

embodiment dependent upon the degree of faith in flu or the degree of anxiety the process incurs. 

As a consequence flu can potentially result in dis-embodiment (separation of body and self) or re

embodiment (coming together, re-integration of body and self). 

The identification of the experience of body-self split is not isolated to the field of cancer. The 

previous description of flu seems to have similarities with findings from a prospective exploration 

of chronic illness undertaken by Williams (1996). Williams (1996) argues that the chronic illness 

trajectory involves an oscillation between, embodiment, 'dys-embodiment' and ore-embodiment, 

as people continually re-adapt to their changing bodies. Experiences of flu from my study suggest 

elements of dys-embodiment before flu appointments i.e. body watching induced anxiety, and re

embodiment post appointment through cancer absence reassurance. This concept suggests that re

embodiment, or re-gaining the view of the body and self as in-separate equates to adaptation to the 

post treatment cancer body and experience. 

Using a narrative approach Ellis-Hill et al (2000) explored the perceived life/identity changes 

experienced by individuals after a stroke. Data indicated that participants experienced a 

fundamental life change that was described by four categories; body-self split; separate precarious 

body, perplexing body, unreliable body and social self-body relationships. Loss of bodily control 

and determination appeared key factors in the participants' perception of body-self split. Ellis-Hill 

et al (2000) described that the body-self split was not static but 'dynamic and situation dependent' 

p730 and this appears to be a common finding of work by Williams (1996) and this study. 

My study findings add to the work of Copp (1999), Watson (2000), Wilde (2003) and Williams 

(1996) by suggesting that as a result of a life threatening illness (or chronic illness) the man and 

spouse/partner view the body and self separately. In this study by exploring, the cancer experience 

of the couple prospectively the concept of body dualism becomes apparent but also that the 
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argument is not body-self-dualism versus body-self-inseparate; both concepts oscillate as the 

person interprets the body and self during times of threat to body. These study findings suggest 

that the challenge for health professionals is to provide couples with appropriate care and support 

to encourage self-body in-separate, whereby cancer does not dominate post treatment life. 

Regaining a more balanced view of the body/self could assist in acceptance and adaptation to the 

post treatment body continuity, and confidence in treatment success, to a level where relinquishing 

tumour marker dependency could be possible. 

There are positive and negative aspects of the body self split and health professionals can exploit 

the positive and attempt to reduce the negative. For example it appears that participants gain 

reassurance when able to scrutinise the internal body for cancer absence. Informing the couple 

verbally that flu results are satisfactory is not such a powerful method of reassurance as visually 

displaying CT or x-ray films with an explanation of why they are clear of cancer, or providing the 

man with a copy of the PSA results (which are often presented in the form of a graph, the 

downward trend of which provides more visual positive reinforcement). 

One might suggest that after the completion of cancer treatment it is not the duty of health 

professionals to look after couples. This proposition will be contemplated later in this chapter in 

the section dedicated to the assessment needs ofthe couple. 

6.3 Searching for positives, a need to regain physical and mental control: Theories of 

adaptation 

Searching for positives and dealing with negatives in an attempt to gain control was a strong theme 

that featured throughout the cancer experience and was both an individual and collaborative 

process between the couple. Attempting to assert oneself in a crisis situation to gain mastery is not 

a new concept (Fredette 1995; Leventhal et al. 1998; Little et al. 2002; Loescher et al. 1990; Pelusi 

1997; Taylor 1983; Wallwork and Richardson 1994; Woolley 1990; Salander et al. 1996). 

Exploring how the participants used the particular approaches identified in Chapter Four (e.g. 

social comparison, the use of a phone buddy, the prognostic mantra, information 

gathering/receiving) may be useful in directing supportive care in a manner applicable to these 

needs of the couple. 

Elements of the findings from this study are identifiable in other work exploring the cancer 

experience and the adaptive response by cancer patients. Taylor (1983) investigating the 

experience of women treated for breast cancer developed a 'Theory of cognitive adaptation'. Core 

themes of this theory were; regaining mastery, finding meaning, and enhancing self-esteem, and 
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were important to adjusting to the threatening life event. The women achieved degrees of coping 

by creating and maintaining a set of cognitive coping illusions. This did not equate to denial of the 

true facts of the diagnosis but a form of mental adaptation i.e. looking at the known facts but 

creating a positive slant to induce hope and cognitive protection from present and future threats. A 

way of finding meaning in an alien reality. Taylor (1983) observed that positive information could 

be gained from information, social comparison, and belief in treatment and clinicians. These 

components of the theory of cognitive adaptation (Taylor 1983) are identifiable in my findings 

through the theme of searching for positives. When comparing the female adaptive response from 

Taylor's (1983) work and the male patient experience from my study, it could be suggested that 

searching for positives to gain control is not a gender response but a cognitive strategy adopted 

generally by cancer patients to maintain control and hope. However, my study also identified that 

the spouse/partner was drawn into the process of searching for positives and maintaining a positive 

outlook on behalf of the man (taking the man's lead) even though these women may have 

preferred to explore the potential negative outcomes to satisfY their own needs. 

The men in this study used social comparison, both indirect and direct, and when opportunity 

arose so did the spouse/partners. The participants used this process in an attempt to reinforce a 

positive construction of reality and outcome of the cancer experience. Using social comparison in 

the cancer situation has been highlighted in work by Jones and Payne (2000), Salander et al 

(1996), Taylor (1983) and Taylor and Lobel (1989). 

Taylor and Lobel (1989) recount the basis of social comparison theory as developed through social 

psychology research, originating with work by F estinger (1954). The original theory identifies that 

comparison is sought with a similar other, whereas Taylor and Lobel (1989) propose that when 

this theory is applied to different situations (people under threat) this stance alters; for example in 

relation to the cancer experience individuals consciously target the comparison to be a positive one 

or create a positive outcome to assist coping. This can also include social comparison that is 

cognitively manufactured with the purpose of gaining positive self-evaluation. This is seen in my 

study as behaviour enacted by participants where they hypothesise prostate or testicular cancer is a 

'better' cancer to have than perhaps lung cancer. 

Taylor and Lobel (1989) describe cancer patients making both downward evaluations, and upward 

contacts. Downward evaluations equate to what I have described as indirect social comparison; 

where comparison (but not contact) is with others perceived as less fortunate. Taylor and Lobel's 

(1989) definition of upward contact relates to my description of direct social comparison; where 

direct interaction is engineered with patients considered to be survivors. The former action is 

aimed at enhancing self-esteem and the latter helping the person to see his/her situation as positive, 
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through inspiration and the provision of hope. Gray et al (2000) also identified this process 

occurring with men diagnosed with prostate cancer and refers to it as 'providing models of 

recovery'. Davies and Sque (2002) identified the media as a route through which social 

comparison could deliver unhelpful or inspirational influences by highlighting how others had 

coped with cancer. However, findings from my study and that of Taylor and Lobel (1989) noted 

that exposure to those who are less fortunate was avoided. 

For couples' recruited to my study, social comparison could be a positive coping strategy but when 

participants had no control over the type of comparison witnessed this could impair cognitively 

constructed positive 'illusions'. Indirect or direct comparisons that indicated people were dying 

from cancer were psychologically destructive (it is interesting that in this situation participants 

were unable to identify that their situation was very different to those in the terminal stages of 

illness). This suggests that the original social comparison theory that identifies comparison IS 

required with a similar other (in this case someone who will survive cancer) is relevant. 

This study'S findings suggest that not only the men but spouse/partners undertook social 

comparison to gain a positive outlook and hope. The couples' also use this strategy to compare 

their own experiences with that of others to judge if their experiences, actions and responses were 

'normal'. 

In a study comparing the experience of testicular cancer patients Jones and Payne (2000) offered 

the hypothesis that human beings are seekers of safety signals as an explanatory model. It was 

found that anxiety was greater for men receiving surveillance opposed to further oncology 

treatment. It was illustrated that the surveillance group had less, continual, and multiple 

opportunity, for positive reinforcement that their cancer could be cured. Reduced opportunities for 

reassurance resulted in increased level of anxiety. Although anxiety levels were higher in the 

surveillance group anxiety was evident, particularly in relation to future uncertainty, for both 

groups of men. The concept 'seekers of safety signals' describes similar characteristics to the 

category searching for positives and the use of the prognostic mantra. 

In previous sections and chapters it has been identified that regaining an element of control is 

constructed through re-embodiment, re-building faith in interpreting the adjusted 'body 

barometer', or reaching time-points where participants have belief/signals (bodily, investigational, 

or medical indicators) that cancer appeared to have been controlled. It could also be considered 

that participants categorised as paternalistlbelievers have less mental barriers to overcome in 

asserting control and moving towards adaptation than independent/sceptics. Health professionals 

appeared to give scant attention to the couples previous cancer experiences and beliefs, or 
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consideration to providing individual cancer education that could reduce cancer/treatment 

misconceptions. In particular follow-up appointments have been identified as providing varying 

degrees of reassurance but a missed opportunity in offering rehabilitation or assistance in 

adaptation to the cancer experience. 

The work by Taylor (1983), Taylor and Lobel (1989) and the findings from Jones and Payne 

(2000), and this study, illustrate the use of, social comparison, seeking safety signals, or searching 

for positives as forms of cognitive coping mechanisms (and that these processes are used by the 

man and spouse/partner). However the men in this study identified a preference for gaining 

information and accessing direct social comparison that maintained a degree of anonymity and 

resulted in a minimum degree of self exposure e.g. the use of a phone buddy, or correspondence 

via the internet, whilst the use of formal support groups was shunned. This suggests that men may 

require the option of different forms of access and support to those of women diagnosed with 

cancer. It also identifies that the female spouse/partner may need to be offered different methods 

of access to social comparison and support. The needs of the couple including avenues of support 

will be considered in the last section of the chapter. The impact of the cancer experience on 

masculinity, sexuality and sexual function, created challenges in adaptation and acceptance, these 

issues will be discussed in the following section. 

6.4 Issues of masculinity, sexuality and sexual function 

This section will consider the multifaceted ways in which the cancer experience can impact on this 

aspect of a couple's existence. Before embarking on issues relevant to this discussion it seems 

appropriate to offer a clarification of the terms masculinity and sexuality and these are identified in 

Table 6.2. 

The literature review illustrated that a potential side effect for men diagnosed with prostate cancer 

and treated with hormone therapy/radiotherapy is erectile dysfunction; the effect which could have 

a considerable negative impact on self esteem and a direct attack on the man's self-concept 

(masculinity). This proved to be the case for men in this study who had an active sex life before 

commencing treatment. For the man, feminising side effects of hormone therapy and, or, 

impotence undermined masculine identity. Where these effects were experienced the degree of 

emotional trauma expressed at the loss of sexual function or masculine body characteristics varied 

between individual men (and couples). 
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Table 6.2 Definitions of masculinity and sexuality 

• Identity as 'a man'; a man's sense of himself as a male/manly. The opposite end of 

Masculinity the spectrum to femininity 

• Socially constructed and culturally informed expectations attached to being a man; 

influences all aspects of the individuals thinking, behaviour and appearance 

• A stereotype of gender on the body 

• Integration of somatic, emotional, intellectual, social, aspects of a sexual being 

Sexuality • Not just an absence of sexual dysfunction but an integrated element of the whole 

person: a fundamental aspect of how individuals relate to one another 

• Involves, 'self-concept and sexual identity, psychological, social, cultural, spiritual 

and biological elements; expressed through personal thoughts, feelings, presentation 

of sensuality, intimacy and roles in life. 'p7 (White and Heath 2002) 

Compiled from Burr (1998) Moynihan (2002; 1998), Sully and Walters (2002), White and Health (2002), 

WHO (1975) 

Hormone therapy induced gynaecomastia and hot flushes had major implications in relation to 

altered appearance, reduced self-esteem, and feelings of emasculation. These effects of treatment 

appeared to be viewed through the 'problem focused approach' by clinicians as the psycho-socio

emotional impact or the use of non-invasive therapies (or complementary therapy) were rarely 

identified. Gynaecomanstia appeared to be a long-term problem that did not totally resolve post 

hormone therapy or after treatment with radiotherapy. An apparent lack of effective conventional 

treatment to reduce this problem necessitates further investigation. 

In relation to orchidectomy, the literature review suggested a variety of findings concerning how 

men confronted this issue. Gascoigne et al (1999) hypothesised that masculine identity was 

inextricably linked with gonads, and their loss would impact on perceptions of masculinity whilst 

Gordon (1995) identified that long-term the loss of a testicle did not result in feelings of being less 

of a man but did have a negative effect through altered body image. 

The concept of masculinity is affected by societal, cultural and personal acceptability. Men 

confront socially and individually constructed ideals as a direct result of cancer treatment for 

testicular or prostate cancer. The lack of consensus in relation to the impact of treatment on 

masculinity is offered by Burr (1998) who explains that in Western society there are many views 

of masculinity. Varied, personal, acceptability of the concept of masculinity, in the context of 

cancer (a potentially life threatening disease), perhaps explains the differing individual perceptions 

of its impact i.e. impaired fitness and weight gain may be more of an issue for one man's self 

definition whilst gynaecomastia is to another. This personal view of masculinity is identified in 
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Gordon's (1995) model of adaptation to a threatened masculinity post cancer treatment that 

illustrates two strategies men employ; I) re-affirming masculine identity through returning to work 

despite cancer and turning the experience into a battle or 2) adopting a new view of masculinity 

(redefining themselves through a new emotion focused attitude). Both strategies were visible as 

behaviours adopted by men in this study. 

The behaviour of men observed in this study suggested attempts of trying to hide their concerns 

over orchidectomy and the use of humour to mask the seriousness of the surgery but then 

constantly seeking reassurance from the spouse/partner. The impact and distress resulting from 

orchidectomy appears to indicate that alteration in appearance, that will be a reminder to the self 

and an indicator to others of illness. However, the men in this study received additional cancer 

treatment which complicates the situation. This study identified phases of difficulty that evolved 

through the cancer experience, where altered body appearance after surgery was compounded by 

chemotherapy induced alopecia and weight gain/loss, and then the realisation of potential 

infertility. All of which compound the impact of the cancer experience on the body-self, 

confidence, and self-esteem. 

Research by Gascoigne et al (1999), Gordon (1995) and Kelly (2002) identify that the impact of 

such forms of cancer treatment (chemotherapy, radiotherapy or hormone therapy) result in the 

gendered self not being static, adaptation and redefinition of self is a feature. Changed body 

appearance, and an evolutionary process of degrees of adaptation and acceptance were evident in 

different ways, phases and levels for men in the testicular and prostate study arms. 

The difference for men with testicular cancer was that orchidectomy did not prevent (physical) 

ability to achieve penetrative sex, whereas for men treated for prostate cancer this was the case and 

did impact on masculinity. Orchidectomy caused no physical, functional impairment, and the 

evidence of surgery could be hidden from everyone other that the man and the spouse/partner. This 

line of argument suggests that orchidectomy is 'easier' to adapt to than erectile dysfunction. 

However the impact of orchidectomy combined with infertility or perceived infertility has been 

shown to have the potential to incur great impact on masculinity and sexuality. 

When exploring sexual dysfunction following radiotherapy for cervical cancer Burke (1996) 

identified that it was difficult for women to separate fertility status from sexual enjoyment through 

sexual intercourse. If women of childbearing age were aware they could not conceive, sexual 

intercourse became less meaningful. This concept also appears to be comparable with some of the 

men post chemotherapy. Confronting the possibility of infertility (even where procreation was not 
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desired) was an avenue some men preferred not to explore. The psychological impact of having to 

face infertility (for the man and spouse/partner) has been shown to be distressing. 

Sully and Walters (2002) identify that fertility (male or female) influences who we are through 

self-identity, self-worth, relationships and social status, and that there is a societal expectation for 

a couple to achieve fertility/procreation. Findings from this study have demonstrated that there 

were instances where the couple lived through the man's body, what happened to the man's body 

had implications for the woman and or couple. As a direct result of cancer treatment infertility or a 

perception of infertility happened to the couple. The social expectation surrounding fertility and its 

control focuses (rightly or wrongly) on the woman (Sully and Walters 2002) yet in the cancer 

situation control is eliminated for the woman. Therefore infertility or fears of infertility impact on 

the self-identity of the man and woman. Investigations of fertility status, or the process of fertility 

treatment are an additional area of life, and body, over which the couple lose control. Through no 

illness or fault of the woman, cancer can result in the man and woman's body being made open to 

extensive scrutiny by themselves and health professionals, if investigation of fertility status is 

explored. 

Schou and Hewison (1999) found that health professionals generally follow a 'problem focused' 

approach in addressing symptoms and problems of sexual dysfunction, and as a result social needs 

are not fully addressed. Assessment of the impact of the cancer experience on 

masculinity/sexuality do appear minimal (and restricted to the problem focused approach), 

primarily, to the physical ability to perform the sexual act (prostate) or fertility status in relation to 

procreation (testicular). The psycho-emotional consequences (e.g. of attractiveness or fears of 

contamination through intercourse from cancer or chemotherapy/radiotherapy) are not considered. 

Therefore such beliefs and misunderstandings of how cancer, chemotherapy, or radiotherapy affect 

intimate aspects of a couple's relationship are left unexplored (White and Faithful 2003) by the 

man, spouse/partner, and clinicians. 

Hughes (1996) identified that where sexual activity diminishes, touching and intimacy often 

reduce. This was a feature for some couples, however the typical response (especially for prostate 

arm couples) was to actively compensate for the loss of penetrative sex with alternative ways of 

intimate expression. Even where orgasmic pleasure was not achievable, there seemed to be a need 

to maintain a degree of intimacy as a mechanism of reassurance from the woman to the man and 

vice versa. 
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Woodcock (1997) and White and Faithful (2003) suggest that health professionals may have 

preconceived ideas concerning the level of sexual activity of older patients. However it seems that 

the issue is a little more complex than purely 'ageism'. 

In relation to sexual activity White and Faithful (2003) identify that older men receiving pelvic 

radiotherapy rarely have discussions with clinicians concerning infertility. However from my 

experience I would suggest that age is not the primary issue, it is more the perception that, 

'prostate cancer' is a disease of older men; the fact that younger men are also diagnosed with 

prostate cancer seems to be irrelevant in the management of the cancer experience. No clinician 

initiated a discussion relating to fertility with any of the men treated for prostate cancer in this 

study, the youngest age of which was 47. The view of prostate cancer being an 'old man's disease' 

is obviously flawed but this concept also ignores the procreation needs (age) of the younger 

spouse/partner. The term ageism does not cover the spectrum of discrimination of care in relation 

to sexual issues, perhaps 'cancer site disease-ism' is more appropriate. 

Health professionals discussed the risks from treatment of potential impotence with all men 

recruited to the prostate arm of this study and discussions of the implications of different hormone 

therapies were undertaken in most cases. Therefore the previously cited argument of clinicians 

holding preconceived ideas concerning sexual activity of older couples could be questioned. 

Unfortunately, this was not followed with appropriate, proactive referral of couples to erectile 

dysfunction services. As only one couple received this service it could be concluded that there was 

equity in service provision toward men with prostate cancer in not referring couples to erectile 

dysfunction services, and age discrimination was not a factor. 

Through a questionnaire based study Steginga et al (2000) indicated older men (treated for prostate 

cancer) reported less needs/difficulties in relation to sexual function than younger men and 

hypothesised that this may be due to a decline in sexual function pre treatment. Concluding or 

predicting more or less difficulty with sexual issues dependant on age should perhaps be treated 

with caution. Using a qualitative research design Kelly (2002) found age was an irrelevant marker 

of sexual difficulty. As with this study, men in the older age range (and their spouse/partners) 

found experiencing impotence as distressing as did the man of 47 years of age. This reinforces the 

need for unbiased assessment and case management of the couples' situation based on individual 

need. Assessment of the needs of the coup Ie and the preferred type and method of support will be 

explored in more depth in the following two sections. 
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6.5 Assessment of the needs of the couple 

Throughout undertaking this study I have been surprised by the apparent lack of involvement of 

members of the multi-professional healthcare team in assessing and providing care for the couples. 

The most frequently cited health professionals have been medical staff, primarily an oncologist, or 

urologist, and on occasions a GP. Other references have been to specific nurses i.e. CNSs or 

chemotherapy nurses, or therapeutic radiographers. However reference to social workers, 

occupational therapists, genetic counsellors, physiotherapists, dieticians, clinical psychologists, 

and general nursing staff were absent from participant narrative. Work by Dennison and Shute 

(2000), Kelsey et al (2004) and Wright et al (2001) suggest this is not an uncommon phenomena. 

This is compounded by the lack of consideration of informal social support that patients have 

access to (Bottomley 1995; Bottomley and Jones 1997). 

Since the publication of the CaIman Hine report, A Policy Framework for Commissioning Cancer 

Services (1995) followed by the NHS Executive Manual of Cancer Standards (NHS Executive 

2000a) and a series of cancer site specific guidance developed by NICE, Government policy has 

dictated the need for cancer care provision to be delivered by multiprofessional healthcare teams. 

The latest document, NICE guidance on Improving Supportive and Palliative Care for Adults with 

Cancer (2004), goes further, by emphasising that supportive care is a priority alongside diagnosis 

and treatment. This document advocates: 

• Provision of an identified supportive care pathway from diagnosis to cure and long term 

survival as well as a pathway that covers palliation and bereavement. 

• The need to introduce a service model that recognises the central role of families/carers in 

providing support to patients. 

• As a standard of care, the separate assessment of the needs of the carer, family and patient at 

key points in the pathway which includes rehabilitation. 

• All health and social care professionals are responsible for providing rehabilitation integral to 

patient care, which is planned across primary and secondary care. 

• All health professionals are charged with assessing the needs of the long-term cancer survivor 

and carer and planning appropriate supportive interventions. 

The guidance also acknowledges that to achieve the standards of rehabilitative care for the patient 

and family/carer there are basic training implications for health care professionals to understand 

the needs, and how to deal with them. The following paragraphs consider issues pertinent to the 

assessment of needs of the couple and corresponding care provision. 

In initiating and evaluating a nurse led service for men receiving radiotherapy to pelvic tumours 

Faithful (2000) illustrated the therapeutic benefit of the nurse practitioner role and the potential for 
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resource savings due to appropriate diagnosis of symptoms and their treatment. Unfortunately this 

inclusive form of care provision does not appear universally widespread. In a qualitative study 

using focus groups Kelsey et al (2004) explored men's experiences of radiotherapy for prostate 

cancer, and identified evidence of a fragmented service and lack of continuity which resulted in a 

reduced opportunity for fact finding and discussion of important issues. My study findings also 

found a lack of a cohesive, proactive, service approach, throughout the cancer experience or across 

healthcare boundaries (for the man or the couple). Where dedicated professionals existed such as a 

CNS these individuals were seen as highly beneficial and supportive but a worrying trend was that 

participants frequently viewed these nurses as being 'too busy', and did not like to contact them 

unnecessarily. 

Exploring the expenences of people facing death and receiving hospice care, Copp (1999) 

identified that providing care for men and women who survived long term with advanced cancer 

caused tension as in the hospice setting 'the goal of care - preparation for death - is diametrically 

opposite to one of survival' p202. Elements of this concept became visible in my study (and were 

identified in Chapter Four), when spouse/partners attempted to seek information and supportive 

care from palliative services based in primary care. As 'their men' were not considered 'palliative' 

these women were left to deal with their difficulties unaided. This suggests that care in the 

community is not geared to adequately support the potential cancer survivor or their 

spouse/partner. 

The majority of participants considered the spouse/partners' role was that of carer but they 

perceived that this role was not commonly acknowledged or validated as such by health 

professionals. Work by Northouse et al (2000) and Schou and Hewison (1999) suggest that this 

perception is a typical reality. These observations perhaps underline; how little is understood of 

the physical and emotional impact of these two cancers, the potential debilitation caused by 

treatments, and the carer role provided by the spouse/partner; or how few services are routinely 

available and dedicated for, the 'cancer treated well', the long-term survivor, or the spouse/partner. 

However there are positive aspects of the carer role. In this study it was found that the women 

'needed to be needed', and findings by Plant (2001) identified that caring and putting the well 

being of the person with cancer first was a practical necessity but caring activities fulfilled the 

'need to be needed'. Plant (2001) also highlighted that caring was aspired to by men and women 

but men focus on the person with cancer where as women have a number of other people whose 

well being they have to support. An observation by Plant (2001) suggests that research tends to 

focus on identifying those who do not cope rather than supporting [and learning from] those who 

do. The points identified in this paragraph suggest a lack of understanding and recognition of the 
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carer role of the spouse/partner (specifically where the aim of treatment is long term survival) and 

that this warrants further investigation to understand why this occurs. 

