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1 | BACKGROUND

Prostate cancer (PCa) is the second most commonly diagnosed male
cancer worldwide (Bray et al., 2018) and recently became the most
commonly diagnosed cancer overall in England (Prostate Cancer
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Abstract

Background: Prostate cancer is highly prevalent and impacts profoundly on patients'
quality of life, leading to a range of supportive care needs.

Methods: An updated systematic review and thematic synthesis of qualitative data
using the Preferred Reporting Items for Systematic Reviews (PRISMA) reporting
guidelines, to explore prostate cancer patients' experience of, and need for, support-
ive care. Five databases (Medline, Embase, Psycinfo, Emcare and ASSIA) were
searched; extracted data were synthesised using Corbin and Strauss's ‘Three Lines of
Work’ framework.

Results: Searches identified 2091 citations, of which 105 were included. Overarch-
ing themes emerged under the headings of illness, everyday life and biographical
work. lllness work needs include consistency and continuity of information, tai-
lored to ethnicity, age and sexual orientation. Biographical work focused on a
desire to preserve identity in the context of damaging sexual side effects. Every-
day life needs centred around exercise and diet support and supportive relation-
ships with partners and peers. Work-related issues were highlighted specifically by
younger patients, whereas gay and bisexual men emphasised a lack of specialised
support.

Conclusion: While demonstrating some overarching needs common to most patients
with prostate cancer, this review offers novel insight into the unique experiences and
needs of men of different demographic backgrounds, which will enable clinicians to

deliver individually tailored supportive care.
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UK, 2020). New management options for these patients are emerging,
with novel medical and surgical therapies becoming available for
localised and metastatic disease in recent years. Despite this, some
men with PCa endure a long and challenging iliness course. Debilitat-
ing treatment side effects such as urinary incontinence (Ul) and sexual
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dysfunction often persist through survivorship (Roth et al., 2008).
These factors combined lead to a complex range of psychosocial,
psychosexual, and informational needs and call for comprehensive,
multidisciplinary supportive care. A 2013 study (Cockle-Hearne
et al., 2013) of 1001 men living with PCa in seven European countries
reported that 81% of these men had unmet supportive care needs,
demonstrating a requirement for enhanced understanding and man-
agement of these needs.

Current guidelines, while incorporating supportive care as an
important aspect of the management of PCa, leave some issues
unaddressed. In particular, current recommendations (Cornford
et al,, 2021; National Institute for Health and Care Excellence, 2019)
do not fully consider the diverse and highly individualised supportive
care needs of men of different ethnic backgrounds, sexual orienta-
tions, ages and disease stages, which may lead to neglect of these
men's individual psychosocial, psychosexual and informational needs.
Moreover, a steadily increasing incidence of PCa in many Asian and
African countries (Chen et al., 2014; Seraphin et al., 2021) calls for
authoritative region-specific guidance on supportive care in PCa.
Emergent information-seeking behaviours, such as the use of online
resources for informational and decision support, are also becoming
widespread; however, little is currently known about men's
perspectives on the utility of these tools in meeting their supportive
care needs.

A previous review (King et al., 2015) addressed the topic of sup-
portive care needs in PCa. However, substantial changes in the clinical
management of PCa (Powers et al., 2020), patients' increasing use of
the Internet as both an informational and supportive resource and a
vast increase in primary literature in this area since the early 2010s all
suggest the need for an updated perspective. Over half of the work
identified by our literature search was published since 2013, rein-
forcing the need for a contemporary synthesis that considers recent
changes to the experiences of men with PCa. The present review
offers a synthesis of the existing qualitative research on supportive
care in PCa since 2013 and provides new insights into the unique sup-
portive needs of men with PCa, as well as highlighting key areas for
improvement in clinical practice.

2 | METHODS

2.1 | Search strategy and inclusion criteria

A qualitative systematic review and synthesis were conducted
according to the PRISMA reporting guidelines (Page et al., 2021). Five
databases (Medline, Embase, Psyclnfo, Emcare and ASSIA) were
searched in June 2020 (Table 1). As this review was performed to
update previous work, papers published between July 2013 and June
2020 were included. Combinations of the terms ‘prostatic neoplasms’,
‘PCa’, ‘prostatic tumour’ and ‘prostatic carcinoma’ were used along-
side a commonly used qualitative search filter (University of Texas
School of Public Health, n.d.) to identify appropriate studies. Inclusion

criteria were as follows: studies using qualitative methods where

TABLE 1 Representative MEDLINE search strategy used to
identify studies for inclusion

1. Prostatic Neoplasms/

2. (prostat* and cancer*).m_titl.
3. (prostat* adj4 cancer*).tw.

4. (prostat® adj4 neoplas*).tw.

