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Abstract

The psychosocial challenges prostate cancer imposes on the lives of patients and their
family members, relating to treatment decisions, recovery and side-effects have been well
documented. Whilst informational and emotional support can help ameliorate these
challenges, research points towards several barriers to obtaining support face-to-face.
Recent research suggests that health-related online support groups can help empower
members to become active health care participants through the provision of information
and support. Few studies, however, have examined the role of these groups in the context
of prostate cancer. This research programme seeks to examine how, if at all, participation
within prostate cancer online support groups empowers members. In Study 1, an analysis
of 631 messages posted to prostate cancer online support groups was undertaken to
explore the beneficial processes observed in members’ communication. In Study 2, open-
ended surveys were employed to collect qualitative data from 147 group members to
explore their perception of empowering processes and outcomes within the groups. In
Study 3, quantitative surveys (n=195) were employed to examine the extent to which
members experience these processes and outcomes and the relationship between the two.
The combined results of the studies point towards the existence of several empowering
processes, such as informational and emotional support exchange, encountering similar
others and the ability to discuss sensitive issues. Empowering outcomes commonly
experienced by the members included increased knowledge, the ability to participate in
treatment-related decisions, an increased sense of community and enhanced
communication with their medical practitioner. The processes significantly predicted the
outcomes, with ‘information exchange’ consistently being the most significant predictor.

This indicates that the processes, and particularly informational support in these groups,



play an important role in empowering members. Although some negative processes have
been identified, the positive aspects outweigh the negatives. These findings suggests that
prostate cancer online support groups can be an effective and cost-efficient source of
support and information for prostate cancer patients and their caregivers, and have a

significant impact on their sense of empowerment.
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Chapter One: Introduction

Chapter One: Introduction

This thesis presents a programme of research into the online support group experiences of
individuals affected by prostate cancer; the main focus of the research was the potentially
empowering effects participation in prostate cancer online support groups may have on
members. In recent years, the popularisation of the Internet has revolutionised the way in
which people can communicate, exchange knowledge and support. One of the important
areas of Internet use pertains to health-related information seeking; with growing numbers
of individuals who live with various conditions and diseases turning to online sources for
advice and information (Eysenbach & Diepgen, 2001). In particular, one increasingly
popular source of experiential knowledge and social support is health-related online
support groups, within which members can communicate with other individuals affected by
a similar condition about all issues related to symptoms, diagnosis, treatment and recovery
(Eysenbach, Powell, Englesakis, Rizo & Stern, 2004). Recent research suggests that these
groups play an important role in empowering patients (e.g. van Uden-Kraan et al., 2008c,
2009); however, few studies to date have explored their potential in relation to prostate

cancer.

Research into the experiences of individuals affected by prostate cancer suggests that both
patients and their family members experience several psychosocial challenges as a result of
the diagnosis and treatment and that their need for informational and emotional support is
greatly increased as a result (e.g. Bottoroff et al., 2008; Echlin & Rees, 2002) . The extant
literature further suggests that although social and emotional support can help reduce the
negative impact of cancer-related stress and anxiety (e.g. Baider et al., 2003), prostate

cancer patients and their family members experience many barriers to seeking support



Chapter One: Introduction

from family, friends and face-to-face support groups (e.g. Walsh & Hegarty, 2010). Recent
policy guidelines (NICE, 2008) advocate the need to include prostate cancer patients and
their family members in the process of treatment decision-making and recognise the
necessity to empower them to become active and autonomous health care users through
the provision of information and support. Whilst the guidelines point towards health care
professionals as the main providers of these resources, informational and emotional
support from medical professionals appears to be lacking in several areas (Capirci et al.,
2005; Feldman-Stewart et al., 1998). For example, patients often report that important
facts relating to treatment decisions are provided before they are ready to absorb them
(Echlin & Rees, 2002); family members frequently feel neglected and disempowered in the
communication with the medical team (Feltwell & Rees, 2004). Recent research suggests
that individuals affected by prostate cancer may turn to online support groups for factual
and experiential information as well as peer support (e.g. Gooden & Winefield, 2007),
however, relatively little is known about the experiences of prostate cancer online support
group members and about the effects participation may have on both patients and family

members.