Wright et al (2001; 2002) consider inadequate social assessment or practical intervention is 

provided for cancer patients. I would suggest this situation was worse for those patients who are 

considered to be 'healthy' or 'fit' (individuals who have no visible indicators of need). In a 

qualitative study investigating cancer treatment experiences Schou and Hewison (1999) identified 

that the social context of the patient (and family) is frequently ignored by both quality of life 

studies and health care provision; that the impact of the treatment process itself is underestimated 

as are service characteristics (level of quality) on quality of life. Issues such as continuity of 

contact with clinicians, disruption in time and energy, gaps in information, and general issues 

related to the institutional management of 'the treatment calendar' were identified as factors 

equally important as the illness and treatment. It was evident that any effort by health professionals 

to reduce disruptions, would increase quality of the 'treatment calendar' management. 

Schou and Hewison (1999) suggest that the problem with care delivery is that the doctor/patient 

relationship is still based on an acute illness model i.e. a temporary relationship where the goal is 

for the patient to return to a 'normal' social existence. To some degree the conceptual model 

identified in this study supports the view of Schou and Hewison (1999), as it has been identified 

that a concentration of health professional input peaks around the period of radiotherapy or 

chemotherapy, suggesting administration of anti-cancer therapy is the primary focus (and not the 

couple's needs throughout the experience). However Schou and Hewison (1999) go on to describe 

that with a chronic illness, the relationship required is long term, where the patient 'moves in and 

out of normal social involvement'. These authors revert to calling cancer a chronic illness 

(although 75% of the participants recruited to their sample were receiving treatment with non

palliative intent). 

Labelling people as acutely or chronically ill presents a major flaw in the provision of supportive 

care for the man and spouse/partner where the potential is for long-term survival. Findings from 

this study suggest that participants do not class themselves as chronically ill. People who have the 

potential for long-term survival are not ill. It could be hypothesised that patients offered a 

prognosis of long-term survival do not want to contend with a 'label' that suggests otherwise. 

Findings identify that participants from this study require more than the acute model appears to 

offer (i.e. improved continuity and cohesiveness of service provision, appropriate supportive 

rehabilitative care, greater recognition and accommodation of the preferred type of coping strategy 

'information gatherer/independent sceptic' or 'information receiver/paternalist believer') but not 
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continual involvement with an 'illness service' which chronic illness suggests. Perhaps the issue is 

that a specific 'category' or model of care, for the long term cancer survivor does not exist. 

6.6 Preference for type and method of support/cancer education needs 

'Chunking' or 'boxing off the cancer experience was identified as a mechanism that participants 

used to reduce the entire episode into cognitively manageable events. As such it can be considered 

a coping strategy. Therefore 'chunking' has implications for care provision i.e. the need to provide 

timely information and support, as one phase or chunk of the experience comes to a close and the 

next is beginning; almost a 'drip feed' of preparational information input at key phases of the 

couples' experience. For example there is little point discussing potential side effects of oncology 

treatment with a man (or couple) before he has undergone orchidectomy. The immediate 'chunk' 

the couple has to contend with is the impact of surgery. When surgery is completed and the man 

has had the opportunity to check erectile and ejaculatory function is not impaired then the couple 

may be ready to contemplate issues related to the next phase of the experience. It appears that the 

men in particular prefer to deal with only one traumatic concept/event at a time (e.g. by leaving 

information gathering to the woman). However the spouse/partner may prefer more advance 

warning to allow opportunity for preparation of practical issues. 

Schou and Hewison (1999) alluded to this need for serial information but identified that without 

consistency of health professional contact it was difficult to achieve. These researchers also 

highlighted the importance of a key health professional to provide, form, coherence, and meaning, 

to support and prepare patients and family through the cancer experience, without explicit 

guidance patients and spouse/partners were 'stranded in the world of immediacy , p165. 

Kelsey et al (2004) and Schou and Hewison (1999) reinforce that to enhance the quality of the 

treatment experience, service provision has to deal with contexts and processes that patients bring 

to the encounter. Findings from my study support this view and suggest care provision may be 

enhanced if 'chunking' guides informational and supportive care and patient/spouse/partner cancer 

education. There is a subtle difference between being informed of cancer treatments and a need to 

be 'cancer educated'. All participants in this study wanted the former (to varying degrees) but a 

number also wanted the latter (which involved greater understanding of different types of cancer, 

rationale for treatment and staging criteria, implications for prognosis, or a need to re-evaluate 

previous understandings and beliefs about cancer). Provision of opportunities for cancer education 

was also identified as important by Kelsey et al (2004) alongside the encouragement of expression 

of feelings and' irrational' thoughts. 
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This study identified that generally, men limited disclosure of their cancer to the spouse/partner 

and close family, and relied heavily on the spouse/partner for practical and emotional support. This 

feature and not talking about the experience as a way of maintaining normality, was also common 

to other investigations of the male/couples cancer experience (Gray et al. 2000; Harrison et al. 

1995; Kelsey et al. 2004; Lavery and Clarke 1999; Northouse et al. 2000). These studies give the 

impression that men do not want to talk but women do. Through this study it was identified that 

the man and woman were concerned with burdening each other with their worst concerns and 

fears. These men and women did want to talk but the need was to locate 'someone out of the loop'. 

When investigating the experience of men diagnosed with prostate cancer one of Kelly's (2002) 

findings was also that men wanted to talk, but the appropriate avenue to do so was lacking. 

One might assume that an ideal source of information and an emotionally-supportive environment 

could be gained from support groups or telephone support agencies such as Cancerlink or 

CancerBacup. Findings from this study identified that the use of support groups or any initiative 

associated with 'counselling' or emotion-focused expression was discounted by the majority of 

men. The unfortunate outcome was that because these routes of support were shunned the men 

ignored opportunities of locating someone to talk to who was 'out of the loop'. In turn the man's 

resistance to this form of self-help inhibited the spouse/partner from accessing individual support 

(or support such as Relate counselling as a couple). These behaviours, especially resistance to 

'counselling', are similar to those identified in work by Adamsen et al (2001), Gray et al (2000), 

Greer et al (1992), Harrison et al (1995), Matthews (2003), Moynihan et al (1998) Northouse et al 

(2000) and Plant (2001). 

Other authors Belec (1992), Davies and Sque (2002), Ferrell et al (1995), Loescher et al (1990), 

McCaffrey (1991), and Pelusi (1997) describe instances of patients experiencing feelings of 

abandonment and vulnerability on completion of treatment. These were features of this study but 

couples also expressed a perception of no longer being a priority within the system. Participants 

could understand pressures on the service and why this occurred, and did not necessarily complain 

about this aspect of the experience but it cannot be denied that there was a perceptive change in the 

focus of care. It could be hypothesised that if an individual considers themselves to no longer be a 

priority they will be unlikely to voice concerns. During observation of service delivery 

(particularly flu) I noticed whenever possible flu care was referred on, to non-oncology services. 

The practice of 'subbing out' reinforces the feelings of being pushed away from the treatment team 

and relates to the previously discussed need to 'manage the treatment calendar' (Schou and 

Hewison 1999), to attain greater continuity and cohesiveness and reinforce the focus of managed 

care post treatment. 
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6.7 Chapter summary 

This chapter has discussed the major findings of this study in relation to existing literature, which 

links the experience of participants, and the relevant theories of embodiment, social comparison, 

and adaptation. 

It has been demonstrated how the theory of embodiment has relevance in explaining how the 

couple used the man's body to interpret the cancer experience and in constructing a post treatment 

identity. The importance of the notion of the body self split in dealing with the experience was 

identified and supported by findings of other researchers. Despite this corroboration it was 

highlighted that this concept appears to contradict seminal works. Perhaps this is an area requiring 

greater exploration for relevance to the cancer experience. 

However it was identified that greater understanding of the body self split and theories of 

adaptation could be used by health professionals to deal with misconceptions, provide timely 

interventions, take advantage of strategies such as chunking, and be alert to the need to provide 

constant positive reassurance to assist cognitive coping strategies. 

Throughout, findings from this study and those cited from the literature, have reinforced that the 

impact of the cancer experience is multifaceted and compounded by contextual, and societal 

convention, as well as the nuances of the person. All of these components are aspects that need 

inclusion in any model of cancer survival, or assessment of care needs. The need for cancer care 

provision to consider wider implications of the impact of the cancer experience for the couple, 

beyond the 'functional problem' approach and the concentration of care on the treatment event has 

been examined and reinforced. 

There appears to be poor consideration of the social and supportive needs of the couple. In 

particular a lack of understanding of the experience in terms of the need for practical and emotion

expressive opportunities. Palliative services do not appear equipped to deal with the needs of the 

'cancer well' and oncology services provide minimal outreach care, these dual aspects create a 

void in support for this specific group of people. 

An important aspect of advice identified from the literature is that men prefer what they interpret 

to be a 'male focused' approach to support. To increase use of supportive initiatives this 

preference should be exploited but not to the exclusion of emotion-focused opportunities for the 

spouse/partner. A common theme throughout the chapter has been that providing a more cohesive 

service with greater continuity of health professional contact could resolve many issues and raise 

qual ity of service experienced. 
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The following chapter will provide a critique of the study method, and issues raised whilst 

undertaking the study. The final chapter of this thesis will include recommendations for practice 

and further research, where some of the concepts raised here will be re-visited. 
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CHAPTER SEVEN 

Appraisal of study and discussion of method 

7.1 Introduction 

The aim of this chapter is to provide the reader with a greater insight of issues relevant to 

undertaking this study as well as an evaluation of the strengths, constraints, and limitations of the 

study design, and appropriateness of collective case study to this investigation. It includes a 

discussion of the method as detailed in the study protocol outlined in Chapter Three, and 

highlights and explores pertinent issues noted when conducting the study. 

The chapter starts with the search undertaken for an appropriate evaluative framework to guide the 

appraisal of this study'S design and use of case study research methodology. The following 

sections consider; bounding the case and the significance of the sampling criteria and case 

selection; implications of time (in relation to study design, and researcher participant relationship); 

issues relating to data collection methods followed by, relevance of the study triangulation strategy 

in achieving credibility and rigour. The chapter concludes with consideration of the utilisation of 

collective case study, and a chapter summary. 
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7.2 The search for an appropriate evaluative framework 

Schwandt (2001) identifies that structured evaluation is necessary to judge the process and product 

of qualitative research, without such standards it would be impossible to distinguish 'objective 

knowledge from mere belie/, p42. To evaluate this study and to guide the structure and content of 

this chapter, my initial thought was to find a qualitative critique framework applicable to case 

study. The majority of the papers that I located, provided discussion of criteria for evaluation of 

qualitative studies but were generic, and in essence provided only a checklist format. Barbour 

(2001) cautions that 'checklists' for improving rigour in qualitative research can be uncritical and 

counterproductive. Additionally Sandelowski and Barroso (2002) consider that evaluation of 

research reports, on the basis of the rigid application of standards and criteria is inappropriate as 

this offers little understanding of the flexibility of method that qualitative research promotes. 

These authors advocate systematic appraisal and are in the process of developing a tool based on 

this form of assessment. This work is currently in progress and not available for use at this time. 

On the basis of the views identified above it appeared that a more conceptually directive approach 

was required to offer direction for this chapter. Leininger (1994) identifies that evaluation criteria 

must be appropriate to the research paradigm used in the investigation and offers six general 

criteria applicable to qualitative investigation; credibility (evidence of 'believability' of study 

findings/use of triangulation), confirmability (all evidence documented, mechanisms to achieve 

this e.g. member checking), meaning in context, recurrent patterning (patterns detailed through 

analysed data recur and repeat), saturation (detailed description, where no further explanations can 

be found), and transferability. These are identified as broad criteria adaptable to different 

qualitative approaches. 

I felt that I needed an additional framework, to the one identified by Leininger (1994), which 

would include the partiCUlar attributes of case study. However, Harden (2004), in trying to locate 

appropriate evaluation frameworks for qualitative studies in Cochrane reviews, identified that 

'existing tools tend to treat qualitative studies as homogenous, with no dijJerentiation between the 

dijJerent questions that qualitative research can answer or the different methods it employs', 

abstract (unpublished conference proceedings). In the hope of disproving this statement I 

examined texts by the major proponents of case study Stake (2000; 1995) and Yin (2003) in 

attempts to find greater direction. Yin (2003) provides a dedicated discussion for judging criteria 

and quality of case study research. Although some criteria offered seemed applicable for this study 

i.e. the description of construct validity and reliability (achieved through the use of triangulation, 

chain of evidence, member checking, and a study protocol), Yin's (2003) leaning towards a 

positivist approach (and tests advocated for internal and external validity) seem more applicable to 

a quantitative paradigm. Stake (2000) offers little direction in the critique of case study other than; 

187 



the research protocol must include the use of methods to reduce misinterpretation and he advocates 

data triangulation to demonstrate 'confirmation' of findings, and that the preservation of 

particularity can demonstrate trustworthy knowledge. 

Direction from Stake (1995) and Yin (2003) seemed inadequate in guiding evaluation of this 

study. A more comprehensive framework was required. A partial resolution was found in a paper 

by Appleton (2002) who provided a critique and comparison of the two differing approaches to 

case study design of Stake (1995) and Yin (2003). Although perhaps not the primary intention of 

Appleton's (2002) paper, in justifYing her arguments in defending a case study design appropriate 

to constructivist inquiry, she offers the reader concepts/issues to reflect upon when considering 

case study design, and these include; Appropriateness of definition (bounding) of the case, 

justification for the type of case study (intrinsic, instrumental, collective, descriptive, exploratory 

or explanatory), implications of the methods used in the study design, relevance of the paradigm 

orientation, logic of the sampling approach, the use of theory, and the implications of time to 

achieve the phases of the work. 

All of the previously identified authors contributed valuable comments and offered models of 

critique or evaluation, however none were created specifically for the intention of evaluating 

qualitative case study. I contacted, Professor Clive Seale, (Goldsmiths College University of 

London) James Thomas (research Officer at the Social Science Research Unit, London) and 

Angela Harden (senior research scientist, Cochrane Qualitative Methods Group, Department of 

Health) for information of applicable frameworks and the response was, to adapt an existing tool 

to create a framework of relevance to the study being reviewed. This advice has been followed and 

Figure 7. I depicts an amalgamation of the relevant points highlighted from authors identified in 

this section. These are the elements of the appraisal used to evaluate this study and direct 

discussion of the method. 
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Figure 7.1 Elements of research appraisal identified as relevant for case study 

Concepts/criteria 
that enhance 

quality 

Methods and 
issues to be 
appraised in 

relation to case 
study 

[ The need Y··· .......... ·· .. 
Evaluation of case study: 
quality & applicability of 

research strategy & design 

Bounding the case/case 
selection logic of 

sampling criteria. Has 
this maximised potential 

for learning? [7.3] 

I mplications of time to 
achieve the study [741 

Considerations, 
Justification & 

implications of data 
collection methods [7.5] 

Comprehensiveness of 
triangulation strategy [7.6] 

Member 
checking [7.6.2] 

Evidence of 
researcher 
reflexivity 

[7.531 

Representation 
of typical & 
particularity 
[7.6.5 7.6.11 

Evidence of detailed 
description/decision trail 

[7.6.5] 

Use of participants' 
words [76.5 7.6.2] 

Applicability and 
implications of 

analysis method [7.6] 

Use of theory or 
theoretical 

framework [7.6.5] 

Data 
triangulation 

[7.6.1] 

Inter-rater 
coding & 

agreement 
[7.6.31 

Meaning in context 
[7.5.4 7.5.5] 

Consideration of 
applicability of type of case 

study [7.7] 

Section numbers in each box identify discussion of rnethods and issues within the Chapter 

7.3 Bounding of the case: Logic of the sampling criteria and importance of case 

selection (has this maximised the potential for learning?) 

Case selection is identified through bounding of the case and sets the parameters of the 

investigation. The sampling criteria is part of this process as it identifies factors common to 

participants. Stake (1995) identified case selection as critical to understanding phenomena and in 

turn maximising the opportunity for learning, therefore the question is, did I maximise the 

possibility for learning through the choice of the case for this study? 
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The literature review supported the need for greater qualitative investigation of the male cancer 

experience and the longitudinal investigation of the couple where the man was diagnosed with 

cancer. Also it was identified that less was known of the experience of the couple where the 

prognosis was of probable long-term survival than where the outcome was palliative. Exploration 

of an under-researched area provided the potential to find new knowledge. 

Stake (2000; 1995) identifies that learning can occur through achieving two criteria essential to 

case study; preserving particularity and identifying the typical. These two concepts have been 

illustrated in the findings chapters in the following way; 

.. Chapter Four provides a description of the cases and preserves the particular. Through this 

detail, insight and meaning can increase knowledge of the experience of these couples and has 

the potential to inform other situations. 

.. Chapter Five provides greater interpretation of typicality through a conceptual model. This 

framework could also offer other avenues for further study. 

A reason for including men diagnosed with prostate or testicular cancer was that this would 

involve couples of diverse age groups. The original recruitment criteria (18 to 40 years of age for 

men with testicular cancer, and 45 years and over for prostate) were set to achieve a specific 

difference in age range between the prostate arm and testicular arm participants. The aim was to 

maximise learning of any potential issues relevant to age. This was compromised due to the finite 

time available to achieve the PhD. Difficulty in reaching recruitment targets in the testicular arm 

using the original recruitment criteria, resulted in the age range of men eligible for recruitment 

being widened (18 to 45 years for testicular and 46 years and over for prostate). This change 

resulted in more 'middle-aged' couples being recruited to the testicular arm, which did not provide 

such a clear distinction in age difference of participants. This resulted in the goal for age related 

comparison being minimised. The age ranges and mean age of participants are shown in Table 7.1. 

Table 7.1 Age range and mean age of participants 

Study arm A~e ran~e of men Mean a2e of men A~e ran2e of women Mean aee of women 
Prostate 47 -76 63 40 -70 58 
Testicular 27 - 44 37 21 - 41 33 

During analysis, apart from specific side effects and impacts from the different treatment 

modalities, there was similarity of the emotional and social experience between the couples in both 

age groups. This may have been different if the original criteria, relating to age, had been 

followed. Conversely the mean age of 63 for men in the prostate arm was relatively low (Neal and 

Hoskin (1994) suggest the common age for prostate cancer diagnosis is over 70 years of age). At 
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the outset it was expected that this figure would be higher. If this had been the case a greater 

degree of difference or a different profile of issues might have been reflected in the experience of 

the couples. 

7.3.1 The sampling criteria and representation 

Appleton (2002) highlights that a primary consideration of sampling criteria is the intention to 

build a range of information to construct the case. This was achieved by including two different 

cancer types, a variety of treatment modalities and recruitment from three Cancer Centres. 

In the introduction to this study Figure 1.1 and 1.2 illustrated that the recruitment criteria 111 

relation to the stage of cancer and treatment were very specific. The rationale for this was: 

1. The focus of the investigation was the experience of participants where the aim of treatment 

was long term survival. Recruitment of men with these stages of cancer, receiving oncology 

treatment for localised disease, minimised the possibility of cancer recurrence. 

2. Men receiving treatment for cancer confined to the testis have an excellent prognosis as there 

is no evidence of any metatstatic disease, however these men were excluded from the study. 

The reasons were; men undergoing orchidectomy and surveillance provided no opportunity for 

interview during an oncology treatment phase; those undergoing orchidectomy and two cycles 

of chemotherapy would have undergone two interviews, the pre and mid treatment interview, 

within a period of three weeks. 

3. The literature review identified that in prostate cancer, less research had investigated the 

impact of radiotherapy when compared with studies exploring the impact of surgical 

intervention (prostatectomy). 

The sampling criteria were not pre set to increase learning from the couples' experience in relation 

to ethnic/cultural diversity or differing social background. Participants who met the recruitment 

criteria were offered a recruitment pack in the sequential order they attended clinic or responded to 

recruitment letters. Due to the scarcity of participants eligible for the prospective testicular arm 

there was no opportunity to consider directing purposive sampling against any additional criteria 

than those stated in the method. 

The ethnicity of couples recruited to the study were white/British except Joel and Maria who were 

Asian, and Sam and Hope who were of Afro-Caribbean descent. It is to be noted that there were 

limitations to data gathered from these two couples which were discussed in Chapter Three. 

The affluence of couples varied from those who were struggling to cope with the assistance of 

state benefits, and living in rented accommodation to those couples who had achieved financially 
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comfortable lifestyles. Employment titles ranged from manual workers to professionally qualified 

individuals. Therefore it could be suggested that different social backgrounds were represented and 

learning in relation to financial and social needs was identified. 

Participants recruited to the study were self-selecting. Generally participants had reasons for 

wanting to be involved in the study. The couples recruited to the study did encounter difficulties 

during the cancer experience, however, these couples identified that in times of difficulty they had 

faith in their relationship to get them through. The concern is that couples who may have had 

difficulties or diverging experiences may have declined involvement in the study. At a time of 

crisis and emotional turmoil some couples may not have wanted to have a stranger involved in 

their lives or to have to divulge private issues. This and possible language barriers could have 

prohibited some participants from involvement in the study and reduced opportunities of learning 

from couples not so secure in their relationships, or those with the most emotional needs. The 

study explored the experience of couples who remained in a cohabiting relationship during and 

after cancer treatment. Excluding couples whose relationship broke down after cancer treatment 

could have removed the opportunity of investigating if this group of people might have differing 

or greater needs than those recruited to the study. 

7.3.2 Justification of sample size and the logic of recruiting from three Cancer Centres 

Four couples were recruited to the pilot study. This was undertaken to test the study method and 

practicalities of conducting the study in relation to the experience of one couple from each study 

arm (prospective and retrospective), and each cancer type within each study arm. 

For the main study the recruitment target was identified as 20 couples; ten couples to each of the 

two study arms. With a longitudinal study, the potential could have been that participants recruited 

to the prospective arm of the study may have a) withdrawn their commitment to the study at any 

time, b) developed other illnesses (or cancer recurrence) that made continuation with the study 

difficult. This risk necessitated recruitment of an adequate number of participants whereby the 

study would remain viable even if withdrawals did occur. To identify an appropriate sample size 

reference was sought from other case studies where the design was longitudinal or there were two 

study arms (Copp 1999; Evans and Richardson 1995; Papadopoulos and Lees 2004). A sample 

size of eight to 12 participants to each study arm appeared to be a common trend. The 

appropriateness of the sample size used in this study was supported during data analysis, as data 

obtained from participants recruited in the later stages of the study confirmed the theme and 

category development and there was little divergence or new data. This suggested that recruitment 

of larger numbers of participants to this study may not have been of benefit. 

192 



The rationale for recruiting participants from more than one Cancer Centre was to reduce the 

impact of the particularities of an institution or individual health professionals. It has been difficult 

to deduce if this approach did achieve this goal or whether I just gained an insight into the 

individual particularities of three Cancer Centres. 

Ironically, what this 'triple site strategy' did highlight were aspects of typical and atypical 

phenomena, all of which became useful data. There were instances of commonality in the process 

of delivering treatment, for example, providing flu in the form of 'a cancer absence check'. I also 

observed instances of particularity, when care or the participant experience differed and this 

highlighted situations that couples' considered beneficial e.g. where couples were introduced to a 

CNS during the staging phase, or when the first post treatment CT scan was arranged to coincide 

with a verbal report and the first flu appointment. 

7.3.3 Focus on the acute clinical setting and the cancer experience 

Through bounding the case, setting sampling criteria, and identification of research questions I had 

set the research agenda. These criteria had been directed by the literature review and previous 

findings but I had also influenced the focus of the inquiry. I came to the study with experience of 

oncology nursing and preconceived ideas of what might be areas of difficulty for the couple (these 

potential biases were acknowledged in the introduction to the study). In this way I have attempted 

to recognise presuppositions and interpretations but as Seale (1999) identifies it is not possible for 

the researcher to be aware of all the potential issues or their consequences. Methods to increase 

credibility and rigour in interpretation and construction of fmdings are inter-rater coding and 

agreement (IRCA), member checking, and researcher reflexivity (the use of these procedures is 

discussed later in this Chapter with the study triangulation strategy). 

Case study necessitates boundaries to ensure investigation is manageable therefore the study 

design focused on the needs of the couple and care delivery within the acute clinical setting, and 

episodes of oncology managed care. Although participants provided some insight of their 

experience beyond the confines of cancer (oncology specific) care further investigations may 

benefit from extending direct observation of the experience beyond the acute oncology setting. 