5. (prostat* adj4 carcinoma*).tw.
6. (prostat* adj4 tumo?r*).tw.
7.1or2or3or4or50r6

8. (((“semi-structured” or semistructured or unstructured or informal
or “in-depth” or indepth or “face-to-face” or structured or guide)
adj3 (interview™* or discussion* or questionnaire*))).ti,ab. or (focus
group™ or qualitative or ethnograph* or fieldwork or “field work” or
“key informant”).ti,ab. or interviews as topic/ or focus groups/or
narration/or qualitative research/

9.7and 8

participants were aged 18 and over and had been diagnosed with PCa,
which reported new primary data on PCa patient needs or experiences
from which those needs could be inferred, separately from those
of other patient groups and outcomes, in peer-reviewed papers writ-

ten in English (meta-analyses and reviews were excluded) (Table 2).

2.2 | Study selection

After removal of duplicate results, 2091 abstracts were retrieved.
These were initially screened against inclusion criteria by a single
investigator (JP). A second investigator (PS) independently verified
10% of the screened abstracts for concordance. A third reviewer
(EM) was available to resolve disagreements on individual items. A
total of 262 abstracts were subjected to full-text review, and 105 full-

text articles were retained for data extraction and synthesis (Figure 1).

2.3 | Data extraction and thematic synthesis

A single investigator (JP) extracted relevant data from included papers,
such as year of publication, first author, country, aim of study, sample
size, data collection method, theoretical approach, stage of cancer,
treatment stage or type, age range of participants, ethnicity and sexual
orientation of participants, relationship status of participants and
identified or inferred outcomes relating to supportive care needs. The-
matic synthesis was performed according to methods described by
Thomas and Harden (Thomas & Harden, 2008). Descriptive themes
were developed and classified according to Corbin and Strauss' ‘Three
Lines of Work’ framework (Corbin & Strauss, 1988), with ‘work’ refer-
ring to productive mental and physical actions undertaken by patients
in an effort to meet their various needs. Use of this framework
enables characterisation of men's biographical work (influences on
wider life course and identity), illness management work (relating to
informational, symptom-related and treatment decision making),

everyday life work (relating to lifestyle, family and employment) and
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TABLE 2

Population

Concept

Inclusion and exclusion criteria used in this review

Inclusion criteria

e Patients over the age of 18 who have received a
diagnosis of prostate cancer in their lifetime, and
who are undergoing or had undergone any type of
standard treatment for prostate cancer (including
active surveillance)

o Studies where prostate cancer patient needs
(emotional, informational, spiritual or practical) or
experiences which directly infer those needs, are
reported separately from other outcomes and
patient groups

e Studies focusing on genetic, biochemical, medical
or surgical approaches to prostate cancer
investigations or management which directly or
indirectly consider patient experiences or support
needs

Evidence sources e Peer-reviewed published original research articles

FIGURE 1

(process evaluations, RCTs, cross-sectional studies,
case-control studies and cohort studies)

e Qualitative studies or mixed-methods studies
containing primary qualitative data

o Studies in English

2091
Abstracts retrieved following
duplicate removal

>

\ 4

262
Studies retained following
abstract screening and 2™ review

105
Studies retained following full
text screening

Extraction and thematic
synthesis of 105 studies

PRISMA flowchart

~WI ]_EyJL“S

Exclusion criteria

o Patients without a prostate cancer diagnosis
e Patients undergoing nonstandard treatments for
prostate cancer

o Studies where prostate cancer patient needs
(emotional, informational, spiritual or practical)
or experiences which directly infer those needs
are not reported separately from other outcomes
or patient groups

o Studies focusing on genetic, biochemical, medical
or surgical approaches to prostate cancer
investigations or management which do not
directly or indirectly consider patient support
needs

o No novel data articles (e.g. meta-analysis,
opinion papers, reviews)

e Quantitative studies

o Nonpeer reviewed articles

e Studies in languages other than English

o Unpublished work

1829 abstracts did not meet
inclusion criteria

148 full texts did not meet
inclusion criteria
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associated need in each area. Descriptive theme development was
facilitated by systematic coding of passages and quotes within each of
the included papers, and consensus on themes was achieved by the
three reviewers. Relevant analytical themes were then developed by
the reviewers in order to offer pragmatic recommendations for future

practice in supportive care.

2.4 | Critical appraisal

The formal use of a critical appraisal tool was not deemed appropriate
for this study, due to the holistic and qualitative nature of the review
topic and the requirement for included studies to be peer reviewed.
Demographic data, data collection methodology, synthesis methodol-
ogy and participant demographics were extracted and are reported in

supporting information Table S1.

3 | RESULTS

A total of 105 qualitative articles were included, originating from the
UK (29), Australia (20), the USA (28), Canada (10), Sweden (3), Brazil,
Italy, Denmark, The Netherlands, Ireland, Finland, New Zealand,
Japan, China, France and South Africa. The characteristics of included
studies are listed in Table 3. Thirteen descriptive themes were

TABLE 3 Descriptive themes identified in this review

Biographical work lliness management work
Masculine identity

Aging and mortality
Reframing bodily changes
Uncertainty

Survival versus quality of life

Whole person-sensitive care

Comprehensive psychosocial and psychosexual support

Managing the wider impact on lifestyle

Informational and
decision support
needs

Masculine identity

Aging and mortality

Health care
professional
experience

Reframing bodlily
changes

Uncertainty

Sexuality vs. survival

Informational and decision support needs

Health care provider experience

Work and
employment

developed by the reviewers and retrospectively categorised using the
‘Three lines of work’ framework by Corbin and Strauss, comprising
biographical work and identity, illness management, and everyday life
work (Table 3). Three overarching themes were then developed to
summarise the 13 descriptive themes: whole person-sensitive care,
comprehensive psychosocial and psychosexual support and managing the
wider impact on lifestyle (Figure 2).