Therefore, the main aim of this thesis was to gain an in-depth understanding of the way in
which individuals affected by prostate cancer use online support groups, examine their
experiences and consider how participation affects their lives, with a particular focus on

empowerment and the various processes which may benefit members.

The main body of this thesis comprises seven chapters. Chapter 2 presents a
comprehensive review of the literature on the subject of prostate cancer, the psychosocial
challenges that affect patients and their family members and the role of social support in

overcoming these challenges. Chapter 3 reviews the literature pertaining to online support
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groups, with a particular focus on the processes and outcomes observed within various
health-related online support groups, as well as the advantages and disadvantages of

engaging in these groups.

Chapter 4 outlines the rationale for the empirical research presented within the thesis,
including a rationale for considering this research within an empowerment framework (van
Uden-Kraan et al., 2008c, 2009) as well as the reasons behind employing mixed-
methodology to investigate online support. Philosophical issues underpinning triangulated
research conducted across paradigms are also considered. Finally, this chapter concludes

by articulating the research aims of the thesis.

Chapters 5, 6 and 7 present the findings of the empirical studies, including a rationale;
research aims and specific research questions; results; discussion of the results as well as
strengths and limitations of each study. To summarise, Chapter 5 presents a content
analysis of messages posted to prostate cancer online support groups with a view to assess
the range and the extent of the potentially empowering processes that can be observed
within the naturally occurring communication between members. This research
methodology provides a unique insight into the potentially empowering processes that
occur within the groups, and thus was considered to be appropriate for the first step of the
investigation. Chapter 6 builds on the findings of the study presented in Chapter 5, and
explores members’ perspectives regarding the empowering processes and empowering
outcomes within prostate cancer online support groups. This study also investigates
participants’ motives for accessing online support groups and whether they experience any
negative effects through participation. Chapter 7 aims to quantify the extent to which
individuals experience empowering processes and outcomes. It also explores the potential

differences in the extent to which patients and their family members experience these
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processes and outcomes. Next, the relationship between processes and outcomes is

considered.

Chapter 8 brings together the findings of the three empirical studies and discusses them in
light of the current literature pertaining to online support and prostate cancer.
Methodological issues relating to the current studies are discussed; directions for future

research and implications for practice are also explored.
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Chapter Two: Prostate cancer

Chapter overview

This chapter is concerned with the impact that prostate cancer diagnosis and treatment can
have on the patient and his partner. The chapter is comprised of three main parts. The first
part presents a detailed review of literature pertaining to the biomedical aspects of
prostate cancer diagnosis, together with its treatment and side-effects. The aim of this part
is to help the reader understand the impact prostate cancer has on the patients, and to
provide an insight into the biomedical factors that can affect the psychological well-being
of the patient and the treatment decision-making processes. The second part describes and
discusses the main psychosocial challenges associated with prostate cancer diagnosis and
treatment, for both patients and their partners. The final part of this chapter discusses the
importance of social support in overcoming these challenges and describes the barriers to
accessing sources of face-to-face social support commonly experienced by the patients and
their partners. The Internet and online support groups, which could potentially offer

patients and their partners’ new avenues to receiving social support are also introduced.
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PART ONE: Biomedical background: prostate cancer diagnosis and treatment

2.1 Prostate gland

The prostate is a walnut sized gland which is a part of the male reproductive system. It is
situated in the lower abdomen, directly below the bladder and in front of the rectum,
encircling the upper part of the urethra. Nerve bundles responsible for erections are
located on both sides of the prostate. Seminal vesicles, small glands producing fluid which
forms a large proportion of the semen, open into the prostate gland. The gland consists of
two lobes (left and right) and three main zones: peripheral (70-75% of the volume); central
(20-25%) and transitional zone (5-10%) (Kirby & Patel, 2012). The peripheral zone, in which
the majority of cancerous tumours form, is located closest to the rectum, in the posterior
part of the gland. The prostate gland produces slightly alkaline, milky white fluid which
contributes around 20-30% of ejaculate. Its presence helps neutralise the acidic
environment of the vaginal tract and provides protection for the spermatozoa during

ejaculation (Marengo, 2001; Torrey, 2006).