Additionally data for this study were collected at one point in the participants' lives, and as a result 

there was minimal insight into how patterns of behaviour within the relationship of the couple 

were shaped by previous experiences. 

The study 'bounding' and sampling criteria identified in this section illustrate the opportunities for 

learning gained from the couples' experience but as I have reflected there were avenues through 

which this could have been extended. 
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7.4 implications of time to achieve the study 

Appleton (2002) identified that implications of time can relate to, ability to achieve intensive detail 

or to attain familiarity with context within which the case is embedded. These issues are 

considered in relation to the design of this study in the following two sections. Issues surrounding 

context are also discussed in relation to 'the cancer interview' in a later section. 

7.4.1 Why a prospective and retrospective arm? 

Within the finite time frame of the study the maximum period available to follow couples in a 

longitudinal manner was one year post treatment. The aim of using the prospective and 

retrospective study arms was to allow exploration of the post treatment experience beyond one 

year. I felt that this was important in order to explore any continual or long-term effects that 

couples might encounter. Identification of long-term issues as described in the findings chapters 

seems to give justification to this design choice. 

The staggered recruitment of retrospective arm participants provided the opportunity of gaining 

insight into issues that could then be included in interviews (or observed for) with prospective arm 

participants as their experience evolved. This dual exploration of the experience provided an 

account where the difficulties of memory recall were minimised from prospective arm participants 

but also a view of how retrospective couples looked back on the experience that still impacted on 

their current lives. In this way, through the constant comparison of data there was a continual 

'feedback' loop through the analysis process that informed data collection. 

7.4.2 The use of a longitudinal design (including issues surrounding the researcher and 

participant relationship) 

Following the experiences of prospective arm partIcIpants as they occurred provided greater 

insight than with cross sectional data alone. In particular the anxiety incurred through the 'waiting 

game', the peaks and troughs of emotions, and the mechanisms of trying to gain control and find 

meaning were vividly observed at the time these phenomena occurred. 

The longitudinal design utilised in the prospective arm afforded me the opportunity to clarify my 

understanding of what had been narrated in a previous interview and to discuss subject areas I had 

forgotten to broach or found inappropriate to raise earlier, or to guide the conversation to areas that 

seemed to be important from the ongoing data coding. It also allowed me to offer participants the 

opportunity of providing their views of the continually developing member check theme sheet. 

During this study I had the privilege of meeting and being allowed to view, from the periphery, the 

cancer experience of some fascinating people. I have referred in previous chapters and will refer 
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again to the participant and researcher roles and relationships that may develop as identified by 

Cartwright and Limandri (1997). These relationships can include, stranger-stranger, researcher

participant, friend-friend, nurse client, guest-host. I consider that I experienced a mixture of all 

these relationships whilst conducting this study. Rapport was something that generally did build as 

a result of prolonged contact during this work, although I will admit that my relationship with a 

minority of participants took time to evolve from stranger-stranger. I felt that I had to caution 

myself during instances when I considered the relationship had developed to friend-friend and kept 

in mind the need to maintain the role of 'professional friend' that Chesney (2001) advocates. 

Where a nurse-client instance occurred I was mindful to record this as an intervention provided by 

myself that would not normally be evident for couples not recruited to the study. However any 

intervention provided valuable data (e.g. further insight into the couples' experience such as 

information needs). 

An assumption that I had made pre-study was that as the prospective arm interviews progressed 

the interviews would become shorter in length. This proved to be an under-estimation in relation to 

time and workload. Frequently, as the study progressed the pre and post interview conversations 

became longer. I could rarely start the interview before being offered/receiving refreshments, 'a 

catch up' of the participant's general family life, discussions of how the study was progressing. On 

occasions there were concerns that the participants wanted to 'get off their chest' before the 

interview or there were issues that they did not necessarily want recorded. I appreciated the 

participants' kindness, time, and interest in the study, and found these 'extra interview exchanges' 

provided greater contextual insight. 

I had also expected that if I offered prospective arm participants a brief synopsis of the stage we 

had reached in our last interview we could have picked up the current interview from that point. 

This was not the case, participants seemed to need to back track to previous stages before 

continuing with the current phase. Although this had benefits in that I could double check previous 

data against the latest version it did necessitate extra transcribing and analysing time. This increase 

in data volume was the precursor for the decision to interview only half of the couples at the nine 

month post treatment time-point. 

Being able to undertake a longitudinal study was an important aspect of the study design. Being 

able to capture data as near to the point that participants' experienced it resulted in gaining the 

minutia that was sometimes forgotten or not considered important after the event. 
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7.5 Considerations, justification, and implications of data collection methods 

Using multiple methods of data collection to explore the complexity of a phenomenon is a key 

feature of case study. The aim of data triangulation is to achieve confirmability, reduce 

misrepresentation, and enhance trustworthiness (Stake 2000). The following paragraphs and points 

detail issues relevant to the utilisation of data collection methods used in this study (documentation 

review, the participant diary, participant observation, the study journal and participant interviews). 

Methods used to enhance credibility and rigour are discussed in the following section. 

7.5.1 Documentation review and participant diary: What did they add to the study? 

The participant diary did not appear to be a successful data collection tool. Only two of the 12 

(pilot and main study) prospective arm participants used it. Where it was used, it proved to be 

beneficial in assisting memory recall, or personal reflection. Reasons for its lack of use included, '1 

was too busy', '1 didn't know what to write', 'I'm not a diary/emotions person', '1 didn't need it, 1 

can remember it all'. 

My opinion concerning the minimal use of the diary is twofold: 

" The instructions for the use of the diary were quite open and non-directive. A more instructive 

format (perhaps a 'quality of life orientated/survey') may have engaged a greater number of 

participants. 

" A subsample of participants were diary or note keepers before recruitment to the study. They 

maintained their own personal records and were perhaps unwilling to keep two logs. Some 

participants informed me that they looked at their personal annotations before their interviews 

to jog their memory of events. In these instances perhaps I gained the data for the study diary 

through the participant's personal diary. 

In Chapter Two I discussed issues pertinent to data gained from a documentation review, including 

work by Jarvis (1999) who highlighted; that the ,,"!itten word may not be a literal account due to 

omissions or embellishments, and that annotations often relate to specifics or important events, 

where as the habitual/taken for granted of healthcare can go unreported. 

Whilst reviewing hospital notes for this study I found several instances and annotation which 

support both points raised by Jarvis (1999). For example I observed a doctor provide an extensive 

pre-treatment consultation for a couple, covering a multitude of different areas and subjects, where 

the couple asked questions and received pertinent replies. When I later reviewed the typed hospital 

notes only a proportion of the key areas of the consultation were documented and the depth of the 

doctor and participant consultation that occurred was not evident. I also found a pattern 

(conformity) in hospital notes to describe annotations, these commonly included, the history of the 
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patient's present condition, previous medical history, social history, medication, annotation of 

latest results i.e. blood results, treatment administered, scans organised, and details of further 

appointments. Annotations frequently related to instances where there was a divergence from 

'normal'. Many of the nursing documents, especially patient initial assessments were tick box 

orientated for speed of execution, and contained prompts of what to record. It might be suggested 

that conformity of annotation and pre-typed documentation did not encourage annotation of the 

individuality of the participants' experience. Due to these factors, data taken from the 

documentation review was treated with a degree of caution and where possible important 

observations were cross-checked with data gained from the participant interviews and flu 

observations, to examine the accuracy of assumptions. 

The previous paragraph may suggest that the documentation review was not a beneficial data 

source, this was not the case as it did provide additional insight in the following ways: 

• Factual: Some participants found it difficult remembering factual information, the order of 

events, and what professional group certain clinicians belonged to. This was revealed through 

the documentation review. 

• Provision of a record of different health professionals involved in care. 

• Offered some insight into the logic of treatment decisions. 

• It highlighted patterns of follow-up. 

• On occasions patterns of participant behaviour/anxiety were reported. 

Through these routes the documentation review provided greater insight of the participant 

experIence. 

7.5.2 Participant observation (follow-up appointments prospective arm) 

There are three aspects of this data collection method that require further justification and 

explanation; why participant observation was narrowed to flu appointments, consideration of the 

role I took as the observer, and the impact this may have had on this process. 

a) Why observation of follow-up: Holloway and Wheeler (2002) advise that initially the observer 

enters the setting without preconceived ideas of limiting observations to specific processes or 

people, after initial observation, data will direct a more focused approach. It could be argued that 

participant observation for this study had a narrow focus by concentrating on flu consultations 

alone. To some extent the advice of Holloway and Wheeler (2002) had been followed as previous 

research (Colbourne 1998) indicated that a key area of communication and participant anxiety 

surrounded the flu consultation and that a greater understanding of this process could be beneficial 

in providing insight into the participants' post treatment experience. 
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b) The observer role that I adopted: I considered that my role was a mixture of the insider and 

outsider observer roles described by Bonner and Tolhurst (2002). I was not living among 

participants and experiencing their culture or life, but I had been invited to their homes and 

hospital appointments to share and observe, at a certain level, their experiences of a difficult life 

event. I was known in the field setting by some clinicians and staff so I was not an outsider, but no 

longer a permanent member, I was now an individual who visited the clinic setting and was not a 

designated person in the delivery of the service. 

In an attempt to clarify understanding of my researcher role to health professionals I introduced 

myself as a nurse researcher who had a previous background in cancer nursing. I did not deny my 

oncology roots but tried to signify that I had moved to a different role. My role felt legitimate as a 

nurse researcher, I was part of the clinic service periphery, but had the credibility to be present to 

recruit patients and observe elements of care. 

During the initial stages of the study (the pilot study) I found difficulty in balancing disclosure of 

my nursing background and functioning in the 'research relationship' with participants. I used the 

following methods to assist in avoiding over-familiarity or to help participants in not seeing me as 

a nurse for their care: 

• I specifically set the retrospective arm recruitment criteria time-scales to ensure patients I had 

given direct nursing care to, would be excluded 

• A paragraph in the participant study information sheet described my nurse researcher role 

• I did not wear a clinical uniform to reinforce my non-integration with the clinical care setting 

• I did not have a base on a hospital site 

• On first meeting I described my nursing background but reinforced the research role 

.. When appropriate, I suggested avenues other than myself for needs that arose 

By using this approach I believed I was not hiding the nurse component of 'me' but I was not 

advertising it. Despite following this strategy, there were instances when participants appeared to 

find difficulty in comprehending a difference between the nurse and nurse researcher role and 

these issues are considered further in section 7.5.3 and 7.5.4. and elsewhere (Colbourne and Sque 

2004). 

c) Issues surrounding observation of 17u; I attended alternate flu appointments therefore there 

was the potential that I could have missed data that occurred during this time. Participants could 

have 'saved' issues for these times, which they did not want me to witness. However during 

sequential interviews I asked participants their thoughts of their most recent flu appointment, and 
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cross checked relevant annotations through the documentation review. One man did not feel 

comfortable with me attending some of his appointments, and I took this as a positive sign, in that 

participants felt able and comfortable to say, 'no'. Several participants had commented that flu 

appointments were often crowded or busy events and this inhibited questions of an intimate nature 

being asked. I could not guarantee that my presence had not added to this inhibition. However by 

attending alternate appointments and giving participants regular opportunities to prevent my being 

there I had limited this possibility. I became a regular attendee at the clinics however I could not 

discount that my presence as a researcher had not affected the interaction or behaviour of 

clinicians or participants. 

7.5.3 The study journal: Evidence of researcher reflexivity 

Stake (1995) acknowledges that as with other qualitative methods case study is dependent on 

interpretation and as a result the researcher must 'realise their own consciousness' p41. I used the 

study journal to record and reflect upon the potential conflicts and benefits of the nurse researcher 

role (my role) on the research process. It was invaluable as a 'self-debating', reflecting, learning 

tooI, that helped in building both my confidence as a nurse researcher and in answering study 

design or ethical questions as the project moved on. 

Whilst undertaking this study I regularly questioned the impact of myself on the research. In 

particular I found myself contemplating how I was constructing knowledge and understanding 

from the data. For example, I found that I was analysing the data from participants but also adding 

the slant of me as the nurse by viewing the service I was seeing, and to some extent comparing it 

against cancer standards used for peer review visits. I realised I was adding my service concerns to 

those found in the participant narrative. I was being more critical of the service experienced by 

participants than the participants themselves! Once I realised what I was doing it helped give 

greater awareness in how I was constructing knowledge from the data, and the need for greater 

self-vigilance during data collection and analysis. I did not deny the observations I was making 

about service delivery or participant care, as I considered this data to be valuable. However I 

became solicitous in checking that my observations were separated from participant data. 

7.5.4 Meaning in context: The therapeutic potential of cancer research interviews 

During this study I was influenced by Kvale's (1996) work describing the similarity and impact of 

therapeutic interviews (or psychoanalytic interviews) with qualitative research interviews. In 

therapeutic interviews the emphasis is on personal change, whereas the aim of qualitative research 

interviewing is not to change the participant but to gain meaning, and an understanding of their 

experience. Two characteristics of the psychoanalytic interview detailed by Kvale (1996) appeared 

to have particular relevance to the research interviews undertaken during this study, these were: 
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• The 'Temporal dimension' where the individual explores the importance and dimensions of 

the experience, and; 

• 'Human interaction as therapy' where there is reciprocal personal involvement between the 

participant and researcher. 

These two characteristics seemed important in considering the research interview in the context of 

the cancer experience, and this wiII be explained in the following paragraphs. 

Throughout pilot study data collection, it became apparent that most participants were using the 

process of the research interviews as a mechanism of 'off-loading' or therapeutic expression. As a 

result when I progressed to the main study a therapeutic component was not denied or withheld. 

Because there was an expectation on my part that a therapeutic relationship might develop with the 

couples, this idea may have had an effect on my relationship with participants, resultant data, and 

analysis, for which I had to apply reflexive accounting. As a response to this observation the need 

to consider the concept of the therapeutic impact of the interview became important. 

I was reminded continually that a research interview is not undertaken in a vacuum. The 

particularities of context, meaning in context, and the situation of participants and researcher, are 

important features of case study (Appleton 2002; Gomm et al. 2000; Stake 1995). The 'culture' of 

cancer and the fear this disease engenders has been identified in the study findings. Sontag (1991) 

has written extensively of the metaphors of illness and specifically those allied to tuberculosis, 

AIDS, and cancer. Sontag's (1991) main stance is that socially created negative metaphors applied 

to diseases such as cancer cause nothing but fear and dread. 

All of the participants in the study expressed a fear of cancer as a life threatening illness and used 

metaphors to describe cancer in their narrative. Also discussions surrounding mortality and 

negative associations with specific cancers were common. 

The context of cancer, the fear it can induce and prior personal experiences of the individual will 

impact on the cancer research interview. The following points will offer examples of the impact of 

the fear of cancer and the therapeutic response that the interviewer may bring through 'human 

interaction', and providing (subconsciously) the opportunity of exploration of the 'temporal 

dimension' . 

• Searching for positives: Participants frequently sought re-affirmation of data they had been 

given in relation to their prognosis. The interview was frequently used as reassurance and for 
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confirmation, to support the case for potential cure against the common perception that cancer 

invariably equates to death. 

• Gateway to information and treatment: During interviews I was asked questions relating to 

treatment, side effects, post treatment fertility, the format of treatment and follow-up, and how 

relapse might be identified or prevented. On occasions I was also seen as an alternative avenue 

for, referral, to speed up treatment, or to access results, especially post treatment. Anxiety 

appeared to be directed to the potential of cancer returning and that the cancer 'fight' would 

have to be reinstated. 

• To check logic of cancer thoughts: I was used as a sounding board through which some 

participants could debate their thoughts relating to the possible causes of their cancer and the 

logic of cancer prevention plans and lifestyles they hoped to follow. There were also 

expressions of thought processes in relation to passing on 'cancer genes' to children, guilt that 

this may be the case but also queries as to how to investigate this possibility and deal with the 

consequences. In cases where the participant believed the cancer diagnosis had been 

mishandled or ignored, the participant often wanted to talk through his assumption and the 

potential impact on prognosis due to treatment delay. 

• Hiding cancer or not talking about it: Sontag (1991) suggests that modern society is unable 

to accept death and that cancer patients are isolated to some degree because of this 

phenomena. Social isolation can be induced by society or the individual. In this study there 

were participants who openly discussed their cancer diagnosis, yet, other participants were 

selective concerning those they told. Where the man did not want to, talk, examine, or think 

about their experience this resulted in inhibition of emotions between the couple. It might be 

suggested that this form of repression could equate to a form of coping strategy (for the man). 

Where men hid their diagnosis the spouse/partner appeared to use the interview as a 

therapeutic encounter to talk and off-load their fears and frustrations, and guilt of having to 

withhold the truth from family and friends. 

The previous examples provide some aspects of the potential for the research interview to provide 

elements of therapeutic input. The participants appeared to be trying to make sense of their 

understanding of their cancer in light of their personal biography and experience, social 

constructions of cancer, and the medical view of their prognosis. The interviews served as an 

avenue to sound-out and re-affirm their own, and sometimes new, developing beliefs and 

knowledge. In some cases these new beliefs were conflicting with the strong social and cultural 
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view of cancer i.e. the negative stereotype and culture of cancer. The study interviews were 

undertaken between treatment cycles and health professional consultations. It was during these 

periods when positive reassurance could not be secured from the healthcare teams where doubt 

and negative cancer thoughts appeared to arise. On occasions the interviews offered a timely 

opportunity of a therapeutic/human interaction. 

From the experience gained through this study, it might be concluded that although the primary 

aims are different there are similarities between the research and therapeutic interview, they seek 

to understand, interpret and re-interpret, and often result in self-exploration on the part of both 

parties (Hutchinson and Wilson 1994; Kvale 1996). All individuals involved in a research 

interview situation will be influenced by the process in some way. I had a responsibility to 

understand and be aware of this and the possible impact upon the research; the examples detailed 

in this section have been offered to illustrate this impact in relation to this study. 

The issues identified in this section highlight further questions in relation to the therapeutic impact 

of the qualitative interview; did participants agree, in part, to involvement in a research study in 

order to access an additional mechanism of support, information, or advice? Where qualitative 

research is undertaken by a health professional should there be the assumption that participants 

will expect (or be entitled to) therapeutic human interaction from the researcher? If the answer to 

these questions is 'yes' should this reflect who should undertake this form of research? Perhaps 

there should be consideration of the knowledge, experience and skills required of the health

professional researcher to identifY and deal with these situations or at least a mechanism of referral 

to other agencies to resolve participant issues. 

7.6 The comprehensiveness of the study triangulation strategy: Enhancing credibility 

and rigour 

The previous sections have detailed relevant aspects of applying the individual data collection 

methods. This section will consider the combined triangulation strategy and interpretation 

procedures. 

This study did not have several hypotheses to demonstrate theory triangulation, however an 

initiatory theoretical framework and study questions were compared and explored in relation to 

analysed data. The methods combined to enhance credibility and rigour were: data triangulation, 

member checking, IRCA, a theoretical framework, and the use of the study journal. Relevant 

issues and the implications of this strategy will be discussed in the following sections. 
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7.6.1 Data triangulation 

If typicality and particularity were to be achieved, convergence and divergence of data was 

expected as an outcome of data triangulation. I would suggest that it is more natural to see the 

typical, and a more focused approach is needed to continually reinforce the atypical. 

Cross referencing and constant comparison of data occurred through: observation of follow-up 

consultations, which assisted in corroborating expanding themes that developed from interview 

data. This cross referencing helped in building a multifaceted picture of the couples' cancer 

experience by including the interaction of health professionals. Review of documentation provided 

an additional view of the experience by providing an insight of health professional activity and 

clarification of events. For example, during interviews participants frequently identified that flu 

appointments appeared to be purely a cancer absence check and little else. The documentation 

review confirmed that armotations mainly recorded only tumour marker and scan results. This was 

even more poignant when cross-analysed with interview data where participants were experiencing 

physical or emotional difficulty yet these issues did not appear to be discussed or identified in 

follow-up appointments (other examples and evidence of cross-referencing of data sources were 

illustrated in Chapter Three and Four). 

The findings chapters do illustrate a balance of particularity and typicality. Instances of 

particularity include the following examples; where only one couple used a support group, the 

identification of a minority of couples who experienced relationship difficulties post treatment, 

and the comparison of different levels of recurrence anxiety experienced through depiction of case 

extracts from Joel and Adam's experience. 

The study journal aided the triangulation process by providing context and a record of decisions 

about the research direction of the study, made on the basis of emerging, converging or diverging 

data and reflexive accounting. 

Data triangulation provided a description of how data was compared but the following sections 

relate more to the way data were interpreted and the implications in constructing meaning from the 

data and analysis. 

7.6.2 Member checking 

Several forms of member checking were undertaken during the study. Participants were offered 

the opportunity to; 

• Comment on the relevance of a list of themes describing the cancer experience (the member 

check theme sheet). 
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.. Give their thoughts of the interview process at the end of the interview, and on the interview 

comment slip. 

.. Provide written comments on the summary of study recommendations. 

In this way participants gave their reactions to the evolving analysis and this became part of the 

data. By incorporating these three methods, a variety of 'weak' and 'strong' versions of member 

checking (Seale 1999) were undertaken. Table 7.2 provides postal response rates of the interview 

comment sheet and the study summary of recommendations. 

Table 7.2 Participant response rates to interview comment sheet and study summary of 

recommendations 

Document Response rate Representative selection of comments 
.. We gained additional iriformation through 

interviews 
Interview 19 of48 = 39% .. It's important for the hospital to get our 

comment sheet prospective arm replies = n 13 opinion 
retrospective arm replies = n6 .. I was less apprehensive as the interviews went 

on 
.. Interviews were supportive 
.. Being part of the study was a positive 

experience 
.. Comprehensive 
.. Covered relevant issues but missed benefit and 

support of interviews 
Study summary of 13 of 48 27% .. Picked out our concerns 
recommendations prospective arm replies = n 10 .. It's important to remember wives/partner are 

retrospective arm replies = n3 both affected by the diagnosis 
In 5 cases separate cardsll etters were attached 
providing personal updates 

The benefits and constraints of member checking have been debated in Chapter Two. It was 

mentioned that a common criticism of this method is the potential for participants not providing an 

honest or thorough review of findings offered to them. The following points are offered in support 

of member checking used in this study: 

.. Participants recruited to this study all described a wish to positively influence care for patients 

of the future. Participants recruited to the prospective arm of the study were aware that their 

involvement could last for an 18 month period. During this study several participants 

encountered difficult life events not connected to the cancer experience. It would have been 

understandable if these people had decided to end their involvement but each individual 

reinforced their commitment to the study. It might therefore be suggested, that, as participants 

had invested a great amount of time and energy to the research process this would result in 
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their focused consideration of papers offered for member checking, and any subsequent 

discussion. 

.. The longitudinal design of this study provided the opportunity for the participant/researcher 

relationship to develop where personal exchanges occurred and participants passed comment 

concerning how the study was conducted and opinions concerning the developing analysis. 

Participants were offered multiple opportunities to give feedback, both face to face with 

myself or anonymously through interview reply slips or the study summary document. 

.. Member checking of the theme sheet occurred regularly throughout the study, the aim being to 

refine the document but also allow review as near to the time of the experience to reduce 

problems of memory recall (specifically with prospective arm participants). 

The response rates of postal replies of the interview comment sheet and summary of 

recommendations were relatively low. There are potential explanations for this; the couples had 

the opportunity of giving their opinions of the interview process during the interview and may 

have felt they had no more comments to make; some recommendations were included in the 

member check theme sheet, and participants also made clear some of their personal 

recommendations for care provision at the time of interview, therefore these individuals may have 

considered they had already given their response; due to the staggered recruitment process some 

couples were well over one year post interview when they received the study recommendations 

and responding may not have been a priority in their lives. It is noted that the higher response rate 

is for couples recruited to the prospective arm of the study, supporting the concept of greater 

commitment to the research process for those who had given more time. 

7.6.3 Inter-rater coding and agreement 

For this study IRCA was undertaken using, dialogical methods (Kvale 1996) to identifY areas of 

greater subjectivity, and direct time and input to debate and resolve these issues of disparity. The 

emphasis of the process was on checking insights, gaining feedback, consensus, fresh perspectives, 

and debating conceptualisation. The major benefit of this process was to enhance rigour and 

confrrmability through the researcher and a third party taking the time to think about and debate 

the coding process and to justifY the conceptualisation of codes identified from the data. 