3.1 | Descriptive themes

3.1.1 | Biographical work and identity

Biographical work is defined by Corbin and Strauss as the work
involved in ‘defining and maintaining an identity’ (Corbin &
Strauss, 1988). Biographical needs encompassed men's experiences of
coming to terms with a PCa diagnosis, developing mechanisms of cop-
ing and framing their illness within their wider life course.

3.1.2 | Masculine identity

Men's masculine identities were important in their perception of
their illness experience. (Aradjo et al., 2019; Chambers et al., 2018;
Dunn, Ralph et al., 2020; Ettridge et al, 2017; Keogh et al,

Everyday life work

Partner and family support

Exercise and diet

Peer support and prostate cancer support groups
Work and employment

Disclosure and stigma

Partner and family
support

Exercise and diet

Peer support and
PCSGs

Disclosure and stigma

Biographical lliness

work

Everyday life
work management work

FIGURE 2 Diagram showing identified
descriptive and overarching themes
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2013; Kinnaird & Stewart-Lord, 2020; Kirkman et al, 2017;
Medina-Perucha et al., 2017; Wall et al., 2013; Yu Ko et al., 2018,
2019). Several papers noted the significance of men's responsibili-
ties as a father, worker or husband and how an inability to perform
these roles as a result of treatment side effects or the disease itself
adversely impacted on masculine identity (Keogh et al, 2013;
Kinnaird & Stewart-Lord, 2020; Levy & Cartwright, 2015; Yu Ko et
al., 2018).

‘A male is [expected to be] physically able. You're strong, you can do
things. I've got three daughters and if something physical [needs doing]
in our house, you do it. | still can, but it really drops off. So that's what |
am talking about, the essence of being male.”

- Participant undergoing androgen deprivation therapy (ADT), (Keogh
etal., 2013)

Some studies highlighted the role of masculine ideals in
obstructing men's medical and emotional help-seeking, with men
often feeling pressured to maintain ‘traditional’ masculine values of
stoicism, independence and indifference. This can result in a lack of
emotional support and/or a delay in addressing damaging treatment
side effects (Forbat et al., 2013; Kirkman et al., 2017; Medina-Perucha
et al., 2017). In older men, masculine gender norms were noted as a
significant barrier to medical help-seeking and this was linked to an
increased tendency to minimise, or attempt to self-manage, trouble-
some symptoms (Medina-Perucha et al., 2017). Men in one study
(Yu Ko et al., 2019) described the determination of some to preserve

their masculine identity:

“Most men described efforts at maintaining their masculine worth by
framing the embodiment of the sick role as strategic and necessary to
ensure recovery. In this regard, one participant exemplified how men
linked embodying the sick role with masculine worth by framing
convalescence as a “test” of “strength” in managing another
challenging situation in life, while another man shared his
determination to overcome postsurgical complications to resume work
and meet his financial responsibilities: “I did not give up. | kept telling
myself: ‘I cannot let it win.””

3.1.3 | Ageingand mortality

Ageing and mortality were recurring themes across several papers
(Chambers et al., 2015; Er et al., 2017; Ettridge et al., 2017;
Menichetti et al., 2019; van Ee et al., 2018). Some men described a
moment of insight upon being diagnosed with a disease associated
with old age, where the realities of ageing became evident (Chambers
et al.,, 2015; Ettridge et al., 2017; van Ee et al., 2018). Other men with
established low-risk PCa described age as a barrier to strenuous
physical activity and exercise-based interventions (Er et al., 2017;
Menichetti et al., 2019). Several men approached age as a challenge
to their sense of youth and vitality:

‘... even though I'm 64, I still retain vestiges of a teenage male sense of
invincibility ... so this is kind of a reminder that I'm human ... So that
was a blow to my ego if nothing else ..."