Diseases of the prostate are amongst the most common male conditions. Benign prostatic
hyperplasia (BPH) and prostatitis are two of the most frequently reported benign prostate
diseases. Prostatitis is a non-malignant, inflammatory condition of the prostate, common
in men of all ages. It is usually a painful bacterial disease, treatable with antibiotics

(Bartoletti et al., 2007; Naber, 2003).

Benign prostatic hyperplasia (BPH) or non-cancerous enlargement of the prostate gland is
caused by the growth of the prostate gland as the man ages. Due to its localization, the

enlarged prostate starts to press on the urethra resulting in lower urinary tract
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dysfunctions, including difficulties and pain during urination, diminished urinary flow,
urgency to urinate and sometimes blood in urine and semen (Thompson, Thrasher, Moyard
& Sylvester, 2003). It is estimated that around 50% of men develop some symptoms
consistent with BPH by the age of 50 and this percentage rises to around 80% in men in

their 80s.

2.2 Prostate cancer

2.2.1 Incidence and mortality

Prostate cancer is currently the most common male cancer in Western countries and
accounts for approximately 25% of all newly diagnosed cases of male cancers (ONS, 2011a,
US Cancer Statistics Working Group, 2010). The reported incidence is 1.6 times higher than
lung cancer in the UK (ONS, 2011a) and is 1.9 times higher in the US (US Cancer Statistics
Working Group, 2010). In recent decades the incidence of prostate cancer, particularly in
its early stages, has increased significantly, a phenomenon partially attributed to the
advances in non-invasive screening methodology, such as testing serum levels of prostate
specific antigen (PSA) (Kirby & Patel, 2012; Torrey, 2006). Although prostate cancer is the
second most common cause of cancer-related deaths in males (ONS, 2011a), relative
survival rates are high; due to the late onset and slow development of the disease,
significantly more men die with prostate cancer rather than of prostate cancer (Selly,
Donovan, Faulkner, Coas & Gillatt, 1997). For example, for UK men diagnosed between
2004 and 2008, 1- and 5-year age standardised relative survival rates were 93.1% and

80.6% respectively (ONS, 2011b).
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2.2.2 Risk factors

The occurrence of prostate cancer is strongly related to age — only 0.8% of all cases are
diagnosed in men under 50 years of age, 10.3% in men aged 50-59, 32% in men aged 60-69
and 57% in men over 70 years of age (ONS, 2011b). Ethnicity has also been shown to be
associated with prostate cancer incidence rates. The US Cancer Statistics Working Group
reported that in 2007 prostate cancer was diagnosed 1.5 times more frequently in Black
African/Caribbean Americans than in White Caucasian Americans. Although the exact
pathogenesis of prostate cancer remains unclear, certain factors, such as genetic
predisposition, dietary habits, smoking and obesity are believed to contribute to its
development (Nelson, DeWeese & DeMarzo, 2002; Nupponen & Carpenter, 2002; Griffiths,

Prezioso, Turkes & Denis, 2007).

2.2.3 Histology

The most common type of prostate cancer is adenocarcinoma (accounting for
approximately 95% of all cases), which is caused by a tumour growing in the epithelial cells
of the glandular tissue (Torrey, 2006). In most cases this type of cancer causes an increase
of PSA, and thus can be detected early through standard PSA testing. A digital rectal exam
(DRE) is also a useful method in early detection, as the majority of prostate cancers develop
in the posterior zone of the gland. Generally, adenocarcinoma of the prostate is a slow-
growing tumour, with good prognosis and high long-term survival rates (Kirkby & Patel,

2012).

The Gleason grading of prostate cancer is a system used to assess the level of
aggressiveness of the cancer cells, ranging from 1 to 5. Grade 1 tumours (least aggressive)

consist of well differentiated cells, most resembling the normal prostate cells, while grade 5
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tumours (most advanced) consist mostly of undifferentiated cells with high levels of
infiltration of neighbouring tissues. Since prostate cancers are commonly heterogeneous,
the total Gleason score is calculated on the basis of the two most common types of cells
and ranges from 2 to 10 (for example if the majority of cells are graded as 3, followed by 4
then a Gleason score is 3+4=7) (Gleason & Mellinger, 1974, cited in King, 2000; Kirkby &

Patel, 2012).