7.6.4 The analysis of joint interview data 

The aim of conducting separate participant interviews was to allow each individual the 

confidential opportunity to vocalise their experience. In Chapter Three it was identified that 

participant interviews were undertaken separately with the exception of three couples. The reasons 
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for including the data from these interviews in the analysis process is provided in the following 

points: 

., When analysed separately none of this data diverged from the categories/themes of data 

generated from interviews where participants were interviewed separately . 

., Data gained was constantly compared with all other sources of data, which provided data 

triangu lation . 

., Claude and Hilary (prospective prostate arm): At the outset this couple explained that the 

presence of Hilary would provide encouragement and support to enable Claude to talk about 

private and sexual issues. This 'enabling' was witnessed at interview but also that the couple 

were very frank to the point where they disclosed information that they had not shared with 

each other before. Therefore it appeared that the joint interview had not resulted in either 

participant holding back any information . 

., Joel and Maria (prospective testicular arm): I interviewed Joel separately before undertaking a 

joint, semi-interpreted interview with Maria, therefore it was considered that data collected at 

Joel's interviews was no different to that of any other participant. During interviews with 

Maria, Joel provided clarification of terms for Maria and 1. Joel also encouraged Maria to talk, 

and prompted her to provide her own opinions, because of this observation I considered the 

data I did obtain from Maria was an honest reflection of her experience but not a deep and 

detailed account. 

., Eddie and Mo (retrospective testicular arm): Although Eddie was the dominant character 

during this couple's interview, I was confident that I had gained an honest reflection of Mo's 

most important thoughts and feelings because the discussion between the couple became very 

heated on occasions, and there were outbursts of speech from Mo that outlined difficulties that 

she or the couple had experienced. 

7.6.5 Data analysis and use of the theoretical framework: The priority of representing the 

typical and particular 

The theoretical framework 'Psychological fall-out', was used to direct and focus the study and the 

initial stages of analysis. In line with case study procedures the framework was used to pre-inform 

the current study but did not restrict the freedom to change and develop it. The case study design 

widened the parameters of the previous work in identifYing that the experience of the couple was 

more complex than previously described. Such evolution and change was important, as integration 

of new and contradictory evidence to the framework acknowledged that I had challenged prior 

experience and preconceptions. 

Stake (2000; 1995) emphasises the need to ensure particularity as the focus of the investigation is 

the case. This caution is paramount when conducting collective case study where particularity 
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must not be overridden in the process of describing the typical (specifically in the construction of a 

conceptual model or framework). Focusing on the typical can alter data interpretation and 

construction, an example of which can be illustrated from this study; the 'merry-go-round' was 

identified as a theme in the cross case analysis as this was experienced primarily by women from 

the testicular arm and not the prostate arm. However, if this had been a study exploring the 

experience couples of testicular cancer alone, the profile of this theme would probably have been 

raised to that of a major category. This example illustrates that particularity and typicality are 

relative to choosing and bounding the case. Across case comparisons can be informative as long as 

there is vigilance in not loosing the view of the particular in the larger context of the study. 

Data analysis using constant companson and cognitive mapping, was sympathetic to the 

philosophy of case study by reducing fragmentation through manipulating the data together, in a 

way that presented the participant experience as a whole. As description is an important precedent 

in achieving case study, emphasis was on ascribing participants own words/phrases to, coding, 

construction of the member check theme sheet, and the analytic representation of the conceptual 

model. Cognitive mapping also assisted in the preservation of the typical and atypical through the 

construction of the micro and macro maps, at different levels of analysis, illustrating its suitability 

as a data analysis tool in combination with collective case study. 

The techniques of constant comparison and cognitive mapping helped in the systematic reduction 

of data and interconnecting construction of meaning. However, this process involved a degree of 

intuitive/subjective interpretation on my part concerning the meaning and connections that were 

deduced. As stated earlier procedures such as member checking, IRCA, and a reflexive approach 

were used to reduce the potential for error but it cannot be denied that the findings and 

interpretations are of a collective understanding and construction of participants and myself. This 

chapter and those before serve as a thorough description, and a decision trail (Yin 2003), that 

illustrate in a transparent way, how this study was conducted and how the data analysis process 

was achieved. 

7.7 The utilisation and applicability of collective case study 

The previous sections have provided discussion of issues pertinent to conducting this study and the 

appropriateness of aspects of the study design in investigating the couples' cancer experience. This 

final section will comment on the study as a whole. 

Case study is built around the best way to investigate the specific case and how the maximum can 

be learnt from the case. The question is, did I build the method correctly to answer the research 

aim and study questions and learn the most from the case? 
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No study design is completely ideal, and Lincoln and Guba (2000) identity several criteria to judge 

the dependability of qualitative research and include fairness as a measure; this feature is described 

as, quality of balance, where the views, claims, perspectives, and voices, of all stakeholders are 

apparent in the text. I would suggest that by capturing both the typical, and specifically the 

particular (through case extracts and multiple quotes that describe relevant themes and categories) 

'quality of balance' has been achieved. However the 'quality of balance' is dependent on the 

definition of stakeholder. In this study the aim was to explore the experience of the couple, the 

'voice' of health professionals was not included even though their input directly affected the 

management of the treatment experience. In hindsight it might have been valuable to gain the view 

of health professionals delivering care. A survey to investigate the health professionals 

understanding of the participant experience and their opinions of current care provision could have 

given greater understanding of the strengths and constraints of the service and care delivery. 

Case study was a useful strategy to explore the dimension of participants' experience due to; the 

flexibility in construction of the research design that allowed the focus of the investigation to be 

created in a relevant way; specific to the individuality and intrinsic needs of the case and 

constraints of time. 

Through the duality of preserving both the particular and typical, explaining the experience and 

answering the research questions was possible. In addition the benefit of collective case study was; 

it provided easily recognisable recommendations for practice that were identifiable by retaining 

the realism and detail of life events through the essential element of description (Platt 1988); and it 

also allowed comparison across cases and therefore the opportunity of theorising through the 

development of a conceptual model. As identified in Chapter Two, for study recommendations to 

be acceptable to clinical practice it is necessary to show that any alteration in care provision 

through adoption of findings will be for the majority. Collective case study provides this 

possibility through conceptual model (the typical) to provide information to inform care and the 

intrinsic element (preservation of the particular) serves as a reminder of the individuality of the 

experience of the man and woman. 

7.8 Chapter summary 

This chapter began by providing a brief discussion highlighting the difficulty in locating an 

appropriate evaluation framework for case study research. An appraisal format was constructed 

from several texts, to guide the content of this chapter. Using this framework the chapter has 

considered and discussed, the appropriateness of the study method, the benefits and constraints of 

the study design and data collection methods, and justified the use of collective case study. 
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It has been shown that the pilot study was instrumental in sensitising and directing the research to 

pertinent issues, and grounding a personal but permissible research perspective. Greater 

understanding of the use of reflexivity assisted in dealing with the perceived nurse researcher role 

conflict. Additionally the benefit of using the interpersonal and intervention skills gained from 

nursing experience to enhance the research process was illustrated. The impact of the researcher 

has been considered in relation to the potential therapeutic impact of the research interview and 

also the interpretation and construction of meaning during analysis. 

It has been identified that a key to successfully directing a case study investigation is bounding of 

the case in a way relevant to answering the research questions. Implications of sampling criteria 

and case representation have been considered in relation to bounding the case. 

As case study is associated with the need for multiple avenues of investigation of a phenomenon, 

the chapter has concentrated upon evaluation of the data collection methods used. This and 

methods of triangulation employed to enhance credibility, rigour, and trustworthiness have been 

identified, and strengths and constraints of these approaches considered. 

Within this chapter the potential benefits and difficulties in conducting this study have been 

discussed and debated. As a conclusion to this study the following chapter will suggest the 

contribution of this work to the body of knowledge, the potential relevance to practice of the 

findings, and further avenues of research. 
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CHAPTER EIGHT 

Contribution to knowledge, recommendations for practice and research, 

and study conclusion 

8.1 Introduction 

This concluding chapter provides a summary of the main issues from this work and final 

comments. The chapter begins with reaffirmation of what this study set out to achieve, foIIowed 

by a section summarising the main findings of the study and discussion of the contribution to the 

existing knowledge of cancer care, and research methodology. This is foIIowed by a section 

describing the implications for practice, and recommendations for further research. This chapter 

closes with a fmal conclusion ofthe entire study. 

This study has generated a number of recommendations for practice and areas appropriate for 

further research. In particular these focus on emotion-orientated issues relating to the cohesiveness 

of care management for the couple. This chapter will concentrate on providing a discussion and 

overview of these key findings. 
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8.2 The contribution to the existing knowledge 

The main purpose of this investigation was to explain the experience of the man during and after 

completion of potentially curative cancer treatment, and the corresponding experience of their 

spouse/partner. This study also set out to explore; 

1. The potential for the man and their spouse/partner to have differing needs throughout the 

cancer experience. 

2. The potential for the man or woman to have unmet needs which impacted during the cancer 

experience. 

3. How the acute clinical setting addressed the disease, diagnostic, treatment and post treatment 

phase, and the impact of the experience on the man, and spouse/partner (individually and as 

couple). 

The following sections provide a summary and discussion of the findings from this study 111 

relation to these aims. 

8.2.1 The contribution to the existing knowledge in the field of cancer care, and research 
methodology/method 

The following list provides a summary of the main study findings: 

• Participants 'chunk' or 'box off' the cancer experience into manageable phases to cognitively 

deal the experience. 

• Care managed across various health settings and specialties did not always deliver continuity 

and cohesiveness of care provision. 

• From diagnosis the couple were constantly searching for positives to resolve any negative 

preconceptions of cancer, and to reinforce/reassure themselves of the potential for treatment 

success. 

• The experience impacted on the couple. They pulled together to deal with the cancer diagnosis 

and treatment but often the man and woman dealt with the situation differently and at times 

had diverging needs. 

• Individual participants had different information, practical, emotional, supportive needs and 

required varying levels of control/empowerment over the situation but service provision did 

not always account for these individualities. 

• The use of social comparison, trying to maintain normality, the prognostic mantra, and 

attempts to locate individually appropriate levels of information and control were all evident in 

dealing with the experience. 

• Body watching and living through the man's body: The cancer diagnosis exposed body 

vulnerability. Through clinical investigations the couples were able to view the internal 

workings of the man's body. Exposing the internal body could provide reassurance of cancer 

211 



absence but also induce dependency on clinical investigations. Scrutiny of the body was a way 

of seeking/monitoring cancer status information. 

.. Some participants required more from flu than a cancer absence check e.g. information, space 

and time to talk (to someone out of the loop) and an opportunity to access rehabilitative 

direction and initiatives. 

New knowledge has been gained from this study in several areas. One of the major contributions 

of this work has been the ability to investigate the couples' cancer experience in a prospective 

way. The prospective approach has been instrumental in identifYing how beliefs, issues or 

instances that occur in the participants' life pre-diagnosis, or at points during the cancer experience 

can have a continuing impact on their post treatment existence. Collective case study has been 

shown to be a useful research strategy as; preservation of the particular, in context, allowed the 

capture of detail, while cross case analysis of the typical couples' experience contributed to the 

interpretative construction of the conceptual model. The conceptual model offers new insight into 

how the couple can respond to the cancer diagnosis throughout the experience and it has enhanced 

understanding of the needs of both the man and the woman during this time. 

Perhaps the most important study findings are the concepts of body watching and living through 

the man's body. From the point of diagnosis the couple used the man's body as a means of 

interpretation of the seriousness of the situation and how effective therapy has been in treating the 

cancer. Information gleaned through clinical investigations was a primary way of making sense of 

the situation. Increased visibility of the man's body had implications in how the body and self 

were perceived i.e. degrees of in-separateness, and the impact of these phenomena in relation to 

acceptance and adaptation to the cancer experience. 

Some explanation of the couples' experience in relation to the social theories of, embodiment, 

adaptation and social comparison have been offered. Application of these theories to the study 

findings, has demonstrated new ways of interpreting the cancer experience of the couple. This 

included; the interdependence of, the reconstruction of a new body and life continuity, and 

acceptance and adaptation to the cancer experience; and the identification of embodiment through 

proxy, the behaviour displayed by the spouse/partner in an attempt to gain meaning and 

understanding of what was happening to the man and his body. 

The findings from this research are not the only aspects of knowledge generated. During this 

project I identified my difficulty adapting to the researcher role and what I initially believed was 

the necessity to deny my nursing background. Experience and increased self assurance gained as 

the work progressed resulted in the defence of using previously gained nurse skills, knowledge, 
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and background to the potential benefit of the research. Likewise it became evident that, at times, 

the interview interaction and the developing participant/researcher relationship (particularly 

through serial interviews) could be demonstrated in certain instances as therapeutic. The stance 

taken was not to deny what was occurring but to explore and be reflexive to the impact and 

meaning of the therapeutic component for participants and myself. Perhaps greater debate or 

research is required relating to this concept or the role expectation of health professional 

researchers to provide care in addition to undertaking research investigation. 

Through attempting to find a relevant framework to guide the evaluation of this study, it became 

apparent that 'off the shelf critique frameworks were not available for every qualitative research 

methodology or design. As a result of this deficit I have provided a potentially useful framework 

to appraise case study. 

8.3 implications for practice 

There are a number of implications for care management both in cohesiveness, and the 

environment of service delivery and a more empathetic consideration of the couples' needs. The 

key areas will be highlighted here: 

41 The cancer experience affected the couple but services appeared to be geared to delivering 

cancer treatment, and the focus of care (by health professionals and the couple) was primarily 

on the man. Support for the man is important but frequently the needs and role of the woman 

were overlooked, to the detriment of the experience of the couple. 

41 The spouse/partner took on the responsibility of carer and supporter. The woman sought and 

needed personal understanding, to deal with the imminent situation, and to gain awareness of 

the potential short term and long term prognosis. It is recognised that patient confidentiality 

has to be maintained, however it is inappropriate that the spouse/partner should be expected to 

provide care and continuous support without thought to the provision of; a) regular 

opportunities to discuss information that they may require to deal with the situation; b) 

comprehensive assessment of their needs and those of the man; c) introduction to someone 

who can provide opportunities for 'out of the loop' talking. 

41 The ideal would be for an oncology-knowledgeable key worker to be available to the couple 

from diagnosis, but with care provided across multiple care sites and specialties this may be 

difficult to achieve. However, greater understanding of the cancer experience of the couple 

and their needs could be used to inform and develop a more cohesive, managed care package, 

where individual professionals take greater individual responsibility in ensuring couples are 

not left information deprived or in a state of confusion. 

• The environment of caring: Trying to ensure continuity of ward allocation (i.e. familiar staff 

and routine) is not always possible but to optimise care and reassurance for the man and the 

213 



spouse/partner is important. Care provision in an environment where people with a similar 

diagnosis are in the same proximity can assist social comparison, and provide opportunities for 

camaraderie. Issues of continuity i.e. of health care personnel or regular treatment 

appointments are equally important in relation to day case treatment. Additionally, couples 

cannot be insulated from the presence of people who are terminally ill, or from the reality that 

death is an outcome from cancer for some patients. However when patients and/or their 

spouse/partners witness distressing events or the death of others it is important that an 

opportunity is made to offer some form of acknowledgement of the situation. Participants 

identified that it was more distressing having to deal with their silent thoughts than discussing 

what they had confronted. This finding suggests the need for a debriefing policy that protects 

the confidentiality of the person who has died but considers the need to reassure other 

individuals. 

• Findings suggest that a 'cancer absence check' is a necessary component off/u but a subgroup 

of participants also require an additional option; one that is more therapeutic and emotion

focused, that provides an opportunity to initiate intimate discourse, raise the' little' issues, and 

deal with non-life threatening side effects that can impact well after the completion of 

treatment. 

• From diagnosis a great frustration for the couple was that commonly, the results of tests were 

not given at the time of the procedure. One might be able to justifY that a technician is not in a 

position to discuss the implications of diagnostic or disease monitoring information. Such 

situations suggest the need to re-evaluate the role of staff involved in 

diagnostic/investigational services and/or the timing of procedures to coincide with a verbal 

report being passed on to a clinician who can interpret 'body' meaning for the couple. 

• During flu the common practice appears to be that results are interpreted retrospectively or 

men are told 'if you don't hear assume it's ok'. This policy is at odds with how the couple 

need to view the man's body. Without the reassurance of this information adaptation is 

difficult. 

• Although increased visibility of internal workings of the man's body can heighten anxiety, 

viewing the body to provide reassurance of cancer absence could help the couple. It is 

important that health professionals are aware of this impact. Providing internal body 

information, in a visual form, at the frequency individual couples require it could allay anxiety 

throughout a couple's cancer experience. 

Service developments have been suggested from study findings. It may be interpreted that these 

recommendations should be provided by the NHS or health professionals. This is not necessarily 

the case, however perhaps the onus is for clinicianslthe health service, to ensure such services are 

offered by some agency as part of a couple's care pathway. A caution from these study findings is 
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that 'traditional' support groups or 'counselling' services are not a support structure that these 

couples would readily use. 

8.4 Recommendations for further research: The care environment, cohesiveness and 

management of care, and dealing with the spouse/partner's needs 

The findings and issues raised from this investigation suggested multiple avenues for further 

research. Areas considered to be of most importance and those which relate to emotion centred 

issues are discussed in the following paragraphs. 

It has been recognised since the 1960's that rehabilitation for the cancer survivor is important. Yet 

this study illustrated a lack of cohesive case management of the couple from diagnosis and through 

to the post treatment experience and beyond. The first question to ask is why? Is this a financial or 

personnel resource issue? Would the provision of more CNS posts result in a culture change to a 

more emotion-focused, therapeutic method of care delivery? The second research question may 

therefore be; What is required to create a cohesive, more emotion-focused service for the couple? 

A research methodology that could uncover explanations that relate to these questions from the 

perspective of the couple and health professionals is necessary. Ethnographic research has the 

ability to facilitate the examination of cultural and behavioural barriers to providing appropriate 

care for the patient and spouse/partner. 

NICE (2004) in the guidance: Improving Supportive and Palliative Care for Adults with Cancer, 

has recommended that more research is required to evaluate different care initiatives to provide 

evidence of their benefit. Findings from my work identified care provision participants did find 

useful, or considered would have been beneficial to receive. It would therefore be appropriate to 

evaluate these suggested care initiatives by comparing them with standard care. This might include 

comparative evaluation studies of the following interventions or methods of care provision: 

• The benefit of an information pack providing a description of the surgical procedure for 

orchidectomy and illustrative details of prosthetic implants (given to the man in advance of 

admission for surgery). 

• The potential for anxiety reduction, by offering interim PSA tests and opportunities for cancer 

education, to men (and their spouse/partner) during the period from the provision of a cancer 

treatment plan and commencement of radiotherapy. 

• A 'buddy' telephone service available for the man and spouse/partner or other mechanisms to 

provide 'out ofthe loop' support. 

• Gender orientated information and supportive care that takes into account the concept of 

'chunking' to enhance coping during the experience. 
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• Pertinent, individualised, cancer education programmes, to take into account the individual's 

previous cancer-related life experiences and personal meaning of cancer. 

• 'Traditional' flu appointments, compared with nurse/radiographer-led flu that incorporates 

cancer absence checks with, informative, emotion-focussed care, support and advice. 

• The preference of couples to different modes of flu e.g. those that include; open access, 

different environments (hospital, clinic, GP practice, home), alternative methods of delivery 

(face to face, telephone, e-mail) and a variety of content. 

• The use of a social assessment checklist (to include financial, practical and informational 

social support) to be used at regular intervals throughout the cancer experience. 

Chemotherapy and radiotherapy were administered in the acute setting, however the emotional, 

social, and at times physical care needs were often experienced within the privacy of the couples' 

home environment. Accessing pertinent and timely information and supportive care seemed 

elusive at home. Further research is warranted in understanding the reasons for these deficits and 

suggesting an optimum but realistic integrated pathway of care for the couple. The Cancer Nurse 

Advisory Group (service delivery subgroup) produced a draft discussion document, 'Meeting the 

Nursing Needs of Patients With Cancer' (2003), which advocated the introduction of oncology 

trained teams (led by nurses) to straddle acute oncology, and primary care boundaries to provide 

more focused care. Participants in this study expressed a need for easy access to oncology

knowledgeable health professionals at all phases of the experience. An evaluative pilot study of the 

introduction of cross boundary oncology teams (especially if the philosophy of care was 

therapeutic) would be an exciting prospect. 

The research recommendation identified in the previous paragraph relates to the experience of the 

couple. This study has identified that at times the spouse/partner has differing practical, emotional, 

and informational needs to the man. A particular area of difficulty for a subsection of women was 

the emotional impact of 'the merry-go-round'. The entire cancer experience of the spouse/partner 

warrants, greater, detailed exploration and this could be achieved through an ethnographic enquiry 

into the culture, context and behaviour of the spouse/partner. 

It became evident that the men in this study depended on their spouse/partner for physical, 

emotional and supportive care. A follow-on, exploratory, investigation would be one that asked; 

Where, and to whom, do single men turn to receive this input? Who if anyone, provides guidance, 

reassurance and rationalisation for this group of men? 

Some of the men in this study experienced care provided on a 'young person's unit' and they were 

unanimous in their praise for this type of facility. This observation raises interesting questions; 
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Was this unit more popular with the men because of the young age group of patients? Was there a 

different philosophy of care compared to other ward areas? Were the staff/patient ratios higher 

than other areas, or did it have a noticeably different environment? Answers to these questions 

identified through an investigation comparing different care environments and philosophies could 

be valuable in identifYing beneficial implications for practice. 

The prevIOUS paragraphs have centred on research directly applicable to clinically orientated 

provision of care. Greater investigation is also necessary in relation to the theory of embodiment 

and the concept of the man and spouse/partner living through the man's body and the implications 

of viewing the body with greater visibility and body/self in-separate. How couples relate to this 

concept, whether it is beneficial in providing reassurance through internal body scrutiny is 

required. Further evaluation of how this theory can be used to support individuals in the 

acceptance and adaptation process, and the possibility of reducing the impact of tumour 

marker/scan dependency and the resultant tumour recurrence anxiety would be beneficial. Cancer 

recurrence fears, uncertainty and future unknown featured to varying degrees for all participants, 

the theory of embodiment may be an avenue to explore this phenomena, and provide insight to 

how health professionals might assist the couple to regain faith in the body. 

8.5 Conclusion 

The aim of this study was to explain the cancer experience of the couple, and to investigate the 

possibility of individual needs, whilst gaining understanding of how the clinical setting responded 

to these issues. The previous chapters stand as testament that this has been achieved. 

The use of collective case study provided the benefit of, preserving the particularity and detail of 

the couples' experience, interpretation of the typical, and construction of the conceptual model. 

The prospective research design was essential to capture the multiple changing facets of the 

participants' experience. 

New knowledge has been gained from this study at several levels. An important concept being the 

couples' use of body watching and living through the man's body, to seek and monitor cancer 

status, and the implications this behaviour had in relation to post treatment acceptance and 

adaptation to the cancer experience. This exploration has revealed an understanding of the needs of 

the man and woman throughout the cancer experience. It has been identified that the couples have 

common issues but also needs that differ. Continual, comprehensive, assessment of the needs of 

the couple is not a habitual feature of care for this group of people, therefore individual physical, 

social, and emotional difficulties are not always addressed. 
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This work has suggested that there was not necessarily an issue with the clinical administration of 

treatment however the preference of couples was for greater access to individualised, emotion

focused care to complement the technical. Nursing and allied health professionals are in a prime 

position to supplement conventional diagnostic and treatment delivery with greater consideration 

of content and cohesiveness of care. 

Without providing false hope, health professionals could enhance the experience of the man and 

the spouse/partner by helping them to deal with 'the negatives' and uncertainty by increasing 

personal control through pertinent information and cancer education, related to the individual's 

specific prognostic circumstances. This would reduce reliance on cancer 'myths' and 

misconceptions. 

Suggestions for further research have been provided and these include greater investigation of 

emotion and therapeutic issues, the environment and cohesive management of care, exploring the 

woman's experience more fully, addressing issues concerning follow-up and the role of the man's 

body. 