- Participant, 64 years (Ettridge et al., 2017)

3.1.4 | Reframing and accepting bodily changes

Several studies highlighted the tendency of some men, and their part-
ners, to reframe damaging physical changes in the context of their
advancing age (Chambers et al., 2018; Ettridge et al, 2017,
Green, 2019; Hamilton et al., 2014; Jagervall et al., 2019; Kirkman
et al., 2017; Laursen, 2016; McSorley et al., 2013; Owens et al., 2019;
Ussher et al., 2016; Wassersug et al., 2016; Wennick et al., 2017).
Changes to sexual function, such as erectile dysfunction (ED), were
most frequently subject to reframing by men and their partners. There
was often a general sense of resignation, or inevitability, that sexual
function was a natural and necessary casualty of ageing—particularly

in the context of a PCa diagnosis:

Well, | figured ... that if | had not [done] it [received PrCA treatment] it's a
possibility my life would have been cut short. | knew that my sexual
part of it would probably be [affected] because I'm old anyways. -
Participant, 73 years (Owens et al., 2019)

This often formed a basis for substantial changes to men's rela-
tionship with their partners, with multiple papers describing the
efforts of men and partners to find nonsexual means of expressing
intimacy. Some participants (Chambers et al., 2018; Hamilton
et al., 2014; Laursen, 2016; Wennick et al., 2017) described not only
an increase in the perceived relative importance of emotional intimacy
within the relationship but also of time spent on recreational activities
and with friends and family. One study (Ettridge et al., 2017)
described this process as one of acceptance, most commonly seen in
participants ‘less affected’ by their diagnosis, and another (Wennick
et al., 2017) notes one participant's experience of his relationship
with his partner ‘transform[ing] into a friendship’. Another (Ussher
et al., 2016) described a participant more consciously choosing to
reframe bodily changes in the context of their age. In contrast, other
authors (Chambers et al., 2018; Green, 2019) described reframing as a
mechanism of coping, associated with ‘distress’ and a desire to ‘play
down’ the impact of side effects—suggesting that in some men this
behaviour may be associated with unmet need. Ul, however, was met
with greater distress by some men, who did not view Ul as an
expected experience—particularly during middle age—and one less
able to be reframed (Green, 2019).

3.1.5 | Uncertainty
While much of men's uncertainty originated from a lack of
clear information or support from health care professionals (HCPs)

regarding side effects, prognosis or illness progression, a more
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generalised uncertainty about the future was a key source of anxiety
for some men. Feelings of uncertainty were expressed in relation to
men's illness status, quality of life and prognosis (Chambers
et al,, 2018; Hillen et al., 2017; Levy & Cartwright, 2015; Pietild et
al., 2018). Living with the uncertainty of imminent death had profound
effects on men's perception of their life course and expectations of
their life as a whole, with men at an advanced disease stage reporting
feelings of a loss of control, existential distress and unease at not
being able to plan for the future (Levy & Cartwright, 2015).

A participant in one study (Hillen et al., 2017) describes the value
of hope in dealing with uncertainty:

Q31: I: And how can your physicians help you deal with the
uncertainties?

R: They can if they say something like: there's four medicines coming out
this year, or there may be some immunotherapies that will extend your
life beyond seven years. Any chance of hope is very good [...], any
advancement in cancer treatment to me is a good sign. For instance,
they now have an immunotherapy for lung cancer. That's a good sign
you know. There's been studies of cancer, prostate cancer in mice that
they can totally eliminate. So | find these things give me hope. And
that's what keeps my attitude positive.

- Participant, 53 years, advanced (Hillen et al., 2017)

While some men wanted to make the ‘unknowable’ known in
terms of prognosis and quality of life in order to prepare and feel psy-
chologically in control, others preferred to ‘live in the moment’ and
focus on their day-to-day-life (Chambers et al., 2018). Seeking certainty
was found by some men to be challenging without a temporal point of
reference for recovery or deterioration, and these men found that
delineating periods for these processes to occur were effective in help-
ing them develop certainty and a sense of control (Pietils et al., 2018).

3.1.6 | A trade off: Survival versus quality of life
There was significant variation in men's preference for prioritising
quality of life versus chances of survival. Some men perceived their
situation as being transactional—that survival came at the cost of a
reduced quality of life and that survival was more important than the
maintenance of sexual function (Le et al., 2016; Owens et al., 2019;
Speer et al., 2017; Wennick et al., 2017). For example:

“The urinary incontinence was probably the biggest concern that | had,
followed by the sexual side effects. But bottom line is, having surgery,
being alive, being viable—Overrode all of those concerns... If the
surgery is a success, and I'm going to live, then I'll deal with the other
issues.”

- Participant (Le et al., 2016)

Two studies examining experiences in UK African and Afro-
Caribbean men with PCa highlighted the relative importance of
maintaining sexual potency for some men and that loss of sexual func-
tion was not a price they were necessarily willing to pay for longevity
(Anderson et al., 2013; Margariti et al., 2019).

3.1.7 | [llness-related work

lliness-related work, as described by Corbin and Strauss, comprises

areas such as crisis prevention and management, symptom manage-

ment and diagnostic-related work (Corbin & Strauss, 1988).
Participants across the included studies described a burden of

need in many of these areas, in relation to specific aspects of their ill-

ness management both within and outside of healthcare settings.

3.1.8 | Informational and decision support needs
The informational and decision support needs of study participants
were varied and often highly individualised. Recurrent themes were
identified across the included studies, including concerns over deci-
sion making, quantity and quality of information provided, the reliabil-
ity of the Internet and other sources of information, informational
needs during active surveillance (AS), individualised information and
assessing risk of morbidity and mortality.