Prostate cancer can also be classified according to the tumour volume and spread (Tumour-
Node-Metastasis prostate cancer staging system) (Fleming, Cooper & Henson, 1997). The
tumour stages are defined as Tla-c (unapparent and non-palpable tumour, discovered
‘incidentally’ e.g. through routine PSA test), T2a-b (locally confined tumour), T3a-b (tumour
extending outside the gland), T4 (tumour invades other adjacent organs), NO-N1 (regional
lymph nodes metastases) and M0-M1a-c (distant metastases). NO and MO refer to lack of

metastasis, while N1 and M1 indicate the existence of metastases.

Early prostate cancer is usually asymptomatic. As the tumour grows, it can cause urinary
and bowel symptoms similar to BPH (Kirkby & Patel, 2012). In advanced stages prostate
cancer can spread, forming metastases in other organs, most commonly in surrounding
lymph nodes and bones (Keller et al., 2002). Affected lymph nodes can become enlarged
and palpable on examination of the abdomen. Bone metastases frequently results in bone
pain around the pelvic and lumbar areas as well as pathological fractures, while
widespread metastases causes systemic symptoms such as anaemia, weight loss and

cachexia (loss of lean body mass) (Kirby & Patel, 2012).
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2.2.4 Screening and diagnosis

The presence and the stage of prostate cancer can be assessed through various diagnostic
tests. The ‘gold standard’ of prostate cancer detection is a biopsy, which allows detailed
analysis and histological grading of the suspect tissue; it is however a painful, invasive
method, associated with increased risk of rectal bleeding and infection (Chou et al., 2011).
Several less invasive methods are therefore used to guide the decision as to whether
biopsy is advisable in asymptomatic men (Kirkby & Patel, 2012). The most commonly used

methods are serum prostate specific antigen (PSA) testing and digital rectal exams (DRE).

2.2.4.1 Digital rectal examination

As the majority of prostate cancers start in the posterior part of the gland, close to the
rectum, DRE is a method which can be helpful in detecting larger, palpable physical
changes to the prostate gland, and can increase chances of early diagnosis in patients with
normal PSA levels (Mistry & Cable, 2003; Torrey, 2006). The DRE can help assess the clinical
stage of the tumour — the size of the cancer and the proportion of prostate gland it
occupies. However, this is a crude method and should be followed up more accurately
through imaging, such as transrectal ultrasound (Downs, Kane, Grossfeld, Meng & Carroll,

2002).

2.2.4.2 Prostate specific antigen (PSA) testing

Prostate specific antigen (PSA) is a protein produced in small amounts by prostate gland
cells. Since Kuriyama, Wang and Papsidero (1980) developed a sensitive assay for
measuring blood serum PSA levels, this antigen has become the primary biomarker for

prostate cancer (Mistry & Cable, 2003). Normal levels of total serum PSA (tPSA) have been
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established at 0-4ng/ml. Levels higher than 4ng/ml are a cause for concern, however, as
the majority of men with prostate cancer have tPSA above 4ng/ml (Gann, 1996; Torrey,
2006). It is important to note that approximately 60-75% of all cases of tPSA 4-10ng/ml
relate to benign prostate disorders such as BHP or prostatitis (de Kok et al., 2002). Although
the sensitivity of PSA tests is consistently high for detecting prostate cancer, its specificity is
low, resulting in high level of false positive results (Lin, Lipsitz, Miller & Janakiraman, 2008;

Chou et al., 2011).

Randomised controlled trials of population-based PSA testing of asymptomatic men in
some European countries point towards a significant reduction in prostate cancer related
mortality and diagnosis of advanced disease in men undergoing routine screening (Aus,
Bergdhal, Lodding, Lilja & Hugosson, 2007; Hugosson et al., 2010). Much controversy,
however, surrounds the question of whether population-based screening leads to more
benefits or harm (Chou et al., 2011), as the low specificity of PSA tests produces a high
proportion of false positive results, leading to a number of unnecessary biopsies (Lin,
Lipsitz, Miller & Janakiraman, 2008; Chou et al., 2011). Screening has also been associated
with an increase in early stage diagnoses of prostate cancer that may not manifest itself
during the man’s natural life, resulting in administration of potentially unnecessary radical
treatments (Selly et al., 1997). On the basis of evidence from early randomised trials, which
suggest that benefits as well as harm can result from population-based PSA testing
programmes, health authorities in some countries such as the UK or Australia currently
advise against routine screening of asymptomatic men, leaving the decision whether to be
screened to the man and his physician (Cancer Council Australia, 2010; NHS, 2012). In the
US, where routine screening is currently carried out, American Cancer Association (Wolf et
al., 2010) advised that men should be sufficiently informed about the risks and benefits,

when offered prostate cancer screening.
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2.2.4.3 Biopsy