This study has provided insight into the cancer experience of the couple. It has been illustrated that 

the man and spouse/partner can continue to experience physical, social and emotional difficulties 

well beyond the completion of treatment. The challenge for health professionals is to provide 

appropriate care, cancer information/education and support that are sensitive to the differing needs 

of the individual. To achieve this timely assessment of the needs of the man and spouse/partner is 

necessary and targeted intervention. Further exploration is required to determine how and who 

should provide this service for the couple during, and in particular, after cancer treatment. 
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Description of treatment modalities Appendix 1 

Prostate cancer: Tumour marker, diagnosis and staging, radiotherapy and potential 
physical side effects 

Tumour marker: Prostate specific antigen (PSA) is a glycoprotein which is specific to prostatic 
epithelium (Morton 2000). A level of PSA is absorbed into the bloodstream naturally, however, any 
trauma to the epithelial layer of the prostate gland may result in the release of higher levels of PSA 
into the circulation. Trauma may be a result of benign prostatic hyperplasia (BPH), disease, digital 
rectal examination (DRE) or malignancy. A normal PSA reading is <3.5ng/ml (Henderson and 
Greenhalgh 2000). An elevated PSA does not automatically indicate a malignancy but does 
suggest that investigation is required to seek the cause of the abnormal result. 

If a malignancy is detected the role of the PSA is twofold. In conjunction with other investigational 
information it can provide an indicator of prognosis. The higher the reading the greater potential of 
metastatic disease. The PSA is used after treatment to monitor for absence or recurrence of 
malignancy. 

Diagnosis and staging: DRE and PSA testing are the most useful clinical methods of detecting 
cancer (Morton 2000). If the findings of these examinations are abnormal further diagnostic 
imaging is required. This usually involves transrectal ultrasound biopsy, magnetic resonance 
imaging (MRI), and an isotope bone scan to provide detailed information concerning local and 
distant disease status. Biopsy histology findings are graded and calculated as a Gleason score; 4 
or below low grade, 5 to 7 intermediate, 8 to 10 high grade and a poor prognostic factor (Otto 
1997). Staging information, performance status and age should be considered when discussing 
the multiple treatment options with the patient. 

External beam radical radiotherapy and potential physical side effects: For men who undergo 
radical radiotherapy the aim of treatment is cure as the cancer is localised to the prostate gland or 
minimal extra-capsular spread, and there are no detectable widespread metastases. The 
treatment schedule will generally involve daily treatment at a radiotherapy unit, for four to six 
weeks. 

At present two forms of external beam radiotherapy may be offered to patients, conventional 
external beam radiotherapy or increasingly conformal radiotherapy. The latter is the newer 
technique and provides the ability to deliver a more precise dose of radiation to the prostate via 
three-dimensional planning systems (Morton 2000). The benefit is maximum dose delivery to the 
desired area and reduced damage to adjacent structures. It might be assumed that men recruited 
to the study might experience different degrees of toxicity dependant on the form of treatment 
received. 

Morton (2000) highlights the difficulty in predicting long term side effects of patients receiving 
treatment today as known toxicity data relates to that collated in the 1970s when treatments were 
not as refined. 

Generally side effects are directly related to the dose administered and the amount and type of 
tissue within the radiotherapy field. Structures close to the prostate include the rectum and 
bladder. Radiotherapy induced irritation of these tissues may cause acute or short-term urinary 
frequency, urinary incontinence, bowel disturbance or diarrhoea, bleeding or mucositis from the 
rectum, and radiation proctitis (Caffo et al. 1996; Henderson and Greenhalgh 2000). Vascular and 
nerve damage may occur within the treatment field, the implications of which largely impact on 
sexual function and are discussed in the following section. 

At five years post radiotherapy the reported risk of urinary or rectal toxicity is 3% (Morton 2000). 
Potential, rare, long-term side effects include urethral stricture or bladder contracture and recto
bladder fistulae (Caffo et al. 1996). Holmes (1996) describes that late changes can occur many 
years after treatment (up to 10 years or longer) and that these changes are the result of 
progressive degenerative processes induced by radiation within the field of treatment. 
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Appendix 1 continued 

Testicular cancer: Tumour markers, diagnosis and staging, chemotherapy and potential 
physical side effects 

Tumour markers: As in the case of prostate cancer, testicular tumours may express serum 
tumour markers. There are two main types of testicular tumour teratoma and seminoma. Elevated 
levels of alpha-fetoprotein (AFP) and human chorionic gonadotrophin (hCG) may be elevated in 
the presence of teratoma but hCG only in pure seminoma (Otto 1997). A normal hCG is <5u11 and 
AFP Okull, any level above these readings are considered abnormal. As with prostate cancer and 
PSA, AFP and hCG levels are used as a diagnostic and prognostic indicator, and post treatment to 
monitor disease absence or recurrence. 

Diagnosis, staging and treatment: Elevated tumour marker results and a positive ultrasound 
scan of testis will indicate an initial diagnosis of malignancy. The second phase of staging and 
treatment will be an orchidectomy and histological examination of excised tissue to provide 
confirmation of tumour type. Further staging investigations will include post operative tumour 
marker levels and a CT scan of chest abdomen and pelvis. The main aim of CT scan investigation 
is to locate any tumour spread to these cavities, particularly enlarged lymph nodes which would 
indicate lymphatic spread of disease. All of this information will provide a full prognostic picture to 
direct treatment options. 

Early stage seminomas are adequately treated with radiotherapy alone. Patients with evidence of 
more advanced disease, or tumours where hCG levels do not reduce post orchidectomy are 
advised to receive chemotherapy (Otto 1997). 

Men diagnosed with teratoma Stage 1 high risk, or greater are offered chemotherapy. Stage 1 
disease is confined to the testis but in the high risk group histological examination of malignant 
tissue will identify features which indicate a 40% risk of recurrence of disease if adjuvant treatment 
is not given (Cullen 2001). Primarily high-risk features include evidence of vascular or lymphatic 
invasion within the testis (degree of differentiation of tumour and yolk sac differentiation are also 
factors). Cancer identified beyond the testis will be categorised Stage 2 or above. Stage and 
prognostic factors will dictate the chemotherapy schedule (commonly etoposide and cisplatin are 
administered with or without bleomycin on a 21-day cycle). Two cycles of treatment are 
administered in Stage 1 disease, however, the number of cycles will be increased to three or four 
with more advanced disease. For men treated with adjuvant therapy for Stage 1 disease the aim is 
a cure rate of 99% and it is emphasised that long term survival even in advanced disease once 
treated is 95% (Cullen 2001). 

Current chemotherapy drugs are used on the basis of activity against malignant cells but are not 
selective between these cells and normal tissues, as a result the physical effects of treatment can 
be numerous. The most frequent adverse acute effects may be nausea and vomiting, stomatitis, 
taste changes, weight loss, alopecia, fatigue, infertility, bone marrow depression and the 
associated risk of neutropenia, anaemia and thrombocytopenia (Allwood and Wright 2001; 
Horwich 1992; Neal and Hoskin 1994; Lilly Oncology 1996). The presence and degree of these 
effects that each patient will experience is very individual. 

Although unpleasant to experience the acute effects are usually reversible and resolve several 
months after treatment. If organ toxicity occurs, the outcome may be more debilitating and less 
amenable to resolution and reversal(Aliwood and Wright 2001). These effects tend to be cytotoxic 
agent specific and are detailed in Table (A. 1 ). 

As with radiotherapy long term effects of chemotherapy may not be apparent until years after 
treatment, and may include infertility, second malignancy, and idiosyncratic sequelae such as 
chronic fatigue (Allwood and Wright 2001). The difficulty in monitoring the long-term effects is 
establishing that organ abnormalities and symptoms are directly related to chemotherapy and not 
as a result of other unrelated degenerative processes, diseases, or treatments. Despite this 
argument the cancer survivor may have to deal with long term physical effects from the treatment 
that delivered a cure for their life threatening malignancy. 
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Appendix 1 continued 

Table (A.1) Potential, specific side effects of cytotoxic agents used in the treatment of 
testicular tumours (Allwood and Wright 2001; Horwich 1992; Lilly Oncology 1996) . 

" . '-. 

Etoposide 

. Potential short and long term physical side effects 
~ , ~,.; :;'-: . 

Short term: Flu like symptoms, stomatitis, tumour pain. 
Long term: Pigmentation of skin and nails. Pulmonary toxicity including 
pneumonitislfibrosis. Raynaud's phenomenon. 

Short term: Nausea and vomiting (acute and delayed), electrolyte imbalance 
Long term: Renal toxicity, eNS toxicity e.g. peripheral neuropathy and 
ototoxicity. 

Short term: Bone marrow depression (anaemia severe and progressive 
when used in conjunction with cisplatin) , nausea and vomiting, mucositis, 
alopecia, hypotension if infused quickly. 
Long term: Oligospermia, leukaemis 
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Main study couples: Background information Appendix 2 

Prospective prostate arm couples 

Case 1. Claude and Hilary. 
Age at diagnosis: Claude 66yrs Hilary 57yrs. Married (second marriage). 4 adult children living away from 
home. Numerous grandchildren. 

Claude and Hilary were both retired public servants. They lived in a modem detached house on the 
outskirts of a city. The couple were very fit and active. They contributed to the local community 
undertaking voluntary work. Travelling was their passion, and they regularly went on travels for months at 
a time. The couple were practising Christians and gained strength from their faith and the support of the 
church community. 

Claude began having difficulty passing urine four years before his diagnosis. Regular PSA checks and two 
prostate biopsies showed no malignancy. Only recently did his PSA begin to rise and a biopsy was 
positive. When I met the couple Hilary was angry as she felt there must have been a better way of 
monitoring Claude's condition, she was worried that the cancer may have spread. The couple were 'very 
much together' whenever I met them. During interviews they were tactile, and regularly maintained eye 
contact and were respectful of each other. Hilary was the spokesperson but not in a dominant way, she 
encouraged Claude to offer his thoughts and opinions. During the cancer experience the couple found 
health professionals (including their OP) proactive and accessible. 

Strong themes: Dealing with the experience was a partnership. Hilary needing to share/know what Claude 
was experiencing, to be active In exploring all avenues of treatment I.e. conventional and 
complementary/dietary. Claude found it difficult to talk about emotions (with Hilary or anyone else). The 
couple attempted to maintain normality, especially through their social commitments. Hilary wanted to 
know everything, the 'what ifs', and wanted more time to be cancer educated by staff Claude just wanted 
to get on with treatment, finish, not dwell on it, and 'move on '. Post treatment being penalised with high 
travel insurance restricted their opportunities for travel. 

Case 2. Derek and Sara 
Age at diagnosis Derek 70yrs, Sara 63yrs. Married (third marriage for Derek, first for Sara). 8 children, 5 
grand children. Only the two youngest children were informed if Derek's diagnosis. 

The couple were retired, Derek was an engineer, Sara a civil servant. Both were now involved in a shared, 
part time business. The couple were financially comfortable and lived in a bungalow in a large city. 

One year previously Derek began seeking investigation of lower abdominal pain. Tests continually came 
back negative. Derek paid privately for further tests. Some doctors insinuated the condition was 
psychosomatic. When Derek was finally diagnosed with cancer he admitted it was a relief to find out what 
was wrong. Derek was pessimistic of his prognosis and treatment outcome. Sara and Derek's parents had 
died from cancer. The couple had nursed their parents and Derek considered his subsequent fear was not of 
death but the process of a lingering, distressing death. 

The entire cancer experience was not trouble free for this couple. Throughout, referrals were lost, scan 
appointments and treatments were delayed, confusion and contradiction occurred as the couple did not see 
the same doctor more than once. As a result the couple had no positive treatment outcome to assist in 
dealing with the negatives or closure. Derek suffered numerous and debilitating side effects 
(gynaecomastia, flushes, continued abdominal discomfort, rectal bleeding/anal fissure, bowel disturbance). 
As serial interviews progressed Derek seemed to age and 'shrink' in personality and stature. Conversely 
Sara seemed to grow in strength and assertiveness. 

Strong themes: Sara took the lead from Derek, at the 12 month interview Derek's physical restrictions, 
and pessimistic outlook were dictating the couple's day to day existence (the couple were living through 
the restrictions of Derek's body). The couple needed and used each other for support. The couple used 
me/involvement in the study to access support, advice, and referral (e.g. for access to an emergency 
consultation, and to locate 'forgotten' investigations). Continual body watching for signs of recurrence was 
observed. Derek found it difficult to deal with his changing, less dependable, body. The couple received no 
offer of referral to any supportive services. 

NB: Morally I felt that I could not walk away from this couple knowing there were services that could help. 
On several occasions I asked Derek and then Sara ifthey wanted me to ask for a referrals e.g. to the erectile 
dysfunction clinic. The couple accepted and an appointment was arranged. 
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Prospective prostate arm couples Appendix 2 continued 

Case 3. Graham and Anna: Prospective prostate 

Age at diagnosis Graham 65yrs, Anna 59yrs. Married 5yrs (second marriage) 3 adult children, married 
with their own families. 

The couple were fit, healthy, and retired. They lived in an immaculate bungalow in a city. They had a busy 
social life and numerous hobbies. The couple's faith and involvement in the church community provided 
great comfort and a supportive network. Children were also supportive and in regular contact. 

Graham requested a PSA test at his GP practice after hearing a radio programme advocating cancer 
screening programmes. The cancer diagnosis was a shock, but it was rationalised that with no symptoms 
the cancer must have been found early and was therefore treatable. The couple used the Cancer Centre 
information room as the 'gatekeeper' to access care/support and referral to the urology CNS. During DxT 
Graham wanted useful tips, and gained these through social comparison with other patients (e.g. drinking 
flat coke to prevent nausea, cranberry juice to prevent radiation cystitis). During the first interview Anna 
was anxious about the interview process but over time became an eloquent talker. Lovemaking was an 
important and enjoyable aspect of the couple'S relationship, and treatment induced, erectile problems were 
difficult to deal with. Anna felt the couple had only just found each other and this important part of their 
lives had been taken away. However this was put into perspective when Anna was diagnosed with ovarian 
cancer just as Graham attended his first flu appointment. 

Strong themes: A strong belief in the treatment, clinicians and prognostic mantra. Apparent, early 
acceptance and rationalisation of the diagnosis. Gynaecomastialfeminisation, a traumatic and embarrassing 
experience, to the point where Graham could not discuss this at flu. Anna's focus on getting Graham 
through treatment, and wanting/needing to share and be involved (to make the experience better for 
Graham). The extending time between flu was seen as a positive sign. NB: An interesting comparison; 
Graham shunned the idea of a support group, and made polite conversation with other patients when 
waiting for daily treatment. During the time Anna received day case chemotherapy (for ovarian cancer) she 
and the other women created a 'mini-support group' which extended to regular telephone contact, and a 
celebratory meal on completion oftreatment. 

Case 4. Julian and Grace 
Age at study recruitment: Julian 57yrs, Grace 56yrs. Married. Two adult children living away from home. 

Julian and Grace were a well-educated and articulate professional couple, they ran their own separate 
businesses, and were financially comfortable. They lived in a large detached home in an affluent, rural 
village. 

Julian's PSA was found to be raised during a routine 'well man's health check'. A subsequent prostate 
biopsy confirmed prostate cancer. The urologist who investigated and diagnosed Julian's cancer 
commenced anti-cancer treatment with oral hormone therapy, Casodex. Only close family were informed 
about the diagnosis. 

I met the couple when they attended for their first oncology consultation. Previously they had attended two 
different Cancer Centres trying to locate the specific treatment they wanted in conjunction with an 
oncologist they felt comfortable with. My first impressions were of a confident couple, who often used 
private health care. Julian appeared to be a successful, 'straight talking' no-nonsense man. Grace was an 
elegantly dressed woman who had an aura of calm. It seemed that the couple had a pre-discussed agenda of 
information they needed to acquire during the appointment. Unlike the majority of other study participants 
on their first visit they seemed to set the agenda for the consultation and interacted as a couple, and were 
responded to as a couple. Julian had difficulty dealing with the negatives, the first consultant he saw was 
very negative about his prognosis (stating that Julian's cancer would recur at some point), these words 
'haunted' attempts to maintain a positive outlook. To 'move on' and accept, the couple believed Julian had 
to 'beat' the cancer physically and mentally. 

Strong themes: The total shock and disbelief at the cancer diagnosis. The way prostate cancer diagnosis 
and treatment impacted on Julian's body image and masculinity. A need to search for hope, positives, and a 
degree of control. How Julian leant and needed his wife's strength, empathy, support and rationality. The 
only couple to access and attend a formal support group, and to actively explore and seek different 
oncologists' and treatment modalities. Once a 'phone buddy' and an oncologist had been found contact 
with the support group ceased. Julian was the only man who recognised his need for 
emotional/psychological support and sought and gained benefit from formal counselling (a non-NHS, 
counselling service conducted by telephone). Grace would have liked the opportunity of talking to 
someone out of the loop but not formal counselling. Although Grace acknowledged that Julian was the one 
with cancer, this impacted on them both and dealing with the experience was an equal partnership. 235 L-________________________________________________________________ -J 



Prospective prostate arm couples Appendix 2 continued 

Case 5. Noel and Jeanette 
Age at diagnosis Noel 76yrs, Jeanette 76yrs. Married. Four adult children and numerous grandchildren 

The couple were a retired couple who were socially active within the local community. They lived in a 
bungalow, in a picturesque but isolated village. 

Noel experienced some rectal bleeding and attended his OP for exploration of this. The OP perfonned a 
rectal examination, and PSA both of which indicated further investigation was required. Noel was referred 
to his local hospital where the cancer diagnosis was made. 

The couple's children were supportive, and became infonnation gatherers (but Noel did not read this extra 
infonnation). The OP practice were proactive and provided support. Jeanette needed to do something 
positive and investigated complementary therapies and introduced herbal and vitamin supplements to the 
couple's diet. Side effects from treatment were minimal, tiredness and bowel disturbance being the worst. 
The greatest inconvenience was travelling a 70 mile round trip the hospital each day during DxT treatment. 
The couple had not been sexually active for some time before the diagnosis. 

Strong themes: Noel preferred an infonned but paternalistic approach to care, where Jeanette was more of 
an infonnation-gatherer sceptic. Noel preferred to keep disclosure of his diagnosis to a limited number of 
people, Jeanette took his lead but would have preferred to have been more open. Maintaining normality and 
creating a routine around DxT was important and necessary. The couple seemed accepting of the diagnosis 
and treatment, there appeared to be an element of the expectation of illness with the ageing process. 
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Prospective testicular arm couples Appendix 2 continued 

Case 6. Joel and Maria 
Age at diagnosis Joel 37yrs, 30yrs. Married. Two children, 5yrs and 4yrs 

Joel was an account clerk and Maria worked full time nights at a local factory (production line). They 
lived in a terraced house in a city. 

Joel had experienced intermittent abdominal pain for some time before seeking help. Once it had been so 
severe he had attended his local A&E department but nothing was found. Several weeks later Joel noticed 
a lump on his testicle and went to see his GP. The GP referred him immediately for investigations. The 
diagnostic process moved quickly, and on confirmation of a tumour Joel had met this urologist and a 
urology CNS. Joel described being offered all the information he needed and options for referral to 
members of the multidisciplinary team (the only man to be offered this level of support proactively). The 
speed of care continued with the orchidectomy and referral to the oncology team and commencement of 
chemotherapy. Joel had undergone a vasectomy a year before, therefore sperm storage was not an option. 
All of Maria's family were based in Canada. There was no contact with Joel's family therefore the couple 
had a minimal support network. Childcare arrangements were difficult and the couple had to rely on a 
neighbour for support. Maria found the isolation from her family difficult at this time so Maria's Mother 
visited for a month to help when Joel underwent RPLND. 

There was a role reversal for this couple. Due to Maria's difficulty in comprehending some spoken 
English Joel took the role of supporter, information searcher and interpreter. 

Strong themes: The prognostic mantra and believing in the prognostic outcome of treatment was 
important and helped in accepting and adapting to the experience post treatment. Maria experiencing the 
merry-go-round. Maria considered work provided her with a diversion and normality. Joel identified 
social comparison as beneficial in discovering more about his situation but also gaining useful, practical 
tips from those patients who were 'ahead' of him. 

Case 7. Jon and Esme 
Age at diagnosis Jon 27yrs, Esme 2lyrs. Married I week after diagnosis, cohabiting for 2 years. One 
child lO months old 

The couple lived in a rented two bedroom first floor flat in a large town. Esme worked part time in 
childcare and Jon worked for the emergency services. They normally managed financially as long as Jon 
could work overtime shifts. 

Jon noticed a lump on his testicle four months previous to his diagnosis. He didn't tell Esme for two 
months. When he did confide in Esme she 'nagged' him to go to the GP. Jon saw his GP and within two 
days he had received an ultrasound scan and tumour marker analysis. The provisional diagnosis of cancer 
was made in the week before the couple's wedding. The orchidectomy was delayed until after the 
honeymoon. Chemotherapy commenced two weeks after surgery. 

I identified Esme and Jon as a 'paternalistic/believer couple' they described faith and belief in the 
clinicians/treatment and used the prognostic mantra. However Esme was continually 'body watching' for 
side effects of treatment and possible recurrence. Esme's fear was that Jon would try to protect her by not 
telling her if there was something wrong. Jon was normally a hyperactive man, bouncing with energy. 
One of the hardest aspects of treatment for Esme was to witness the impact it had on Jon; he was 
mentally and physically 'flattened'. Jon was frustrated with his weakened body and guilt ridden that he 
was leaning so much on Esme. Both families lived close by and offered practical support including 
childcare but at times this became claustrophobic and interfering for Esme. During sick leave Jon's 
wages dropped to half pay and fmancially it was difficult to cope. After treatment Esme found out that 
the couple would have been entitled to financial assistance but at the time she was not made aware of 
this. 

Strong themes: The merry-go-round for Esme (and 'piggy in the middle' with her mother-in-law). Esme 
and Jon needing and depending on each other to get through. Esme making Jon talk to her and share 
thoughts and feelings (but Jon still tried to protect Esme from his worst fears). Esme using worklbest 
fi·iend as a distraction and an 'emotional escape'. Post treatment a concerted effort to revert to 'normal' 
as soon as possible and not dwell on the experience i.e. moved house, Esme changed jobs, Jon back at 
work within a month of finishing chemo, trying for a second child. Jon having a wish list/goals he wanted 
to achieve. A realisation of how the experience may continue to impact i.e. recurrence fears, issues 
surrounding fertility, discrimination/penalised when applying for a mortgage and life insurance. Jon and 
to a larger extent Esme used interviews for 'out of the loop' talking. 
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Prospective testicular arm couples Appendix 2 continued 

Case 8. Kevin and Stacy: Prospective testicular 
Age at study recruitment: Kevin 34yrs, Stacy 3lyrs. Married. Four children, I3yrs, 8yrs, 2yrs and 
IOmths. 

Kevin worked as a manual worker in a local factory. Stacy had previously worked part time (20hrs a 
week) as a receptionist at a local firm, but was now 10 months into 12 months maternity leave. Stacy did 
not feel she could face returning to work and coping with four children. The family lived in a small three
bedroom terraced house on the outskirts of a City. Financially the couple were managing but only with 
the addition of family credit. When Kevin began sick leave family credit was stopped and Stacy had to 
fight, with the help of her MP, to get it re-started. 

Kevin had noticed a small lump on his testicle three years previously. He sought advice from his GP who 
diagnosed a cyst. Three months before his cancer diagnosis the lump began swelling and Kevin returned 
to the GP who diagnosed an infection and prescribed antibiotics. Initially the lump responded to this 
treatment, however two weeks later Kevin developed acute, severe, pain in his left testicle, groin and 
kidney. Kevin attended his local A&E department where a provisional cancer diagnosis was made. 
During all this time Kevin had not told Stacy of any problems until he needed to be taken to the A&E 
department. An ultrasound scan, and tumour markers confirmed a probable malignancy. Kevin was 
admitted to his local hospital for a left orchidectomy and placement of prosthesis (Kevin met a urology 
CNS once during this admission). Kevin was then referred to the Cancer Centre for an oncology opinion. 
Kevin found chemotherapy physically and mentally shattering. Continuity and readmission to the same 
ward was important for Kevin. His last treatment was on a different ward and he found this distressing. 

Each time I visited to undertake an interview with this couple the house was in chaos, washing and 
children's toys everywhere, children coming and going, someone knocking the front door, and Kevin and 
Stacy bickering. Kevin had not told people about his diagnosis. Therefore if anyone visited the house 
while I was interviewing, the recording equipment and myself were bundled out of the door, or elaborate 
excuses were made to explain my presence. 