Many men, across a variety of settings, expressed concerns that
the amount of information provided by their physicians was insuffi-
cient to enable effective treatment decision-making (Akakura et
al., 2020; Appleton et al, 2019; Catt et al., 2019; Chambers
et al, 2018; Primeau et al., 2017; Schildmeijer et al., 2019). In one
study of men with PCa in the Asia-Pacific region, participants in Japan
and China reported low levels of basic understanding of their condi-
tion and a perception that they had not been provided sufficient infor-
mation by their physicians (Akakura et al., 2020). Many men were
dismayed that their physicians focused on cancer control but did not
sufficiently discuss sexual dysfunction during the treatment decision-
making process, leading to surprise when sexual dysfunction did ulti-
mately occur (Albaugh et al., 2017; Kinnaird & Stewart-Lord, 2020;
Mehta et al., 2019; Nelson et al., 2015; Rose et al., 2016).

There was significant variation on taking responsibility for deci-
sion making. Some men preferred to be active participants in the deci-
sion making process and complained of a lack of shared decision
making when taking key treatment decisions (Akakura et al., 2020;
Paterson et al., 2019). However, there were many who felt disem-
powered by taking on the responsibility of decision making, contribut-
ing to feelings of being unsupported (Akakura et al., 2020; Fitch
et al.,, 2017; Han et al., 2013; Paterson et al., 2019; Thera et al., 2018;
van Ee et al., 2018; Wagland et al., 2019; Zanchetta et al., 2016).
Monitoring progression and making relevant decisions based on this
data were a concern for several men. One study attributed significant
feelings of uncertainty to the lack of predefined thresholds for pros-
tate specific antigen (PSA) levels—with men sometimes having to take
responsibility for making treatment decisions based on their own heu-
ristic milestones (Han et al., 2013; Shen et al., 2014).

Men also discussed a need to seek their own information inde-
pendently in order to inform decision-making. The Internet was fre-
quently reported as a source of valuable knowledge (Chauhan et al,,
2018; Fitch et al., 2017; Hogden et al., 2019; Kassianos et al., 2015;
Le et al., 2016; O'Callaghan et al., 2014; Walker et al., 2016; Williams
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et al., 2016) and several studies highlighted potential motivations for
the use of Internet resources: Some men reported searching the Inter-
net for information because of a perceived need to actively seek
information in the process of making an informed decision, whereas
others felt that information provided by their HCPs was incomplete
or needed confirmation. Experiences with the use of these resources
were varied. Although there was no shortage of relevant information
available online, managing, verifying and interpreting this information

in the context of their condition presented a significant burden:

“Yes, dietary advice is available but not specifically for prostate cancer ...
there are a lot of different sources aren't there? | mean, there's a lot ...
published sources are often a lot nowadays.

- Participant (Kassianos et al., 2015)

Some participants from minority groups struggled to access
individualised information about mortality risk, treatment options and
treatment side effects. A study of older men highlighted difficulties in
finding reliable information distinguishing ailments of old age and
comorbid conditions from those caused by PCa and its treatment, as
well as a general need for physicians to take more time to confer
important information when treating geriatric patients with PCa (van
Ee et al., 2018). Some gay and bisexual study participants reported
being unable to access specialist information on the implications of
PCa in the context of their sexuality, with some turning to the Internet
for this purpose (Doran et al., 2018; Lee et al., 2015).

“I got all this information that would cover everybody that ever had
prostate cancer, but it was not specific to me.”
- Participant, 62 years (Lee et al., 2015)

Several studies reported unique informational and decision sup-
port needs for men on AS (Anderson et al., 2013; Fitch et al., 2017,
2020; Le et al.,, 2016; Loeb et al., 2018; Mallapareddi et al., 2016;
O'Callaghan et al., 2014; Seaman et al., 2019). Men diagnosed with
low-risk PCa described the emotional weight of the decision to
undergo AS or commence treatment and how the information pro-
vided to them by HCPs was rarely empowering enough to make an
informed decision. Some men, in an effort to supplement this informa-
tion, sought information from a variety of sources—including support
groups or friends and family with experience of cancer (Le et al., 2016).
Disease status and quality of life were emphasised as vital areas of
informational need for patients seeking to make a decision about AS
in one study, with participants suggesting that the ideal decision sup-
port process should allow time for tailored discussion and reflection
(Fitch et al., 2017). Meanwhile, some men were resolute in their deci-
sion to pursue treatment over AS, placing less weight on the provided

information in favour of their own assessment of the situation:

“I'm not a chance taker. | do not like to gamble. So | could have gone
active surveillance, but how long do you go active surveillance,
something could've happened.”

- Participant, 68 years (Owens et al., 2019)

3.1.9 | Experience with healthcare professionals
Men's experiences with HCPs were central to their illness journey.
Common to many men's accounts were ideas surrounding trust in
HCPs, individualised care, navigating the health care system, continu-
ity of care and a perceived lack of effective psychosocial or psycho-
sexual support.