Currently the most commonly performed prostate biopsy is ultrasound guided transrectal
biopsy (Davis, Sofer, Kim & Soloway, 2002). This type of biopsy is most often conducted
under local anaesthetic, in an outpatient setting. The ultrasound and a biopsy gun or
needle is inserted through the rectum and several samples of the gland are collected. The
procedure is relatively simple and considered safe, although despite the common practice
of administering antibiotics to minimise the risk of infection from the needle passing
through the rectal wall (Davis et al., 2002), some risk of infection as well as rectal and
urethral bleeding remains (Chou et al., 2011). Transperineal biopsy requires a small incision
of the perineum and therefore tends to be performed under general or spinal anaesthetic.
The needle does not pass through the rectal wall, therefore the risk of infection is
decreased. Both techniques are considered to have good detection rates (Davis et al., 2002
Galfano et al., 2007). The samples are then analysed under the microscope and tumour

volume and Gleason score is established.

Once the size of the primary tumour in the prostate gland is assessed and both PSA and
Gleason scores are obtained, the existence of secondary tumours in lymph nodes and
possible distant metastases are investigated to gain the full picture of the disease stage.
This is done via techniques such as computed tomography (CT), magnetic resonance
imaging (MRI) and bone scans (Kirkby & Patel, 2012). Small, organ-contained tumours, and
lower PSA and Gleason scores indicate ‘lower risk’ cancer, while metastases, and higher
PSA and Gleason scores point towards ‘high risk’ cancer, which may not be ‘treatable’ or

has a higher chance of recurrence (Downs et al., 2002; Torrey, 2006).
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2.2.5 Treatment options in prostate cancer

Currently, the treatment/management options most frequently offered to prostate cancer
patients are radical prostatectomy, radiation therapy and watchful waiting. Hormonal
therapy can be suggested as an adjuvant treatment for patients undergoing other forms of

treatment, rather than primary treatment (Torrey, 2006).

2.2.5.1 Radical prostatectomy

Radical prostatectomy is a surgical procedure aimed at removing the cancer-affected
prostate gland and, if necessary, the neighbouring areas where the cancer has spread
(Bivalacqua, Pierorazio & Su, 2009). According to the European Association of Urology
(EAU) recommendations, radical prostatectomy can be offered to all patients with locally
confined disease (T1a-T2b), with low to intermediate Gleason scores (2-7), PSA <20 and a
life expectancy of 10 years or more. It can also be offered to selected patients with high-
risk/low-volume tumours and in the context of multimodality treatment to selected
patients with very high-risk localised tumour (Heidenreich et al., 2011). The three main
types of surgery for prostate cancer currently offered to patients are: open radical
retropubic prostatectomy (RRP), laparoscopic radical prostatectomy (LRP) and robot-

assisted laparoscopic radical prostatectomy (RALRP) (Bivalacqua et al., 2009).

RRP is considered to be the ‘gold standard’ surgical procedure with optimal chances of
oncological cure as well as maximum preservation of potency and urinary control. It is
performed through an 8-10cm incision in the lower abdomen which allows access to the
prostate and surrounding organs such as seminal vesicles, nerves and urinary system. An
optimal decision about the size of dissection (e.g. nerves sparing surgery) is possible as a

result of the open access to the operative area. RRP also allows maximum freedom of
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manoeuvre and tactile feedback. The potential drawbacks include complications typical for

open surgery and longer recovery time (Bivalacqua et al., 2009).