Strong themes: Shock and disbelief at the cancer diagnosis. Incomprehension that cancer could affect a 
man so young. The pressure and stress (merry-go-round) Stacy experienced trying to keep the family 
going. The couple hiding their individual fears. Experiencing emotional trauma. The grinding routine of 
the chemotherapy cycles. Difficulty dealing with the unknown of post treatment fertility. Kevin and his 
extensive attempts to hide his cancer and treatment. As a couple sharing the day to day existence of the 
experience but dealing alone with the emotional trauma. For Kevin an overwhelming fear of recurrence 
('cancer paranoia' induced from seeing his father and several friends die of cancer, and a belief cancer 
could only equate to death). Difficulty dealing with ABI and possible infertility. Kevin developed CT 
scan dependency, and gained only short term reassurance from fiu. Stacy used the interviews to 'off-load' 
and gain information, Kevin used them to rationalise/brainstorm thought processes. At the 12 month 
interview Kevin was finding it difficult to deal with his cancer experience and adapt to the couple's post 
treatment existence. 
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Prospective testicular arm couples Appendix 2 continued 

Case 9. Luke and Amy 
Age at diagnosis Luke 30yrs, Amy 37yrs. Married 

Luke worked for the civil service and Amy worked in the NHS. They were financially comfortable. They 
lived in a house on a new housing estate. 

Luke originally sought investigation of a breast lump via his GP. The diagnosis of a testicular cancer was 
a unexpected shock. Investigations and referral to the Cancer Centre was a slow process and Amy had to 
chase some results and referrals. 

Early interaction with the health service interface set a precedent of poor service expectation. As an 
employee in the health service Amy was passionate about the provision of quality care. As the couple's 
experience of receiving care developed Amy became continually demoralised and frustrated with the 
logistics of the care system (and to a degree 'embarrassed and ashamed'). When the couple reached the 
Cancer Centre this outlook changed slightly when they met the CNS, oncologist and registrar, The couple 
expressed no faith in the NHS but did have respect for specific (empathetic, skilled, knowledgeable) 
individuals. Chemotherapy caused Luke to experience physical and cognitive side effects. Continuity of 
treatment environment was important, Luke preferred in-patient admissions on the young persons' unit. 
Extended family and family support was not mentioned. The couple supported each other. When I visited 
for interviews it was evident that the numerous pets took precedence in the couple's life (Amy admitted 
they were child substitutes). Talking with Luke and Amy was a pleasant and interesting experience, 
however with the pre and post interview conversations, each interview experience often lasted four or 
five hours. 

Strong themes: The couple wanted greater control and 'empowerment' over their experience. Both used 
interviews for 'out of the loop' off-loading. Seeing other patients dying on ward areas was mentally 
traumatic. Amy experienced the merry-go-round and post treatment psychological fall-out. Luke used a 
mental timeline (return to work date) as a goal to get through treatment. Returning to work and regaining 
fitness was psychologically important in Luke's recovery. Luke developed tumour marker dependency 
(still evident at 12 month interview). Post treatment Amy appeared to find the experience more 
emotionally destabilising than Luke. After chemotherapy making decisions whether to proceed with IVF 
became the next difficult episode for this couple to deal with. 

Case 10. Toby and Alice 

Age at diagnosis Toby 31yrs, Alice 30yrs. Married. Two children, 12yrs and 7yrs. 

Toby was employed in the armed forces and Alice worked in the NHS. The family lived in a terraced 
home on the outskirts of a market town. 

Toby initially developed excruciating abdominal pain, and he attended his local A&E department. A 
testicular lump was found and he was referred for a scan. This referral was lost in the system and Alice 
spent time chasing another appointment. Once the ultrasound had been performed and a provisional 
diagnosis made, then surgery, and referral to a Cancer Centre moved forward rapidly. 

Initially a 'viscous circle' of not talking/sharing to protect each other developed between Toby and Alice. 
Toby was worried that Alice was trying to protect him from her fears so he asked a chaplain to call on 
Alice to offer an outlet to talk about her anxieties. The couple did begin openly sharing their thoughts 
before chemotherapy. Alice (and I) were sceptical about Toby's calm state of mind and acceptance of his 
diagnosis, we were concerned Toby was hiding his emotions. As the serial interviews continued, it 
became evident that Toby's rationale was; that he had a condition that was treatable, and there were 
worse conditions to have. A family network provided emotional and practical care i.e. childcare. The 
worst acute side effects of treatment were, a 'total lethargy', nausea, and the process of alopecia (opposed 
to alopecia). The couple had mental timelines for when the risk from cancer recurrence would reduce, the 
first milestone was 2 years, and the second 5 years when routine flu would end. 

Strong themes: Toby's strong belief in having early stage disease equating to successful treatment. Alice 
was the information gatherer, and the one that needed to know the 'ins and outs'. The experience of the 
merry-go-round for Alice. Alice being more concerned with body watching than Toby during treatment. 
Toby's post treatment difficulty in dealing with weight gain, reduced fitness (both of which Toby found 
distressing and frustrating) and altered cognition/concentration level. Evidence of 'chunking' the 
experience to cope with it. Both wanted someone 'out of the loop' to offload and clarifY information. 
Toby used the interviews to brainstorm and work through thoughts. 
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Retrospective prostate arm couples Appendix 2 continued 

Case 11. Colin and Mary (at interview: 3yrs 8mths post treatment) 
Age at diagnosis Colin 53yrs, Mary 40yrs. Married 8yrs (Colin's second marriage). Colin: two adult 
children from first marriage. Colin and Mary: one child 2yrs, 9mths. 

Colin had retired from work as a public servant, but had recently begun working part time in the law 
courts. Mary worked full time as a public servant. Their home base was in a rural village. 

Colin visited his GP to investigate discomfort in his knee. Whilst at the appointment the GP undertook a 
'well man check' and took a routine blood screen including a PSA. The PSA results were elevated. Colin 
had private medical insurance and used this to be referred to a urologist for a prostate biopsy. This 
confirmed a malignancy. Colin also paid privately to speed through a bone scan. Once these 
investigations were complete Colin reverted to NHS care. Colin was prescribed Zoladex and then 
commenced DxT three months later. Colin 'hit a wall' of devastating fatigue two weeks into DxT and 
considers that his energy levels had not returned to normal levels post treatment. At no point was the 
couple referred to, or made aware of other members of the health care team other than radiographers and 
medics. Colin and Mary identified that as they worked in a male dominated profession they had become 
socialised to hide emotions and did not share their feelings or worries. As a result Colin attended the 
majority of treatment sessions and appointments alone. When hormone therapy was stopped Colin 
became aware that he had been under 'a cloud of depression' and this suddenly lifted. However it took 12 
months before Colin's libido returned to pre treatment levels. Colin considered flu was important to 
monitor his disease status but also to keep track of new treatments in case he developed a recurrence. The 
couple believed that they had to try to forget the experience, concentrate on maintaining normality for 
their child, and turn the experience into something positive. 

The couple had experienced difficulty conceiving a child before diagnosis. Several attempts with IVF 
before diagnosis were unsuccessful. The couple continued fertility treatment after Colin's diagnosis and 
had their son. Further attempts of conception were tried post treatment until the couple ran out of stored 
sperm. The IVF experience was not annotated in the oncology case notes. 

Strong themes: 'It's his cancer' therefore Mary followed Colin's lead. Hormone therapy and 
feminisation had an impact on masculinity. All aspects of the 'waiting game' were considered the worst 
asnect of the exnerience. Reduced stamina remained an issue for Colin. 

Case 12. Dan and Brenda (at interview: 2yrs 4mths post treatment) 
Age at diagnosis Dan 47yrs, Brenda 42yrs. Married. Two children 18yrs and 15yrs 

The family lived in a detached house on a new housing estate on the edge of a large city. Dan was an 
engineer/manager and Brenda was a secretary. 

Dan suffered urinary problems for several months and was treated by his GP for recurrent urine 
infections. Dan changed his GP practice and his new GP sent him for more detailed tests. During 
investigations the diagnosis of prostate cancer was made. The prostate biopsy resulted in Dan 
experiencing pain which did not resolve and became a chronic, difficult to manage condition. Treatment 
at a pain clinic eventually resulted in a degree of control but this took two years to achieve. The 
uncontrolled pain had caused physical and mental debilitation, and had a negative effect on the couple's 
quality oflife. In comparison the acute side effects from DxT had been minimal. 

Brenda and Dan would have liked more information about practical tips of dealing with the experience 
and greater opportunity for social comparison 'to see if we were normal' (yet the couple did not take up 
the invitation of attending a support group). Brenda hinted that the couple didn't use the support group as 
she assumed it would be for older men and therefore not applicable to Dan, i.e. the effects on a younger 
man would be different. Despite these comments the couple considered the treatment and care Dan had 
received was excellent and supportive. There was also a supportive network of friends and family. Before 
treatment Dan had been 'obsessively' fit, running marathons, now he found difficulty sitting, and 
considered he no longer had any motivation. Impotence was a long-term side effect of treatment that the 
couple regretted. The couple had recently asked for interventionlhelp for erectile dysfunction, this was 
not offered as routine and there was no evidence of referral to a CNS or a dedicated service (the urologist 
wrote to Dan's GP with a request to prescribe Viagra). 

Strong themes: Too young/too fitltoo well for cancer. Focus on him during treatment. The couple tried 
to believe the prognostic mantra. The 'merry-go-round' and 'emotional fall-out' for Brenda. Needing 
more pertinent and individualised information to assist interpretation of own position. For Dan, the 
extensive impact on masculinity, impotence, fitness, gynaecomastia, weight gain, and a resultant loss of 
confidence, morale and motivation. 
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Retrospective Prostate arm couples Appendix 2 continued 

Case 13. Marcus and Louise (at interview: 4yrs post treatment) 
Age at diagnosis Marcus 67yrs, Louise 66 yrs. Married. Two adult children living away from home. 

Both Marcus and Louise were retired. Marcus was an engineer, and Louise was a teacher. They had lived 
in a large city for many years but had moved to a rural market town for their retirement. 

Marcus had experience discomfort and difficulty passing urine for several years before his cancer 
diagnosis. He had attended his GP on several occasions who considered there was nothing wrong. When 
Marcus developed acute abdominal pain, the GP finally did a PSA test, which showed a raised PSA. A 
biopsy indicated a malignancy and Marcus was referred for oncology treatment. From this point the care 
pathway moved rapidly. Marcus would not consider surgery because of the risk of incontinence and 
opted for radiotherapy. Marcus was also recruited to a trial evaluating Casodex. The couple considered 
involvement in this trial was beneficial, as it involved extra l1u (every 3 months for 5 years) which was 
additionally supportive and through these appointments the couple could keep updated about new 
treatments if Marcus should need them. The couple 'could find no fault' with the treatment experience 
and found the oncology doctors and treatment radiographers supportive. 

Marcus had experienced a degree of impotence several years before his cancer diagnosis. However 
erectile dysfunction worsened after treatment. Pre-diagnosis the couple had attended an erectile 
dysfunction clinic and found using penile injections beneficial. Post-treatment Marcus was encouraged to 
try Viagra but the side effects were 'off-putting' and at the time of interview Marcus was contemplating 
reverting to injections once more. 

Strong themes: It was 'his' body and 'his' cancer so Louise took Marcus's lead (to a point). Normalising 
and keeping busy was, and still is, an important diversion. Gynaecomastia continues to impact on 
Marcus's self-esteem. Body watching through markers was still evident. It took 12 months for the 
majority of side effects to resolve. The unknown of the experience, in relation to potential recurrence 
remained a difficult factor. Marcus did not use support groups, he considered that he received all the 
support he needed from his wife and close family. 

Case 14. Ronnie and Eve (at interview: 3yrs 5mths post treatment) 
Age at diagnosis Ronnie 65yrs, Eve 63yrs. Married. Three adult children, the youngest son was 'mentally 
disabled' and was cared for and lived with the couple. The couple were retired, Ronnie had been a 
transport worker, and Eve a secretary. 

Ronnie had suffered urinary problems for many years, and had experienced erectile dysfunction from the 
late 1960s (Eve was convinced this coincided with the birth of their disabled son). During the 1980s 
Ronnie developed retention of urine and was referred to a urologist, from then on he received oral 
medication and regular PSA tests. In 1998 Ronnie was referred to an erectile dysfunction clinic. When he 
attended a routine appointment he was bluntly told his PSA was rising, that he probably had cancer, and 
that he would have a biopsy and then be referred to an oncologist. For some reason Ronnie was not 
commenced on hormone therapy at this point and it was another three months before he was seen by the 
oncologist and commenced on 'active' treatment (Zoladex). After DxT Ronnie tried Viagra to improve 
impotence, the side effects seemed to cause blood pressure problems and he wanted to revert to penile 
injections. 

Ronnie's health had been deteriorating through other conditions, arthritis (and more recently cardiac 
problems) had become particularly debilitating. Eve had evolved as a carer for her Mother, Ronnie and 
their son. The couple had not been referred to any social or rehabilitation services and had had to finance 
the installation of a stair lift for Ronnie. The couple's relationship was under strain through Ronnie's 
anger and frustration of developing cancer and also his other illnesses. Eve took the brunt of these 
frustrations. Eve described few routes of emotional support and identified that she wanted 'space' and 
'an escape route' from the stressful relationship. Ronnie had a poor relationship with his GP. Ronnie 
considered the GP to be the gatekeeper to oncology care, yet this clinician was being obstructive in 
carrying out investigation requests from the Cancer Centre. Ronnie wanted direct care and contact with 
the Cancer Centre and to by-pass his GP. Ronnie considered 12 month flu was too long a gap between 
appointments and he had a suspicion that as an older patient he was being discriminated against. Ronnie 
feared he would not be offered more treatment ifhe relapsed. 

Strong themes: It's his cancer. Flu seen as a cancer absence check (no opportunity to discuss the 'ins and 
outs'). Post treatment Ronnie feeling increasingly isolated from the Cancer Centre. For Ronnie thoughts 
of cancer recurrence not far from the surface, he wanted a greater opportunity to be made aware of 
possible treatments if a secondary did manifest. Ronnie attempting cancer prevention through adopting a 
dairy free diet. 
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Retrospective testicular arm couples 

Case 15. Adam and Faith (at interview: 2yrs llmths post treatment) 
Age at diagnosis Adam 44yrs, Faith 41yrs. Married. One child 7yrs. 

Appendix 2 continued 

Adam was a machinist at a local factory and Faith was a part time secretary. They lived in an immaculate 3 
bedroom house on a housing estate in a large city. Faith had suffered from a chronic and debilitating bowel 
disorder since she was 19 years old, during her last surgical procedure she had been sterilised. 

Adam had experienced back pain for several years, his GP could find no cause and inferred it was 
psychosomatic. Then Adam noticed discomfort and swelling in his testicle and went to his GP. The GP 
diagnosed a cyst but made a referral for a non-urgent ultrasound. Five months later no appointment had been 
received and Faith chased up the referral, which had been lost. Six months after his first GP appointment 
Adam was informed of his cancer diagnosis, and underwent an orchidectomy. Adam was convinced his back 
pain had been caused by cancer invading retroperitoneal lymph nodes. Adam had previously had a 
vasectomy, therefore sperm storage was not viable. Faith described that during treatment Adam 'pushed her 
away'. Between treatments, he also created a 'ritual' of a safe routine and environment i.e. Sleep until lunch 
time, go over to his local pub bar (where all the regulars knew of his diagnosis and no one would treat him 
differently) he would return from the pub and lie on the sofa resting. Faith accepted Adam's need to 
withdraw and deal with the experience in his own way. Faith drew strength and support from her religious 
belief and church community. For some reason the couple used a low percentage cure, prognostic mantra 
(50%), this and the doubt over remaining disease and lack of RPLND resulted in pessimism of treatment 
success. The prognosis of 50% chance of survival did not correlate with the stage of Adam's disease and was 
not corroborated with the annotation in his notes where it was stipulated by the doctor '1 have emphasised the 
cure rate is high' (why this couple quote such a low prognostic indicator cannot be accounted for). Due to 
Adam's wishes Faith did not attend flu but she had a need to know more (cancer cause, future risks). 
Although slowly resolving, Adam appeared not to have accepted his diagnosis, and the treatment he had to 
receive. Post treatment Adam had become 'obsessed' with finding out more (via the internet) re testicular 
cancer, he now hid his cancer from no one. Adam wanted to turn his experience into something positive by 
becoming a cancer counsellor or phone buddy. 

Strong themes: The focus of the couple had been on Adam and how he wanted to deal with his cancer. 
Maintaining normality was important for the couple but a priority for their son. Adam needing and finding 
social comparison (through a phone buddy) to find positives. Faith being the stronglcalmlrationaliser. Faith 
experiencing 'the merry-go-round and emotional fall-out'. Adam needing Faith and only able to deal with 
positive information. For the couple a degree of recurrence fear but for Adam 'cancer paranoia'. 

Case 16. Bill and Zoe (at interview: 2yrs 2mths post treatment) 
Age at diagnosis Bill 35yrs, Zoe 34yrs. Cohabiting 
Bill worked in the haulage business and Zoe worked as a cashier. They lived in a detached home in a rural 
market town. 

Bill had experienced testicular pain that he assumed was a sport injury. The pain had not resolved after 6 
weeks and Zoe persuaded Bill to go to his GP. There was no delay in receiving investigations, and on cancer 
diagnosis the routine treatment process began. The most difficult aspect for the couple was having to deal 
with the changing treatment plan, as staging investigations progressed. There were instances during and after 
treatment where Zoe identified that the cancer experience impacted emotionally for Bill, however only when 
his guard was down (when drunk) would he admit it. To deal with the merry-go-round Zoe used work as a 
diversion and took time out with her Mum and best friend. Even with this support Zoe admitted that it would 
have been useful to have someone 'out ofthe loop' to talk to. 

Post treatment the couple reflected and readjusted their lives, but in separate ways, Bill 'downshifted' by 
working less hours, taking more leisure and sport time, and achieving goals on a wish list. Zoe felt the need 
to travel and see the world and regularly went backpacking. Before the cancer diagnosis the couple had been 
investigated for infertility and had several unsuccessful attempts with IVF. Zoe considered that the 'final 
insult' from the cancer experience was that the couple would have to pay for further attempts at IVF. The 
couple had decided not to go through the emotional trauma of future IVF attempts. However Zoe 
acknowledged they would have to revisit this decision in 5 years when the IVF clinic would force the couple 
to decide what to do with their remaining stored eggs and sperm. 

Strong themes: Faith in health professionals/treatment/prognostic mantra. During treatment Bill only needed 
and depended on Zoe. Zoe needed to know the 'ins and outs', while Bill couldn't deal with any negative 
information (witnessing deaths on ward areas was traumatic). Bill found it difficult to share and talk about 
the experience. Zoe was the 'piggy in the middle' between Bill and his parents during treatment. Bill now 
considered the experience 'closed andfinished with'. The couple considered coping involved being mentally 
strong, they were believers in positive thinking i.e. 'don't dwell on the experience, you have to force yourselj 
to move on'. 

242 



Retrospective testicular arm couples 

Case 17. Eddie and Mo (at interview: 2yrs 5mths post treatment) 
Age at diagnosis Eddie 38yrs, Mo 36yrs. Married. Two children 10yrs and 9yrs. 

Appendix 2 continued 

Eddie worked in a local factory on the assembly floor and Mo worked part time as a care worker. The family 
lived in a 3 bedroom terraced house in the middle of a large, deprived housing estate 90 minutes drive from 
the Cancer Centre. 

Eddie noticed that one testicle had become hard and painful, and he sought his GPs opinion. The GP 
immediately referred Eddie for an ultrasound scan at his local hospital. Eddie was informed at this 
investigation that he probably had cancer. Eddie feared cancer as several close family members had died 
from the disease. After orchidectomy, 'the waiting game' was the worst aspect; Eddie had to wait 5 weeks 
for the definitive histology results. Eddie had previously had a vasectomy so sperm storage was not an 
option. During chemotherapy Eddie was physically 'knocked/or six' and Mo took on the carer role. The 
merry-go-round resulted in Mo giving up her job. The distance from the hospital prohibited Mo from visiting 
as much as Eddie expected and this caused tension. Mo's parents helped with childcare but Mo needed an 
emotional outlet, as she felt she couldn't burden family with her anxieties. The couple did not share or talk 
about their fears. At interview Eddie came across as having quite a domineering character. He made a point 
of stressing it was his cancer, he had suffered. Eddie's anger and frustration from the cancer experience 
appeared evident and Mo seemed to face the brunt of these emotions. A complication for this couple was 
Eddie experienced a stroke after his last chemotherapy. Referrals to social services and a physiotherapist 
were made after the stroke was diagnosed. After rehabilitation there was no physical deficit but differences in 
cognitive skills and aggression were apparent. The couple believed the stroke compounded Eddie's bitterness 
and frustration toward the cancer experience. Mo wanted to try counselling but Eddie refused. Eddie was 
also disconcerted that there was no flu in relation to his stroke. Post treatment Eddie experienced reduced 
erectile function but increased libido. Medical opinion considered that this was related to the stroke. At flu 
Eddie was advised to see his GP for consideration ofViagra to deal with erectile function. 

Strong themes: The 'merry-go-round' and 'emotional fall-out' for Mo and in particular 'what about me'. 
Difficulty for Eddie in believing his good prognosis and Eddie trying to force himself to see the positives. 
Eddie found this hard especially after seeing deaths on the ward areas (staff did not debrief patients after a 
death, and Eddie believed it would be beneficial to do so). Continual 'cancer paranoia' and body watching. 
Annual flu appointments considered too much of a gap to offer psychological reassurance of cancer control. 
Eddie appeared 'immobilised' by the cancer experience but Mo wanted to 'move on'. 

Case 18. Oliver and Debbie (at interview: 2yrs 2mths post treatment) 
Age at diagnosis Oliver 34yrs, Debbie 35yrs. Married. 
Debbie and Oliver were an articulate couple who were both civil servants. At the time of interview they had 
just moved to a new house on the outskirts of a rural town. They felt compelled to move as the previous 
house was associated with the cancer experience (and also the experience of IVF that had resulted in 
unsuccessful attempts to conceive and one miscarriage). 

Oliver had experienced intermittent abdominal symptoms for some months previous to his diagnosis. He 
approached his GP who sent him for an investigational ultrasound where a tumour was diagnosed. Following 
orchidectomy Oliver developed an acute abdomen and bowel obstruction. Therefore Oliver's initial care was 
complicated and he spent long periods of time in hospital. Debbie 'camped out' at the hospital during these 
times, travelling the long distance between home and hospital caused difficulties. The couple found the role 
of the CNS beneficial. In particular Debbie was the only spouse/partner to continuously access the CNS for 
her own information and support. The couple had no family support network. Debbie tried to find 
counselling/support in primary care but the Macmillan team were not forthcoming. Oliver could not fault his 
medical treatment/care but considered the 'paternalistic' approach and lack of information about how he 
could help himself prevented an opportunity for him to increase personal control and 'empowerment'. Post 
treatment he found greater control through Reiki and changing to an organic diet. At the time of interview 
the couple considered Oliver was still coming to terms with the impact ofthe cancer experience. As a couple 
they were now dealing with their naturally conceived pregnancy and the thoughts of potential chemotherapy 
induced foetal abnormality (after study completion I was informed that Debbie had delivered a full term, 
healthy, baby). The couple needed emotional support/rehabilitation post treatment. Debbie found this 
through IVF counselling, and Oliver through complementary/alternative therapies. Oliver was pressurised to 
return to work and found this stressful, he returned part time and has still not been able to cope with full time 
work since. 

Strong themes: Oliver became the entire focus during treatment. Oliver needing only Debbie during 
treatment, and the corresponding 'merry-go-round' for Debbie. Debbie being 'piggy in the middle' between 
Oliver and his family. Post treatment, the couple experiencing feelings of abandonment from hospital care. 
Oliver and Debbie both needed 'someone out of the loop'. Post treatment a change in life priorities, wanting 
a family and to 'downshift'. Oliver's 'emotional, headstate' still not resolved. 
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Retrospective testicular arm couples 

Case 19. Tom and Karen (at interview: 2yrs llmths post treatment) 
Age at diagnosis Tom 38yrs, Karen 35yrs. Married. One child only months old. 

Appendix 2 continued 

Tom was a manual worker employed at a local firm and Karen was nursing home manager. They lived in 
a modern 3 bedroom home in the farthest corner of the Cancer Centre's catchment area. 