Many men spoke about the importance of having a high level
of trust in their HCPs (Er et al., 2017; Fitch et al., 2017; Hanly
et al., 2014; Mader et al., 2017; O'Callaghan et al., 2014; Odedina
et al,, 2017; Owens et al., 2019; Zanchetta et al., 2016). The majority
of opinions were positive, with men expressing trust in their physi-

cians to make the right decisions for them:

“He just sat down, talked to me and gave me options, told me what was
best and what | could do. And he also recommended if | wanted to get
a second opinion, but | said no. | feel as though you are—I trust you.
That is another word, trust. You have got to trust the doc.”

- participant (Jiang et al., 2017)

However, participants in two studies considering the experiences
of minority groups (Mallapareddi et al., 2016; Margariti et al., 2019)—
African American and UK Afro-Caribbean men respectively—reported
feelings of mistrust for their physicians and the health care system,
with some raising concerns that a lack of knowledge on the part of
physicians regarding the increased risk of PCa in Black men might lead
to bias and discrimination.

Men valued HCPs who were sensitive to their concerns and gave
them ample opportunity to ask questions, particularly in the context
of having to raise sensitive topics or areas of vulnerability. (Appleton
et al, 2019; Hanly et al., 2014; van Ee et al., 2018; Zanchetta
et al., 2016). For many, a high level of importance was placed not only
on the integrity of the patient-HCP partnership but also on the choice
of specialist. Some men felt reassured by specialists who were reputa-
ble, experienced and contactable, whereas other more ‘passive’
patients held little preference (Jiang et al, 2017; O'Callaghan
et al.,, 2014).

Many studies raised issues surrounding men's journeys through
the health care system. Some studies describing feelings of being
‘devalued’ or ‘sidestepped’ by the health care system, and of ‘pow-
erlessness’ and ‘isolation’ within the system (Chambers et al., 2018;
Schildmeijer et al., 2019; Wennick et al., 2017). Men relayed con-
cerns about having limited time in consultation with their HCP and
in some cases a lack of access to specialist nurses (Catt et al., 2019;
Paterson, et al., 2019). However, when specialist nurses were acces-
sible, they were highly valued, with men reporting that they pro-
vided reassurance, understanding and a sense of hope that was
otherwise absent (Hanly et al., 2014; Thera et al., 2018). Wider
issues around continuity and consistency of care were also evident.
Participants described poor consistency of information between pro-
fessionals at the same hospital (Catt et al, 2019; Dunn, Ralph
et al., 2020) and also how seeing a different specialist on every visit
led to a reluctance to discuss sensitive topics such as sexual health
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(Phahlamohlaka et al., 2018). Discharge to primary and community
care also posed problems, with some receiving fragmented psycho-
logical and psychosexual support and survivorship care following
discharge (Ettridge et al., 2017; Paterson et al, 2019; Wennick
et al, 2017). Some men reported a lack of clarity about what dis-
charge actually meant and about the ability of nonspecialists to

address persistent health worries:

“Well, it's (discharge) a very common phrase that they use, and they
mean that “we have done basically what we can, you had your
operation, and you had your radiotherapy and now we will discharge
you back to your GP” ... and you have got to make your own
conclusion what the GP is all about.”

- Participant (Margariti et al., 2019).

“It's a little kind of, look, well you know I've cured you of the cancer so
that's the big job, you know.”

- Participant (Ettridge et al., 2017)

| spent a bit more time with them (hospital specialists) and | explained
more things in more depth so when | did not have the answers from
GPs or | felt that | wasn't given enough information (...) because of the
consultant's expertise who is specialised especially in erectile
dysfunction, that was his speciality whereas you get a GP who looks at
everything and they are not specialised in that particular area.

- Participant (Margariti et al., 2019)

Gay and bisexual men (GBM) related several concerns about their
interactions with HCPs. A particular worry was disclosing their sexual-
ity to specialists, with some men feeling let down by negative or disin-
terested reactions to their disclosure of sexuality (Doran et al., 2018;
Hoyt et al., 2017; Rose et al., 2016). Other men described a lack of
understanding on the part of their physicians and a failure to address
their concerns about side effects in the context of their sexuality
(Doran et al., 2018; Hoyt et al., 2017; Lee et al., 2015; McConkey &
Holborn, 2018; Mehta et al., 2019; Nelson et al., 2019; Rose,
Ussher, & Perz, 2016; Speer et al., 2017).

Participants generally felt that the amount of psychosocial and
psychosexual support provided could be improved. Men expressed
fears and worries surrounding their families, relationships, the damag-
ing nature of side effects, risk of recurrence and financial problems
that often went unaddressed by their HCPs and contributed to
feelings of isolation (Catt et al, 2019; Dunn et al, 2017; Dunn,
Ralph et al., 2020; Kelly et al., 2015; Margariti et al., 2019; Matheson
et al, 2019; Nelson et al, 2019; Paterson et al., 2017; Paterson
etal, 2019).