The LRP, a ‘key-hole’ procedure is conducted through several small incisions, but the
limitations of this procedure are considerable, as the length of the procedure is significantly
longer than that of RRP, and the surgeon has much less freedom to manoeuvre (Bivalacqua
et al.,, 2009). The introduction of a fully jointed robotic arm with which the surgeon
conducts the robot-assisted LRP has revolutionised the minimally invasive surgery for
prostate cancer (Bivalacqua et al., 2009). This has greatly reduced the operating procedure
time, made it easier to master, and the data on postoperative outcomes are encouraging
(Masterton, Cheng, Boris & Koch, 2012), making RALRP an attractive treatment option for

surgeons and patients.

2.2.5.2 Radiation therapy

Radiation is used to destroy the DNA of cancer cells in the treated area, shrink the tumour
or prevent spread outside the prostate. Similar to prostatectomy, radiation treatment is
recommended predominantly for men with an early stage, confined tumour (T1a — T2c, NO
MO, (Heidenreich et al., 2011). Adjuvant hormonal treatment is often used in high-risk
patients. Radiation therapy can also be used post-operatively, when positive margins have
been detected and at the time of biochemical failure, to prolong survival (Heidenreich et
al., 2011). Radiation therapy can be administered either externally (external beam radiation

treatment; EBRT) or internally, through radioactive seed implantation (brachytherapy).

EBRT is a minimally invasive technique which involves the patient lying down while a
machine administering the rays rotates around him. The radiation is administered in short

sessions, five days a week for 6-8 weeks, and as such requires considerable time
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commitment from the patient. The treatment is not painful and the patient is able to

continue to work throughout the treatment (Torrey, 2006).

Brachytherapy is usually a ‘one off’ procedure that does not require the time commitment
associated with EBRT; it is however more invasive and requires local or general anaesthetic,
but the patient is normally expected to resume his normal life activities within days. Minute
tubular seeds containing radioactive material are inserted into the prostate with a needle,
through the perineum. Once in place, they release radiation for several days, weeks or
months. The seeds are placed using imaging technology which allows even distribution,
ensuring that no parts of the tumour are missed, while minimising effects on healthy cells

(Torrey, 2006).

2.2.5.3 Active surveillance and watchful waiting

Active surveillance is most commonly described as deferring active treatment in patients
with low-risk tumours (T1-T2, NO MO, PSA<10, Gleason<6), with the intention to administer
curative treatment as the cancer progresses. Watchful waiting refers to delaying
symptomatic, non-curative treatment in patients who are not candidates for active
treatment. Watchful waiting can also be an option for men who are candidates for
aggressive treatment but choose not to have it — hormonal treatment is then applied when

symptoms occur (Heidenreich et al., 2011).

2.2.5.4 Hormonal treatment

Testosterone promotes the division of prostate cancer cells (Marengo, 2001), therefore
testosterone deprivation can be used as an adjuvant therapy in prostate cancer or as a

palliative treatment for advanced cancer not suitable for curative treatment. Testosterone
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deprivation can be achieved through surgical removal of testicles (castration or
orchiectomy) as well as with medication that interrupts testosterone production (e.g.:
estrogen) or action (antiandrogens) (Higano, Thompson & Sylvester, 2003). Testosterone
deprivation has several side-effects, such as hot flushes, loss of libido, fatigue, weight gain

and gynecomastia (Jani & Hellman, 2003)

2.2.5.5 Chemotherapy

Chemotherapy is widely used in oncology, usually as an adjuvant treatment. In prostate
cancer, chemotherapy is predominantly used as palliative treatment to relieve symptoms
of advanced disease. Chemotherapy can cause side-effects such as nausea, fatigue and hair
loss, which can be controlled with medication and will gradually disappear once the

treatment is over.

2.2.5.6 Oncological and functional outcomes

The success of treatment is often measured in terms of oncological outcomes, for example
in terms of cancer specific survival (CSS) rates or lack of disease progression post-
treatment, as well as in terms of functional outcomes, mainly urinary control and sexual

function preservation.

There is some evidence to suggest that in early localized prostate cancer radical
prostatectomy and radiation therapy offer a good chance for a long-term cancer specific
survival (CSS) and even cure. For example, Eggener et al. (2011) reported CSS after 15 years
post RRP at 93%. Similarly, Beyer, Thomas, Hilbe and Swenson (2003) found that patients
with early localized prostate cancer had CSS rates at 5 and 10 years post brachytherapy of

98% and 87% respectively. In addition, the use of a multimodal approach, i.e.
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administration of an adjuvant therapy in conjunction with primary treatments, for example
hormonal treatment with RRP or radiation, has been shown to be successful in improving

survival in patients with higher risk prostate cancer (e.g. Briganti et al., 2011; Glode, 2006).