Tom developed a pea-sized lwnp on his testicle. Tom thought nothing more of the Iwnp until it began to 
increase in size. Karen persuaded Tom to go to the GP. The GP referred Tom to the local DGH for 
investigations. There were multiple delays and lost referrals and Karen became the main agitator in trying 
to move this investigational process forward. By the time Tom was referred to the Cancer Centre he had 
developed retroperitoneal metastasis. Tom was 'petrified' of cancer, his friend had died from it two years 
earlier. 

Karen was on maternity leave after the birth of the couple's first child when Tom was diagnosed. During 
treatment Tom could not tolerate noise or any baby food or baby smells, he 'pushed' Karen and the baby 
away. The distance to the hospital was a difficulty, Karen didn't visit during treatment and used this time 
to stay at home and 'recover', ready to care for Tom when he returned. As a result Karen needed to seek 
information and support, she tried to locate a community Macmillan nurse but had no success. Karen 
needed someone to 'off-load to'. Eventually Karen found informational support at the local hospital 
information centre. The couple experienced great financial difficulty and resorted to using all of their 
savings to survive. Karen tried seeking assistance at the local benefits agency but was refused any form 
of financial help. The couple remain resentful of this lack of support. 

Post treatment the couple continued to have relationship difficulties. Tom experienced continual but 
unrelated illnesses, and Karen felt she was still in carer mode and had not reverted to wife and lover. Tom 
had been unable to talk to Karen about his emotions during, or since the cancer experience (but had used 
a friend and to a degree the chemotherapy nurses to discuss fears). Tom had tried to give up smoking on 
nwnerous occasions since completing treatment. His oncologist 'nagged' him about this at each flu. Tom 
expressed needing greater help and practical support to stop smoking. Karen found conflicting 
information and ignorance concerning the possibility of Tom recovering fertility post treatment; Karen's 
GP was emphatic that she could not be pregnant when she was carrying her second child. 

Strong themes: The 'merry-go-round' and 'emotional fall-out'. Karen carried Tom and the family. Tom 
could not face dealing with anything negative. He could not share fears with Karen. Tom found it 
difficult witnessing other men dying on the ward areas. Tom tried to achieve normality during treatment, 
and returning to work assisted 'returning to normality'. Tom continued to experience great anxiety in 
relation to 'the waiting game' and flu (and 'cancer paranoia'). Karen continued to be the carer. Post 
treatment, the difficulties were more mental/emotional/relationship rather than physical side effects. 
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Sample profile: Pilot study Appendix 3 

Cancer Centre Cancer Couple Age at Time post Relationship Treatment dates 

& study arm site diagnosis treatment 

I Prostate Philip 72 N/A Married Dec 2001 to 

Prospective Susan 65 June 2002 

2 Testicular Ian 28 N/A Cohabiting Apr 2002 to 

Prospective Jane 24 July 2002 

I Prostate Edgar 64 2 years 2 months Married Aug 1999 to 

Retrospecti ve Dorothy 61 Feb 2000 

2 Testicular Jasper 31 3 years 2 months Married Nov 1998 to 

Retrospective Beth 25 Feb 1999 
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Interview schedules/prompt sheets Appendix 4a 

Prospective arm 

Interview one: prior to cancer treatment commencing 

Can you tell me how all of this started 

So what was life like before the cancer diagnosis? 
(e.g. health, work, relationships, any other recent major life crisis) 

Do you feel any of this has changed? or are you worried that anything will change? 

What is life like for you at the moment? 
(physically, emotionally, socially) 

What have you found useful/supportive? is there anything that hasn't been? 
(e.g. family, friends, others going through the same experience, written or verbal 
information) 

Interview two: mid point during treatment plan 

Can you tell me what life has been like since we last met 

How have you managed to cope? 

Interview three: three months after treatment 

Can you tell me what life has been like since we last met 

What did it feel like when the treatment had finished? 

Do you still feel like that now or are things different? 

What has been the plan for follow-up, has that been enough for your needs? 

Interview four and five: nine and 12 months after treatment 
Can you tell me what life has been like since we last met 

The interview scheme and prompts were developed from responses and data gathered 
and analysed from the individual couple's previous three interviews. These interviews 
wee allowed to develop in the same narrative open style as the previous interviews to 
allow the participants to tell their story rather than the researcher directing the subject 
area. 
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Interview schedules/prompt sheets 

Retrospective arm 

Would you mind telling me about your cancer experience 
(How the experience started, diagnosis, treatment and after) 

Is it possible to remember what it was like before cancer? 
(are things different?) 

Appendix 4b 

As a result of your cancer experience do you feel you have changed in any way? (e.g. 
personality, physical, emotional, social) 

Do you feel that your partner has changed in any way? 

If anything, what have you found helpful or supportive? 

If anything, what have you found unhelpful or unsupportive? 

What has follow-up consisted of ? Has this been enough for your needs? 
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Recruitment letter: Prospective arm Appendix 5 

Date 

Dear 

At the Cancer Centre we are undertaking a research study to look at the experience of 
men who have received treatment for testicular or prostate cancer and also the 
experience of their spouse or partner. It is hoped that by finding out about the 
experiences of people who have received treatment we may be able to improve the 
service provided. 

Enclosed is an information sheet which provides details of the study and what it would 
entail for you and your spouse or partner if you would like to become involved. 

If you and your spouse or partner wish to be involved or if you would like to find out more 
information about the study, please complete the reply slip and return it in the stamped 
addressed envelope. The study research nurse will then contact you with more details. 

Thank you for taking the time to read this letter and for considering your involvement in 
this study. 

Yours sincerely 

Dr 
Consultant Medical/Clinical Oncologist 

Version 3.5: Date 20.1.02 
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Study information sheet: prospective arm Appendix 6 

Patient and Spouse/Partner Information Sheet 

Study Title 
Testicular and prostate cancer: A study to look at the treatment and subsequent experience of the 
patient and also the experience of the patients spouse or partner. 

As a couple you are being invited to take part in a research study. Before you decide it is important for you to 
understand why the research is being done and what it will involve. Please take time to read the following 
information carefully and discuss it with others if you wish. Ask if there is anything that is not clear or if you 
would like more information. Take time to decide whether or not you wish to take part. 

Thank you for reading this. 

What is the purpose of the study? 
This study is to look at the experience of a group of men who have testicular or prostate cancer and also the 
experience of their spouse or partner. The aim is to find out what the experience is like for men and their 
spouse or partner and also if this can be improved in any way. 

The study will involve two groups of people: 
Group 1 
The study will follow a group of men from diagnosis through treatment and for one year afterwards, and the 
experience during this time of their spouse or partner. 
Group 2 
The study will look at the experience of a group of men, who finished treatment at least two years ago, and 
the experience of their spouse or partner. 

Why have we been chosen? 
You have been chosen because we wish to find out more about your experience of cancer treatment but also 
your experience after treatment. Health care professionals can guess what this experience is like, but only the 
patient and their spouse or partner can tell us what it is really like. By asking people such as yourselves, at 
the time of treatment and afterwards, it is possible to review the service provided and hopefully improve it. 

There will be 20 men in this study along with their spouse or partner, a total of 40 people altogether. 

Do we have to take part? 
It is up to you to decide whether or not to take part. Being part of the study will involve you both as a couple. If 
you do decide to take part you will be given this information sheet, and be asked to sign a consent form (you 
will be given copies of both forms to keep). If you decide to take part you are still free to withdraw at any time 
and without giving a reason. A decision to withdraw at any time, or a decision not to take part, will not affect 
the standard of care you receive. 

What will happen to us if we take part? 
If you wish to take part you will be involved in the study for 18 months. The study will be totally completed by 
October 2004. 

The main part of the study involves a research nurse interviewing you about your cancer experience. With 
your consent these interviews will be tape recorded. The interviews will be held at the following times:-
* Before the start of cancer treatment 
* Half way through cancer treatment 
* And on no more than 3 occasions after treatment finishes. 
During these interviews you will be asked some questions about your experience. Each interview will last no 
more than one hour. The time, date and place for the interview will be arranged to be convenient for you both. 
The interviews can be undertaken at your home. You will be interviewed separately. 

With your permission the research nurse will also attend follow-up appointments with the oncologist to record 
treatment progress (during the 18 months of the study only). 
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Appendix 6 continued 

The final part of the study involves you both being offered a personal diary. This diary is yours to write your 
thoughts feelings and experiences in if you wish. No one from the study will ask to see the diary but what you 
write might be useful to jog your memory for the interviews. The diary is for you to use only if you think it 
might be helpful. 

What are the possible benefits of taking part in the study? 
You will be able to talk about your experience to a person (the research nurse) who is not involved with 
treatment. Some people find this a helpful experience. 
One of the main benefits will be for the health care team to find out about your experience to alter care in the 
future. 

What are the possible disadvantages of taking part in the study? 
Hopefully you will find this a helpful experience. However, talking about a cancer diagnosis or re-living the 
cancer experience might at times be distressing. You will be given the contact details of the research nurse in 
case you need to talk about anything related to the study. 

Will taking part in this study be kept confidential? 
All information which is collected during the course of the research will be kept strictly confidential. All written 
and taped information will be kept in a locked and secured filing cabinet. Any information about you which 
leaves the hospital will have your name and address and any specific information removed so that you cannot 
be recognised from it. This anonymised information may be discussed by the research nurse with a study 
supervisor, but strict confidentiality will be maintained. 

All information collected during the study, induding audiotapes, will be destroyed one year after the study has 
finished. 

In studies such as this it is normal to inform your GP by letter that you are involved in a research study. Your 
permission to do this will be sought first. 

What will happen to the results of the research study? 
Cancer Research UK are providing the funds to undertake this study and this organisation will publish the 
study findings nationally. In no way will any person involved in the study be identified in any report or 
pu blication. 

The first results will be available in October 2004 and all of the men and their spouse or partner involved in 
the study will be offered a summary of the study findings at that time. 

Who is organising and funding the research? 
Cancer Research UK are providing funding for this study. The funding provides payment for the salary of the 
research nurse and costs such as paper and postage. 

The research nurse is the person organising the study with the help of the Cancer Centre. The research 
nurse has an honorary contract to work at the Cancer Centre as a member of the nursing team. The study is 
part of a student PhD project. 

Who has reviewed the study? 
Three Local Research Ethics Committee. 
Cancer Research UK (Nursing Fellowship Committee) 
Your consultant oncologist. 

Who do we contact for further infonnation about this study? 
Lynne Colbourne is the research nurse for this study who can answer any questions you have about the 
study. Lynne can be contacted on BT telephone pager number: 

Thank you for taking the time to read this sheet and considering taking part in this study. 

Date 18.6.02 
Version 1:1 

250 



Study Reply slip Appendix 7 

Study title: Testicular and prostate cancer: A study to look at the treatment and 
survival experience of the patient and the experience during this time of the 
spouse/partner 

Please complete the following and return this sheet in the enclosed 
stamped addressed envelope: 

• We are interested in being involved in the study, but wish to find out more details 
before agreeing to take part ....... . 

• We would like to be involved in the study ....... . 

The research nurse co-ordinating the study may contact us by: 

Name: ............................................................ . 

Address: ........................................................................................................... . 

Telephone: ......................................................................... . 

Thank you. 

Version 3.6: Date 20.1.02 
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Study information sheet: retrospective arm Appendix 8 

Patient and Spouse/Partner Infonnation Sheet 

Study Title 
Testicular and prostate cancer: A study to look at the treabnent and subsequent experience of the 
patient and also the experience of the patients spouse or partner. 

As a couple you are being invited to take part in a research study. Before you decide it is important for you to 
understand why the research is being done and what it will involve. Please take time to read the following 
information carefully and discuss it with others if you wish. Ask if there is anything that is not clear or if you 
would like more information. Take time to decide whether or not you wish to take part. 

Thank you for reading this. 

What is the purpose of the study? 
This study is to look at the experience of a group of men who have testicular or prostate cancer and also the 
experience of their spouse or partner. The aim is to find out what the experience is like for men and their 
spouse or partner and also if this can be improved in any way. 

The study will involve two groups of people: 
Group 1 
The study will follow a group of men from diagnosis through treatment and for one year afterwards, and the 
experience during this time of their spouse or partner. 
Group 2 
The study will look at the experience of a group of men, who finished treatment at least two years ago, and 
the experience of their spouse or partner. 

Why have we been chosen? 
You have been chosen because we wish to find out more about your experience of cancer treatment but also 
your experience after treatment. Health care professionals can guess what this experience is like, but only the 
patient and their spouse or partner can tell us what it is really like. By asking people such as yourselves it is 
possible to review the service provided and hopefully improve it. 

There will be 20 men in this study along with their spouse or partner, a total of 40 people altogether. 

Do we have to take part? 
It is up to you to decide whether or not to take part. Being part of the study will involve you both as a couple. If 
you do decide to take part you will be given this information sheet, and be asked to sign a consent form (you 
will be given copies of both forms to keep). If you decide to take part you are still free to withdraw at any time 
and without giving a reason. A decision to withdraw at any time, or a decision not to take part, will not affect 
the standard of care you receive. 

What will happen to us if we take part? 
If you wish to take part in the study a research nurse will contact you to arrange a convenient date, time and 
place for one interview with each of you. The interviews can be undertaken at your home if you wish. You will 
be interviewed separately. 

During the interview the research nurse will ask you some questions about your cancer experience. With your 
consent these interviews will be tape recorded. 

Each interview will last no more than one hour. 

The study began in February 2002 and will be totally completed by October 2004. 

What are the possible benefits of taking part in the study? 
You will be able to talk about your experience to a person (the research nurse) who has not been involved 
during the treatment phase. Some people find this a helpful experience. 
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Appendix 8 continued 

One of the main benefits will be for the health care team to find out about your experience to alter care 
provided in the future. 

What are the possible disadvantages of taking part in the study? 
Hopefully you will find this a helpful experience. However, talking about a cancer diagnosis or re-living the 
cancer experience might at times be distressing. You will be given the contact details of the research nurse in 
case you need to talk about anything related to the study. 

Will taking part in this study be kept confidential? 
All information which is collected about you during the course of the research will be kept strictly confidential. 
All written and taped information will be kept in a locked and secured filing cabinet. Any information about you 
which leaves the hospital will have your name and address and any specific information removed so that you 
cannot be recognised from it. This anonymised information may be discussed by the research nurse with a 
study supervisor but strict confidentiality will be maintained. 

All information collected during the study, including audiotapes, will be destroyed one year after the study has 
finished. 

In studies such as this it is normal to inform your GP by letter that you are involved in a research study. Your 
permission to do this will be sought first. 

What will happen to the results of the research study? 
Cancer Research UK are providing the funds to undertake this study and this organisation will publish the 
study findings nationally. In no way will any person involved in the study be identified in any report or 
publication. 

The first results will be available in October 2004 and all of the men and their spouse or partner involved in 
the study will be offered a summary of the study findings at that time. 

Who is organising and funding the research? 
Cancer Research UK are providing funding for this study. The funding provides payment for the salary of the 
research nurse and costs such as paper and postage. 

The research nurse is the person organising the study with the help of the Cancer Centre. The research 
nurse has an honorary contract to work at the Cancer Centre as a member of the nursing team. The study is 
part of a student PhD project. 

Who has reviewed the study? 
Three Local Research Ethics Committees 
Cancer Research UK (Nursing Fellowship Committee) 
Your consultant oncologist 

Who do we contact for further information about this study? 
Lynne Colbourne is the research nurse for this study who can answer any questions you have about the 
study. Lynne can be contacted on BT telephone pager number: 

Thank you for taking the time to read this sheet and considering taking part in this study. 

Date 18.6.02 
Version 1:1 
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Consent form Appendix 9 

Centre Number: 

Study Number: 

Participant Information Number for this trial: 

CONSENT FORM: Spouse/Partner 

Title of Project: Testicular and prostate cancer: Explaining the treatment and subsequent 

experience of the patient and the experience during this time of the spouse/partner. 

Name of Researcher: Lynne Colbourne 

Please tick yes or no 

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

18.6.02 (version 1.1) for the above study. 

2. I understand that my participation is voluntary and that I am free to 

withdraw at any time without any future medical care or legal rights 

being affected. 

3. I understand that strict confidentiality will be maintained. 

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

5. I give permission for my GP to be informed of my involvement in this 

study. 

Name of participant Date Signature 

Researcher Date Signature 

yes .... No .... 

yes .... No .... 

yes .... No .... 

yes .... No .... 

yes .... No .... 

1 for participant, 1 for researcher, 1 to be kept with patient's hospital notes. 

Version 3.4 Date: 18.6.02 
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Appendix 9 continued 

Centre Number: 

Study Number: 

Patient Information Number for this trial: 

CONSENT FORM: Man 

Title of Project: Testicular and prostate cancer: Explaining the treatment and subsequent 

experience of the patient and the experience during this time of the spouse/partner. 

Name of Researcher: Lynne Colbourne 

Please tick yes or no 

i. i confirm that i have read and understand the information sheet dated 

18.6.02 (version 1.1) for the above study. 

2. I understand that my participation is voluntary and that I am free to 

withdraw at any time without my medical care or legal rights being 

affected. 

3. I am willing to allow access to my medical records but understand that 

strict confidentiality will be maintained 

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

5. I give permission for my GP to be informed of my involvement in this 

study. 

Name of participant Date Signature 

Researcher Date Signature 

yes .... No .... 

yes .... No .... 

yes .... No .... 

yes .... No .... 

yes .... No .... 

1 for participant, 1 for researcher, 1 to be kept with hospital notes. 

Version 3.3: Date 18.6.02 
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Information crib sheet Appendix 10 

Name/pseudonym: Participant No for study: 

1) Offer duplicate information sheet ... 

Questions participant has re study: 

2) Sign two consent forms ... 

3) Check GP details: 

Ask permission to send GP information letter ... 

4) Check 008: 

5) Dependants: 

6) Work status: 

7) Offer diary ... 

8) Ask permission to contact even if difficulties occur during experience ... 

............... .................................................................. ... .................................. . 

Post interview 

9) Check participant happy for tape to be used ... 

10) Does participant have any further questions ... 

11) Would participant like a summary of the study findings/recommendations on 
completion of the project yes / no 

12) Length of interview: 
Any comments: 
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GP letter explaining study Appendix 11 

Prospective arm 

Dear Dr 

Re: Mr / Mrs: ................... , ....... '" ................. . 
Address: .................................................................. '" .............................. . 

I would like to inform you that Mr/Mrs ...................... has/have kindly agreed to be 
involved in a qualitative research study. 

The research is sponsored by Cancer Research UK and is titled 'Testicular and prostate 
cancer: Explaining the treatment and survival experience of the patient and the 
experience during this time of the spouse/partner" (Research Ethics Committee 
registration number M248/021W ). 

The study aims to investigate the treatment, and post treatment experience of potentially 
cured cancer patients and their spouse/partner, to assess if further interventions are 
required for this group. 

The study method involves recruitment to two different groups, Mr/Mrs ....................... . 
has/have agreed to participate in group 1. This involves men newly diagnosed with 
prostate or testicular cancer and their spouse/partner. These couples will be followed 
from diagnosis, through treatment and after, until twelve months post treatment. Data 
collection involving these participants directly, will be semi-structured audiotaped 
interviews held at the following timescales: 

• Prior to commencing oncology treatment 
• Mid point during treatment plan 
• On no more than 3 occasions after the completion of treatment. 

The participants will also be asked to keep a personal diary of their experience during this 
time. 

Extensive vetting of the study methodology has occurred and it is hoped that participants 
will find their involvement to be a helpful experience. 

If you have any queries about the study or wish to discuss any difficulties, please do not 
hesitate to contact me. 

Yours sincerely 

Lynne Colbourne 
CRUK Nurse Research Fellow & study co-ordinator 
BT telephone pager number: 

Version 3.7: Date 20.1.02 
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Appendix 11 continued 

Retrospective arm Date: 

Dear Dr 

Re: Mr / Mrs: ............................................... . 
Address: ..................................................................... '" ........................... . 

I would like to inform you that Mr/Mrs .................. has/have kindly agreed to be involved 
in a qualitative research study. 

The research is sponsored by Cancer Research UK and is titled "Testicular and prostate 
cancer: Explaining the treatment and survival experience of the patient and the 
experience during this time of the spouse/partner" (Research Ethics Committee 
registration number .......... ). 

The study aims to investigate the treatment, and post treatment experience of potentially 
cured cancer patients and their spouse/partner, to assess if further interventions are 
required for this group. 

The study method involves recruitment to two different groups, Mr/Mrs .............. .. 
has/have agreed to participate in group 2. This involves men who have experienced 
cancer treatment and survival and their spouse/partner. Data collection involving these 
participants directly, will be one semi-structured audiotaped interview. 

Extensive vetting of the study methodology has occurred and it is hoped that participants 
will find their involvement to be a helpful experience. 

If you have any queries about the study or wish to discuss any difficulties, please do not 
hesitate to contact me. 

Yours sincerely 

Lynne Colbourne 
CRUK Nurse Research Fellow & study co-ordinator 
BT telephone pager number: 

Version 3.8: Date 20.1.02 
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Appendix 12a 

Post interview thank you letter and interview comment sheet 

Retrospective arm 

Dear 

I just wanted to thank you for giving so much of your time on ...... '" .... to participate in the study 
regarding your treatment and post treatment experience. It was very much appreciated. 

As agreed I have informed your GP by letter of your involvement in the study and provided details 
of what this entailed. 

As we discussed the study will be completed by October 2004, and I will ensure you receive a 
summary of the study findings. 

I also wondered if you might also wish to comment on the interview itself (good or bad), or perhaps 
any suggestions or thoughts that occurred after the interview. I enclose a reply slip and stamped 
addressed envelope for this, but please do not feel that you are in any way under any obligation to 
do so. 

I hope the interview did not cause any difficulties or inconvenience. Thank you once again for 
sharing your thoughts, I will make sure they will be put to good use. 

Yours sincerely 

Lynne Colbourne 
Cancer Research UK 
Nurse Research Fellow 

Prospective arm 

Dear 

I just wanted to thank you for participating in the study regarding your experiences and for giving 
so much of your time over the last year and a half. It was very much appreciated. 

As we discussed the study will be completed by the beginning of October 2004, and I will ensure 
you receive a summary of the study findings. 

Although we discussed this briefly during the last interview, I wondered if you might also wish to 
comment any further on the study process itself, what it felt like to be interviewed or perhaps any 
suggestions or thoughts that occurred to you about your involvement (good or bad). I enclose a 
reply slip and stamped addressed envelope for this, but please do not feel that you are in any way 
under any obligation to do so. 

I hope your involvement in the study did not cause any difficulties or inconvenience. Thank you 
once again for sharing your thoughts, I will make sure they will be put to good use. 

Yours Sincerely 

Lynne Colbourne 
Cancer Research UK 
Nurse Research Fellow 259 



Appendix 12b 

Interview reply slip 

Please feel free to comment on any aspect of the interview, the study process, or any 
thoughts about your experience that you feel are important. 

Thank you. 
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Participant diary (AS booklet) 

Title page 

Inside page 

Note pages 

Date 

The contents of this diary are private and 
confidential 

If found please return to: 
The Clinical Trials Office 
Cancer Centre Three 
Brown Road 
Large City 
BB25AK 

Thank you 

This diary is for your personal use only. No one will ask to 
see what you have written. 

If you would like to share your thoughts there will be time during 
your interviews with the study research nurse to do this - but 
only if you are happy to do so. 

What do I use the diary for? 
This diary is for you to use in any way you wish. 
• It could be used to provide you with a record of 

appointments you have attended 
• Or conversations you have had 
• Or questions you have asked and the answers you have 

been given 
• You could write how you are feeling. the good and bad about 

your experience 
• You could write absolutely anything! 

How often do I write in the diary? 
Some people might like to write their thoughts down on a regular 
basis e.g. daily. weekly or monthly. Others may prefer to write 
only when they feel they have something special to write. This is 
up to you there is no right or wrong. 

Date 

Appendix 13 
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Appendix 14 

Reasons why data from Sam and Hope were excluded from data analysis 

Sam and Hope were recruited to the retrospective prostate arm and were from Afro
Caribbean descent. Sam was very hard of hearing and his accent was very 'thick'. From 
the moment the interview began Sam and I had great difficulty comprehending what each 
other was saying. The conversation primarily included me asking 'can you repeat that', or 
'saying pardon'. Comprehension during the interview with Hope was not an issue and I 
had hoped to salvage the situation by gaining insight of the couple's experience through 
this exchange. Unfortunately it seemed that Sam had attended many of his treatment 
sessions and appointments without Hope, and they had discussed little of the cancer 
experience as a couple. As a result of this limited data collection I decided not to include 
any data that I had gleaned from this couple. 
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Summary of Recommendations document Appendix 15 

Summary of findings in relation to care provision and recommendations: The experience of prostate cancer, hormone and 
radiotherapy treatment, and beyond. 