3.2 | Everyday life work

Men experienced significant changes to their everyday lives as a result
of receiving a PCa diagnosis. Many participants underwent drastic
alterations to their social lives, romantic relationships, exercise and
diet, employment and family responsibilities. These changes were usu-
ally either made to mitigate disease and treatment side effects or due
to their own conscious efforts to make lifestyle changes following

diagnosis and through survivorship.

3.3 | Partner, friend and family support

Many participants described the importance of partners, friends and
family as key sources of informal practical and emotional support
(Albaugh et al., 2017; Appleton et al., 2014; Catt et al., 2019; Dunn,
Ralph et al., 2020; Ettridge et al., 2017; Hamilton et al., 2014; Hanly
et al,, 2014; Imm et al., 2017; Maharaj & Kazanjian, 2019; McSorley
et al, 2013; Nelson et al., 2015; Nelson et al., 2019; O'Callaghan
et al., 2014; Oliffe et al., 2014; Schildmeijer et al., 2019; Zanchetta
et al, 2016). Partners were valued sources of instrumental support
for men—for example, assisting with travel to and from medical
appointments or by taking on a greater burden of household work
when men were recovering from surgery or radiotherapy. Emotional
and psychological support from partners was highly valued by men,

sometimes even negating a need for specialist support:

“So yeah, but | have not had that support [from a counsellor or helpline].
| think my wife has been a good support for me. And the friends I've
got that have been through the same experiences, is all the support I've
needed | think.”

- Participant, 50 years (Ettridge et al., 2017)

However, instrumental and emotional support for partners acting
as informal carers was rarely discussed, with some participants
suggesting a need for increased provision in this area (Doran
et al., 2018; Dunn, Ralph et al., 2020; Schildmeijer et al., 2019). Some
GBM participants, in contrast, typically relied on friends and family
to provide social support (Capistrant et al, 2016; McConkey &
Holborn, 2018).

3.3.1 | PCa support groups and peer support

Support and advice from peers with experience of PCa were valued
by men. Peer support was accessed either through informal means,
such as existing friendships with survivors and other patients at
the hospital (Kirkman et al., 2017; Walker et al., 2016; Williams
et al., 2016), or organised prostate cancer support groups (PCSGs)
(Albaugh et al., 2017; Capistrant et al., 2016; Chambers et al.,
2018; Chauhan et al., 2018; Dunn, Ralph et al., 2020; Ettridge
et al., 2017; Green, 2019; Hamilton et al., 2014; Hanly et al., 2014;
Hoyt et al, 2017; Imm et al., 2017; Mader et al., 2017; Mehta
et al., 2019). While some men were sceptical about the benefits
of sharing details of their condition (Ettridge et al, 2017; Oliffe
et al, 2014), men who attended generally felt positive about these
groups. Men often derived benefits such as a sense of camaraderie,
hope and empowerment and a chance to gain reliable first-hand
knowledge and practical advice about the management of their
condition. Some GBM and younger participants gained less value
from these groups, believing them to be more tailored to older,
married, heterosexual men and therefore a less useful source
of information and support (Doran et al., 2018; McConkey &
Holborn, 2018).
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3.3.2 | Dietand exercise

Many men at a variety of disease stages reported experiencing
significant benefits in physical and mental health after engaging in
structured exercise and improving their diet (Anderson et al., 2013;
Coa et al, 2015; Er et al, 2017; Gentili et al, 2019; Kassianos
et al,, 2015; Keogh et al., 2013; Loeb et al., 2018; O'Shaughnessy
et al., 2015; Sheill et al., 2017; van Ee et al, 2018; Wright-St
Clair et al., 2013). However, participants cited several barriers to
engaging in physical activity. Many of these obstacles were not
specific to PCa, such as fear of negative evaluation, lack of access
to support or equipment or being short of time (Er et al, 2017;
Gentili et al., 2019; Mcintosh et al, 2019). Other men reported
that treatment side effects specifically made physical activity
difficult:

“[My] biggest barrier was that incontinence thing ... going to the gym ...
and having an accident that was kind of detrimental to going back. I'm
not going to lie that was the biggest problem, having an accident.”

- Participant (Williams et al., 2016)

34 | Work and employment

A diagnosis of PCa often had profound effects on men's ability to
work, particularly among younger men (Appleton et al, 2014;
Burbridge et al., 2019; Chambers et al, 2015; Maharaj &
Kazanjian, 2019; Paterson et al., 2019; Yu Ko et al., 2018, 2019). Men
experiencing fatigue and a general worsening of health often strug-
gled to perform at work, and some participants were concerned about
not appearing as productive as their co-workers (Yu Ko et al.,, 2018,
2019). Other men found it difficult to fit work around a demanding
schedule of medical commitments:

I'm on shifts but | arranged with work so | could go in and stay on the
morning shifts so | would go in to work for 6 o'clock, finish at
10 o'clock, come home get changed go to [the hospital] ... and have the
treatment.