The short term side-effects of treatment typically associated with surgery such as
discomfort, pain, inflammation and other postoperative complications vary between
surgical treatments with better outcomes in robot assisted laparoscopic procedures (e.g.
Kim et al., 2011). Patients undergoing radiation therapy are free from those issues however

some degree of burns can occur to the skin in the irradiated area.

The majority of active treatments for prostate cancer are associated with increased risks of
long-term side-effects such as erectile dysfunction and incontinence. Studies have
indicated that sexual function is preserved post-surgery in 31-86% of pre-operatively
sexually active men with organ-confined disease (Dubbleman, Dohle & Schréder, 2006).
Age of patients, unilateral or bilateral nerve sparing surgery and level of pre-operative
sexual function were found to be the most significant predictors of regaining potency post-
surgery (Meuleman & Mulders, 2002; Dubbleman et al., 2006; Litwin et al., 2007).
Radiation treatment is associated with similar side-effects to RRP, however they tend to
occur with some delay (Litwin et al., 2007). Furthermore radiation was associated with
higher levels of obstructive and irritative urinary symptoms, higher urinary bother and
bowel dysfunctions, while surgery resulted in lower urinary control (leakage) (Litwin et al.,

2007).

Although some studies suggest that sexual function should return to preoperative level
within 24 months, this is not necessarily the case for many men (Meuleman & Mulders,

2003). In the case of radiation therapy the side-effects tend to worsen with time (Siglin,
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Kubicek, Leiby & Valicenti, 2010). Those men who do not achieve sufficient recovery of
sexual function can try symptomatic treatment for erectile dysfunction. Oral medication
(e.g. Viagra ®, Levitar®) or injections have been found to offer significant improvement in
function, especially in those men who were sexually active prior to treatment and had
nerve sparing surgery. In the case of a lack of progress within 2 years, penile implants are

also possible (Meuleman & Mulders, 2003).

In watchful waiting or active surveillance patients do not have to endure any side-effects,
however this option does not offer the chance of cure. Potency and urinary control remain
unaltered and are only affected by the potential progression of the disease and natural
factors such as aging. Studies indicate that in patients with TO-T2, NX MO cancer, who have
a life expectancy of 10-15 years or below, deferring treatment may offer approximately a
75% chance of being progression-free and a 50% chance of treatment-free survival (e.g.
Adolfson, Tribukait & Levitt, 2007; Johansson et al., 2004). After this period the likelihood
of progression increases significantly and therefore active surveillance is not recommended
for young patients, without comorbidities, especially if the tumour is moderately or poorly

differentiated (Adolfson et al., 2007).

2.2.6 Summary

This section has highlighted the high prevalence of prostate cancer in the male population
and the impact this disease and treatment has on the individual. Available treatment
options are numerous and vary according to their oncological and functional outcomes,
and treatment choice can be further complicated by patient and disease characteristics,
such as age, general health or stage of cancer. Furthermore, prostate cancer treatments

can result in a varying degree of long-lasting side-effects such as erectile and urinary
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dysfunctions which can affect the patient’s quality of life. This section emphasised the
complexity of treatment decision-making process from the biomedical point of view and

the complications associated with prostate cancer survivorship.

PART TWO: PSYCHOSOCIAL CHALLENGES OF LIVING WITH POROSTATE CANCER

Prostate cancer patients and their partners face a number of psychosocial challenges
throughout the duration of the cancer journey, including the psychological effects of cancer
screening, diagnosis, treatment and monitoring; the complexity of the treatment decision-
making and increased need for information; the post-treatment side-effects that impact
upon the lives of the patient as well as the couple. The following sections of this chapter
will describe those challenges and discuss the effect they may have on the lives of the

patient and his partner.

2.3 Psychological effects of prostate cancer

2.3.1 Psychological impact of prostate cancer on patients

As highlighted earlier (see 2.2.4.1) population-based screening for prostate c