Introduction: 12 couples were recruited to this part of the study. This paper provides an overview of the most common findings in 
relation to suggestions for care provision. Sections are divided into phases of the experience but some recommendations such as the 
importance of health professionals providing empathetic communication apply across the entire experience. 

Some of the recommendations suggest the need to consider care and information in relation to the couple and not just focus on the 
needs of the man. This is not to forget that it is the man who has had the cancer diagnosis and treatment and there are issues that 
relate to patient confidentiality. Where a greater degree of input as a couple is suggested, this is recommended on the understanding 
that health professionals ask permission from the man to do so. 

A. Diagnosis and Staging 
Some men originally sought investigation of symptoms via their GP. Others did not have symptoms and the possibility of cancer was 
highlighted through a well man check. One man knew there was something seriously wrong with his body and he had to seek several 
appointments with different doctors before being given his diagnosis. 

Aspects of care that were reported as beneficial were: 
• An understanding and proactive GP who made it known that he/she would always have time to provide information and support 

to the man and the spouse/partner throughout the experience. 
• Speed of referral to the urology consultant and then the cancer consultant. 
• Provision of written and verbal information that detailed investigations and potential outcomes. 
• Investigations such as the prostate biopsy and bone scan were carried out quickly and results were obtained and discussed 

promptly. 
• Health professionals who were skilled/knowledgeable, listened, clarified and gave empathetic but honest answers. 
• Introduction to a key health professional (for example a nurse specialist) who could be contacted to deal with queries and 

difficulties. 
• Introduction to the department's cancer information centre. 

Issues 
• At this time only 2 couples were introduced to a nurse specialist or an equivalent health professional. 
• For some, the diagnosis was given in a blunt manner, and with a lack of thought to the impact on the couple. 
• Hospital administration systems appeared overloaded. On occasions requests for tests or appointments were lost, or the time 

scale given for them was considered unacceptable (e.g. 2 months for a bone scan, 28 days to obtain bone scan results). Any 
delays resulted in frustration and anxiety. 

• More information was needed to explain the logic of the investigations and the implications for the individual, of results such as 
PSA blood test levels, and the prostate biopsy results. 

• Some couples found they were in the situation where the man/couple were expected to choose which treatment to have. For 
some this was not an issue, the specifIC side effects of the different treatments dictated the choice. However some couples felt 
that having to make a choice caused added stress. The preference was for the specialist to provide treatment information but 
also to suggest or guide the couple towards appropriate treatment options. 

• Lack of a comprehensive (and continuing) assessment of the couples needs, either emotional, social/financial, or physical i.e. 
no offer of referral to social worker, supportive care, occupational therapists, counselling services etc. 

• The time from seeing the cancer consultant until the commencement of radiotherapy should have been approximately three 
months. This can seem a long period of time isolated from the cancer team and treatment. 

• Some of the couples talked and shared their thoughts and fears whilst others were more reserved. If a couple tended not to talk, 
the spouse/partner appeared to need an outlet to talk about fears or worries. 

Recommendations 
• All couples should be provided with access (via phone contact) to a health professional who has knowledge of prostate cancer 

and treatments. A health professional who is able to access the man's hospital notes to provide answers, information, and 
support. This contact needs to be available from diagnosis and well into the post treatment phase. Other responsibilities for this 
individual could be: 

To ensure all couples are made aware of the range of support services available, what these services can offer, and how 
they can be accessed. 
If queries arise, the onus appears to be on the couple to contact the hospital for information. The couple may not want to 
bother anyone and issues can be ignored. To resolve this, the dedicated health professional should contact (or ideally 
visit) the couple after diagnosis to offer the opportunity to discuss any outstanding issues. 
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Appendix 15 continued 

• During the diagnostic and staging phase in particular, anxiety can be high. Listening and remembering all that is said during 
appointments can be a difflCutt task. To overcome this some hospitals offer to record consultations so that the couple can take 
the tape and listen to the infonnation again as needed. This may be a beneficial initiative to consider for all couples. 

• Two men used a 'phone buddy'. This was a man who had successfully completed radiotherapy and was several months or 
years post treatment. This phone contact provided a resource to find out, first hand, what treatment would entail, and what was 
'nonnal' but also reassurance that there was life after cancer. The Cancer Centre could consider developing a network of 
couples who would be available to provide telephone support for newly diagnosed men and their spouse/partner. 

• Several couples wanted to explore the benefits of dietary supplementslvitamins or complementary therapies such as 
aromatherapy or visualisation. Couples wanted infonnation about the pros and cons of complementary or attemative therapies 
to use in conjunction with conventional cancer treatment. The Cancer Centre should consider this need and provide infonnation 
relating to complementary therapy. 

• Frequently the spouse/partner considered that heatth professional concerns and care related only to the man (or their concerns 
were of secondary importance). On occasions this perception prevented the spouse/partner raising issues or worries. Therefore 
contact details of key heatth professionals should be made available to the man and spouse/partner. 

B. Hormone therapy: side effects and care provision 
1. The majority of men were infonned about the potential impact of honnone therapy in relation to reduced libido and erectile function, 
increased tiredness and hot flushes. Discussions also occurred concerning which honmone therapy would be more suitable in each 
individual case (Zoladex, the monthly or 3 monthly injection, or Casodex tablets). 

2. Infonnation not so frequently discussed was the potential for breast tissue growth and breast tenderness, and the treatment 
options available to try to counteract these side effects. Weight gain appeared to be an unwanted effect directly related to the 
honnone therapy, which seemed resistant to nonnal exercise and diet regimes. Recommendation: Mhough these side effects may 
not be preventable it is important to warn men that they frequently occur. Also to infonm the man that treatment can be offered to help 
reduce the volume of the breast tissue if it becomes a problem. 

3. For five of the men there was an awareness that the honnone therapy seemed to cause a low mood. One man described that it 
wasn't until the Casodex stopped that he realised that he seemed to have been under a cloud of depression. Although the literature 
that accompanies the hormone medication indicates that 'mood changes' can be a potential side effect, this is not routinely monitored 
by health professionals and perhaps should be. 

C. Radiotherapy 
Generally the physical side effects experienced during radiotherapy were not as severe as imagined. Attending for treatment became 
part of the daily routine. In the majority of cases side effects began to impact noticeably two weeks into the therapy. For three of the 
men the impact of tiredness, cystitis, and fluctuating bowel pattems became difficult side effects to cope with. 

Aspects of care that were reported as beneficial were: 
• Having the option of being seen weekly by one of the cancer doctors. 
• Care, support and infonnation provided by the radiographers. 
• Flexibility in arranging treatment time. 
• Being infonned of practical tips by other patients or infonnation leaflets e.g. drinking cranberry juice to reduce cystitis, taking 

ginger to combat nausea. 
• Additional services and caring attitude provided by volunteers e.g. provision of refreshments. 
• Continued use of the department's cancer infonnation centre, for queries and access to heatth profeSSionals. 

Issues and recommendations 
• Maintaining a full bladder was necessary for treatment administration. Achieving this took a great amount of timing on behalf of 

the man. Any treatment delay resulted in difficulty, embarrassment, and distress. There appeared to be a lack of appreCiation of 
this issue by staff. 

• For those living some distance from the hospital travelling and parking was difficult 
• For some men infonnation was reactive not proactive e.g. infonnation sheets giving infonnation about controlling radiotherapy 

induced diarrhoea were provided when the symptom occurred, where as it would have been beneficial to have this infonnation 
pre-treatment not after the event. 

• Frequently information leaflets provided general infonnation about radiotherapy and side effects. More specific written and 
verbal infonnation was needed concerning the effects of radiotherapy e.g. a warning of the potential degree of bowel 
disturbance or urinary frequency, and initiatives that may be useful to counteract them. 

• Out of hours there were no emergency contact numbers for advice. Several men experienced rectal bleeding and one man 
developed retention of urine. All of these instances were extremely frightening and stressful yet timely support or intervention 
could have reduced the difficulty these men and their spouse/partners experienced. 
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Appendix 15 continued 

D. Post treatment 
Contact with the cancer health professionals centred around follow-up appointments. Some couples also received support and PSA 
blood test monitoring from their GP. 

Aspects of care that were reported as beneficial were: 
• Through follow-up appointments the man/couple had a regular opportunity to gain reassurance that the treatment had worked. 
• For some men/couples follow-up was an opportunity to ask questions and clarify outstanding issues. 
• For some men/couples the follow-up appointment and knowledge of treatment success was all the input required from health 

professionals. 

Issues and recommendations 
• During the first follow-up appointment after radiotherapy, the priority for the couple was to find out if the PSA had fallen to an 

acceptable level. For some this was not possible as a pre appointment blood test had not been arranged and therefore the 
anxiety relating to the unknown of treatment success continued unnecessarily for these couples. A post radiotherapy PSA blood 
test should be arranged routinely before the first follow-up appointment. 

• For some couples extending follow-up appointments from 3 to 6 or 12 months was a positive sign that treatment had worked. 
For others letting go of the security of frequent appointments was anxiety provoking. The ideal would be a flexible approach 
where the frequency of follow-up was negotiated on an individual basis to meet the needs of the man/couple. 

• Couples regularly asked or needed to know similar information at this time. These issues could be pre-empted and covered by 
health professionals. Common questions or information needs were: 
1. Detailed information relating to the format, content and iogic of the intended follow-up (including what pattern of PSA blood 

test levels was to be expected). 
2. Reassurance that treatment was available if the PSA blood resu~s began to rise and what this might entail. 
3. Time and opportunity to discuss residual/long term side effects or new symptoms that might occur. 
4. Opportunity to ask outstanding questions about the diagnosis, prognosis, or treatment. 

• For eight of the men erectile function or libido had been reduced as a direct effect of the cancer treatment. Two couples had 
been offered and referred to an erectile dysfunction clinic. However fNe couples had to ask for assistance, or found out about 
this facility by default. This suggested the onus was on the couple to mention sexual difficulties and to ask if help was available. 
At a minimum, couples should be made aware that services that provide practical advice and support exist. 

• Five couples considered that although they had been informed that side effects from therapy might occur after radiotherapy, 
they had not been prepared for the degree of impact or length of time these residual effects might take to resolve e.g. urgency 
to open bowels, fatigue, and reduced stamina (particularly in relation to fitness). The provision of more factual information would 
have been appreciated. 

• Five of the spouse/partners described not being fully included in follow-up appointments. The focus of the follow-up appointment 
should emphasise the needs of the couple opposed to just cancer monitoring. 

• A common observation was poor continuity; not seeing the same doctor twice and as a consequence a variation in interpretation 
of PSA blood results and advice. The couples were appreciative of the difficulty in resolving this issue. Perhaps greater 
continuity might be delivered through the introduction of a dedicated health profesSional for each couple from diagnosis. 
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Summary of findings in relation to care provision and recommendations: The experience of testicular cancer, 
chemotherapy, and beyond. 

Introduction: 12 couples were recruited to this part of the study. This paper provides an overview of the most common findings in 
relation to suggestions for care provision. Sections are divided into phases of the experience but some recommendations such as the 
importance of health professionals providing empathetic communication apply across the entire experience. 

Some of the recommendations suggest the need to consider care and information in relation to the couple and not just focus on the 
needs of the man. This is not to forget that it is the man who has had the cancer diagnosis and treatment and there are issues that 
relate to patient confidentiality. Where a greater degree of input as a couple is suggested, this is recommended on the understanding 
that health professionals ask permission from the man to do so. 

A. Diagnosis and Staging 
Eight men originally sought investigation of symptoms (usually a lump) via their GP. Six of these men described how the symptoms 
were treated initially as an infection or that there were continual delays in recognising the potential seriousness of the condition. The 
delays ranged from several weeks to months. The remaining four men experienced acute symptoms such as pain and were initially 
seen in A&E departments. 

Aspects of care that were reported as beneficial were: 
• An understanding and proactive GP who made it known that he/she would always have time to provide information and support 

to the man and the spouse/partner throughout the experience. 
• Speed of referral to the urology consultant and the cancer consultant. 
• Provision of written and verbal information that detailed investigations and potential outcomes. 
• Investigations such as ultrasound scans and CT scans were carried out quickly and results were obtained and discussed 

promptly. 
• Health professionals, who were skilledlknowledgeable, listened, clarified and gave empathetic but honest answers. 
• Introduction to a key health professional (for example a nurse specialist) who could be contacted to deal with queries and 

difficulties. 

Issues 
• At the point of diagnosiS only three couples were introduced to a urology nurse specialist or an equivalent health professional. 
• For some, the diagnosis was given in a blunt manner, and with a lack of thought to the impact on the couple. 
• Hospital administration systems appeared overloaded. On occasions requests for tests or appointments were lost, or the time 

scale given for them was considered unacceptable (e.g. 2 months for an ultrasound scan, 4 to 6 weeks for a CT scan. 
Frequently results were not available for appointments). Any delays resulted in frustration and anxiety. 

• Greater explanation was needed conceming the logic of the investigations and the implications of incoming test results, in 
relation to prognosis and expected treatment. 

• Ten couples received little or no information about what cancer treatment would be offered until they met a member of the 
cancer team. 

• Lack of a comprehensive (and continuing) assessment of the couple's needs, either emotional, social/financial, or physical (i.e. 
few offers of referral to social worker, supportive care, occupational therapists, counselling services etc). 

• Some of the couples talked and shared their thoughts and fears whilst others were more reserved. If a couple tended not to talk, 
the spouse/partner appeared to need an outlet to talk about fears or worries. 

Recommendations 
• All couples should be provided with access (via phone contact) to a health professional who has knowledge of testicular cancer 

and treatments. A health professional who is able to access the man's hospital notes to provide answers, information, and 
support. A designated person needs to be available from diagnosis and well into the post treatment phase. Other responsibilities 
for this individual could be: 

To ensure all couples are made aware of the range of support services available, what these services can offer, and how 
they can be accessed. 
If queries arise, the onus appears to be on the couple to contact the hospital for information. The couple may not want to 
bother anyone and issues can be ignored. To resolve this, the dedicated health professional should contact (or ideally 
visit) the couple after diagnosis to offer the opportunity to discuss any outstanding issues. 

• During the diagnostic and staging phase in particular, anxiety can be high. Listening and remembering all that is said during 
appointments can be a difficult task. To overcome this some hospitals offer to record consultations so that the couple can take 
the tape and listen to the information again as needed. This may be a beneficial initiative to consider for all couples. 

• Two men used a 'phone buddy'. This was a man who had successfully completed chemotherapy and was several months or 
years post treatment. This phone contact provided a resource to find out, first hand, what treatment would entail, and what was 
'normal' but also reassurance that there was life after cancer. The cancer centre could consider developing a network of couples 
who would be available to provide telephone support for newly diagnosed men and their spouse/partner. 
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• Several couples wanted to explore the benefits of dietary supplementsivitamins or complementary therapies such as 
aromatherapy or visualisation. Couples wanted information about the pros and cons of complementary or altemative therapies 
to use in conjunction with conventional cancer treatment. The Cancer Centre should consider this need and provide information 
relating to complementary therapy. 

• Frequently the spouse/partner considered that health professional concems and care related only to the man (or their concems 
were of secondary importance). On occasions this perception prevented the spouse/partner raising issues or worries. Therefore 
contact details of key health professionals should be made available to the man and spouse/partner. 

B. Orchidectomy: Care provision 
1. For the majority of men this was the first time they had been admitted to hospital. As well as the emotional turmoil related to the 

cancer diagnosis and imminent orchidectomy the men had to deal with the anxiety and fears related to a general anaesthetic, 
risks of surgery, and staying in a hospital ward. Health professionals need greater recognition of these additional anxieties. 

2. Nine men chose not to have a prosthesis, and one man was not informed this was an option. little information or time for 
discussion appeared to occur when the men were offered a prosthesis. Two men were asked if they wanted a prosthesis as 
they were wheeled to theatre. Recommendation: As routine practice the man should receive verbal and written information 
detailing the surgical procedure, the impact of orchidectomy on body function, the advantages and disadvantages of a prosthetic 
implant, and given the opportunity to discuss queries or concerns surrounding this treatment choice. 

C. Chemotherapy 
Generally for the men, physical and mental side effects experienced during chemotherapy were overwhelming and debilitating. 
Degrees of feeling unwell became the normal, and the cycles of chemotherapy became a grinding routine. The spouse/partner had to 
deal with the brunt of the man's frustrations and mood changes. The men appeared to need, and rely heavily on the spouse/partner. 
The treatment phase was very stressful and a busy time for the spouse/partner, providing physical and supportive care for the man, 
and undertaking extra tasks and roles resulted in exhaustion. 

Aspects of care that were reported as beneficial were: 
• Being given pre chemotherapy information and a treatment plan 
• At this time 6 couples were introduced to a dedicated nurse specialist, who provided support, information, and co-ordination of 

care. Six couples did not have a dedicated nurse specialist but found the chemotherapy team and medical staff provided care, 
support and information. 

• Being informed of practical tips by other patients or information leaflets e.g. eating prunes to combat constipation, taking ginger 
to reduce nausea. 

• On one hospital site, a ward area was designated a young person's unit. The philosophy of care and atmosphere was 
considered beneficial in maintaining morale. 

• Camaraderie on ward areas; an opportunity to share experiences but also talk about anything other than cancer was considered 
important. 

Issues and recommendations 
• For those living some distance from the hospital travelling and parking was difficult. Spouse/partners who were dependent on 

others providing transport could not visit as much as they would have liked. 
• Spouse/partners with work and/or child care commitments were often unable to attend ward rounds or clinic appointments and 

missed out on opportunities to keep updated or ask questions. Health professionals need to be more sensitive to these 
difficulties, and be aware that the man may feel too unwell to take in information from ward rounds or to discuss these 
conversations with the spouse/partner. If the man would wish it, the spouse/partner should be offered regular, accurate, 
information updates from health professionals. 

• As a patient in hospital, it was mentally difficult for the men to see other patients who were seriously ill or dying. The couples 
recognised the logistic difficulty in dealing with this issue. However, there were instances when staff were not sensitive to these 
issues e.g. when a patient's body remained on the ward for an excessively long period of time, or the curtains would be pulled 
around each patient's bed and nothing was said about a person who had died. Couples need some form of de-briefing if they 
witness the death of a patient. 

• Frequently information leaflets provided general information about chemotherapy and side effects. More specific written and 
verbal information was needed conceming practical issues e.g. 

Details of how hair falls out i.e. in patches, with wispy remnants, to be wamed that it isn't like a shaved head. 
To be wamed in advance that when having day case chemotherapy, this could take all morning or all day. 
To take food into hospital because the hospital food will taste awful. 
That when you are an inpatient you will be attached to the (irritating, bleeping pump) 24 hours a day. 
Not just to be told that you need to measure your urine but given the reasons why. 

267 



Appendix 15 continued 

.. Four of the spouse/partners tried to access supportive care in the community, all with no success. Macmillan or palliative 
services were not geared to provide support for the spouse/partner where the man (patient) was perceived to be 'well'. These 
services need to be informed and educated conceming the emotional, practical, and financial support couples may desperately 
need. 

.. Where couples find it difficult to talk openly and share their thoughts about the experience, the spouse/partners in particular 
expressed the need to talk to someone not directly involved in the experience or care. It is important health professionals 
undertake an individual assessment of the couple and make sure they have outlets for support and where needed help is 
recommended. 

D. Post treatment 
Contact with the cancer health professionals tended to centre around follow-up appointments. 

Aspects of care that were reported as beneficial were: 
.. Through follow-up appointments the man/couple had a regular opportunity to gain reassurance that the treatment had worked. 
.. For some men/couples follow-up was an opportunity to ask questions and clarify outstanding issues. 
.. For some men/couples the follow-up appointment and knowledge of treatment success was all the input required from health 

professionals. 
.. Finding out if treatment had worked without any delay. On one hospital site, the first post treatment appointment was organised 

so that the man attended for a CT scan, then a verbal report was phoned through to the cancer consultant. This information 
could be passed on to the couple all in one day. 

• Six couples had continued access and support from the nurse specialist. 

Issues and recommendations 
• During the first follow-up appointment after chemotherapy, the priority for the couple was to find out if the tumour markers had 

fallen to acceptable levels and that the CT scan was clear. Waiting for the CT scan results was stressful and the ideal would be 
to adopt the procedure identified above. 

• For some couples extending the time between follow-up appointments was a positive sign that treatment had worked. For others 
letting go of the security of frequent appointments was anxiety provoking. The ideal would be a flexible approach where the 
frequency of follow-up was negotiated on an individual basis to meet the needs of the man/couple. 

.. Seven of the couples identified there was a change in attitude and focus of health professionals when treatment was over. 
Appointments were quick and perfunctory. Couples regularly asked or wanted to know similar information at this time. These 
issues could be pre-empted and covered by health professionals. Common questions or information needs were: 

1. Detailed information relating to the format, content and logic of the intended follow-up (Le. what does the physical examination 
really achieve? why can't some of the follow-up appointment be held at the local hospital or GP practice?). 

2. Reassurance that further treatment was available if the tumour markers began to rise and what this might entail. 
3. Time and opportunity to discuss residual/long term side effects or new symptoms that might occur. 
4. Opportunity to ask outstanding questions about the diagnosis, prognosis, or treatment. 
5. Where appropriate greater information re fertility; in relation to the need to know if contraception was still needed. Fears of 

conception and risks of foetal abnormality. The pros and cons of IVF and how to begin this process. 

• Although couples had been informed that side effects might occur after chemotherapy they had not been prepared for the 
degree of impact or length of time these residual effects might take to resolve e.g. weight gain or weight loss, reduced stamina 
particularly in relation to fitness. For some the residual issues also related to dealing with the mental impact of the experience. 
This extended to the spouse/partner as seven of the women described experiencing varying degrees of difficulty ranging from 
paniC attacks to emotional trauma, and post natal depression. The provision of more factual information would have been 
appreciated, and the opportunity to access supportive care to deal with emotional trauma. 

• Five of the spouse/partners described not being fully included in follow-up appointments. The focus of the follow-up appOintment 
should emphasise the needs of the couple opposed to just cancer monitoring. 
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Comment slip and letter that accompanied the summary of 

recommendations document 

Dear 

Re: Feed back from the study 'Testicular and prostate cancer: Explaining the treatment and post 

treatment experience of couples'. 

As agreed at the beginning of this research project, I am sending you a summary of the findings from this 

work. The amount of information gathered during the project was extensive and a decision had to be made 

about specific areas on which to concentrate for this feedback. The enclosed summary, details the common 

aspects of care that were found to be beneficial and also recommendations that could improve the 

experience in the future. 

I have enclosed two copies of the summary. If you would like to offer any comments concerning your 

agreement or disagreement with the content of the paper or any omissions please write your thoughts on one 

of the copies and/or the comments sheet, and return it in the stamped addressed envelope provided. This is 

totally voluntary, please do not feel any obligation to do so. 

Thank you for your involvement, interest and support during this project. 

Kind regards 

Lynne Colbourne 

Cancer Research UK 

Nurse Research Fellow 

ps: A copy of this summary has been sent separately to both you and your spouse/partner. If you would 

like to return any thoughts or comments, the choice to respond separately or as a couple is left with you. 
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Comments Sheet 

Testicular and prostate cancer: Explaining the treatment and post treatment experience of couples 

Please write any comments you wish in relation to the summary of findings and recommendations. 

Thank you. 
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Issues of concern raised by LREC's Appendix 17 

The LREC for Cancer Centre 1 requested that the participant information sheet should 

indicate that the study was part of a student project. Also that permission should be 

gained to keep in contact with both patient and spouse/partner in case of relationship 

breakdown. 

The LREC for Cancer Centre 2, asked for further information, clarification or reassurance 

concerning the following: 

II That all approaches to participants would be via their consultant. 

II That there would be a mechanism to ensure that potential participants in the 

retrospective arm were well enough or still alive before being approached. 

III Greatei description of data analysis and the qualitative methodology to be used. 

• Concern relating to participants being interviewed separately and the potential for 

relationship interference as a result. 

II Action to be taken if participants were not coping. 

• That the information leaflets should include specific reference to secure storage of 

audiotapes and their destruction at the end of the study. 

II That permission to inform the participant's GP should be added to the consent 

form. 
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