- Participant (Appleton et al., 2014)

So and then of course the next thing is oh crikey, what am | going to do
for work? | suppose, because one thing, you are told at your age, the
best option was to have the prostate removed by surgery and you have
up to three to four months off work. And you think, oh, crikey, that
does not kind of play with my life at the moment.

- Participant, <50 years (Chambers et al., 2015)

Overall, men valued work and described gaining a sense of fulfil-
ment, masculine identity and normality from continuing to work
(McSorley et al., 2013; Paterson et al., 2019; Yu Ko et al.,, 2018).
although some men reported difficulty in accessing adequate psycho-
logical and instrumental support from their employers (Paterson
et al.,, 2019).

3.5 | Disclosure and stigma

Stigma around PCa and a reluctance to disclose their diagnosis and its
consequences to friends and family were reported by participants in
several studies (Dickey et al., 2020; Dunn et al., 2017; Ettridge
et al., 2017; Maharaj & Kazanjian, 2019; Margariti et al., 2019; Nelson
et al., 2019; Volk et al., 2013). Men in one study viewed a diagnosis of

PCa as less socially acceptable than a diagnosis of heart disease:

They're very sensitive so a lot of guys in the group do not want to talk
about it. And the problem is like ... my friends do not want to hear
about it. It's not something that | could talk to my friends about [like]
heart disease but they do not want to hear about this stuff.

- Participant (Maharaj & Kazanjian, 2019)

In one study (Margariti et al., 2019), men discussed their need to
conceal negative emotions from their immediate family, in order to

present themselves as a role model for their children.

3.6 | Overarching themes

3.6.1 | Whole person-sensitive care

Men across all included studies felt that information and support pro-
vided by HCPs did not take account of their needs as an individual.
While men were generally in agreement that provision of psychosocial
support could be improved, there was significant variation in individ-
ual preferences for the actual method of delivery—whether through
peer support, the provision of specialist nurses or through their physi-
cian. Differing emphasis was placed on longevity and quality of life by
individual participants, suggesting a need for increased awareness of
these different perspectives. Individual participants often reported
stage-specific concerns, particularly with regard to shared decision-
making during AS. Particular groups, such as GBM, reported unique
experiences, informational needs and psychosocial needs that differed
from the majority. Sources of support that proved valuable for one
group of men—such as group peer support—were sometimes per-

ceived as inappropriate by another.

3.6.2 | Comprehensive psychosocial and
psychosexual support

In nearly all included studies, there were examples of significant psy-
chological need, many of which were unmet. Some men reported a
support need for an impaired sense of masculine identity, some for a
perception of loss of control and others for feeling isolated and lonely.
Many men were in agreement that psychosocial support was frag-
mented and poorly implemented, particularly in the context of survi-
vorship care. Some men felt that HCPs failed to adequately advise

them about the risk of sexual dysfunction before making key
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treatment decisions, leaving them blindsided when these side effects
did occur—an effect compounded by poor provision of psychosexual

support following discharge from secondary care.

3.6.3 | Managing the wider impact on lifestyle
Significant need was evident in the context of men's everyday lives.
Some men struggled with a return to work following treatment, and
others faced significant obstacles in undertaking structured exercise.
A substantial burden of instrumental support—such as providing lifts
to appointments, helping with dietary changes and attending support
groups—fell upon partners, who sometimes received little or no sup-
port themselves. Men who were unpartnered, as a result, were some-
times left either unsupported in these areas or having to rely on
assistance from friends and family. Equally, the challenging psycholog-
ical and biographical impact of treatment had a profound impact on
men's family lives and relationships.

4 | DISCUSSION

In this review update, we have synthesised the available qualitative
research on supportive care needs in PCa patients since July 2013
and provided recommendations for future practice in supportive care.
There are a number of novel findings: Firstly, men from minority
groups can experience PCa differently and may present with a differ-
ent set of supportive care needs; secondly, the burden of psychosocial
and psychosexual need is significant, affects all parts of men's lives
and is often unmet by existing models of care; and thirdly, there is a
need for greater lifestyle support for men undergoing treatment and
during survivorship.

Individuality was a key theme in this review, suggesting that
men's premorbid life or demographic may be crucial in how they man-
age a PCa diagnosis. A study of older men showed that these men
have unique informational needs and may face greater obstacles to
sharing their experiences with others (van Ee et al., 2018). Younger
men with PCa, meanwhile, were less likely to be retired and often
faced unique challenges around employment (Appleton et al., 2014;
Burbridge et al., 2019; Chambers et al, 2015; Maharaj &
Kazanjian, 2019; Paterson et al., 2019; Yu Ko et al., 2018, 2019). This
is highly relevant, given the increasing numbers of men diagnosed
with PCa at a younger age and the likelihood that these men will be
required to live with damaging disease and treatment side effects for
longer (Lin et al., 2009). GBM reported different experiences and
needs to heterosexual men. Often, these men were unable to obtain
information and support that was appropriate in the context of their
sexuality. Access to tailored support is a significant social determinant
of health in the LGBT community (Matthews et al., 2018), creating an
incentive for improvement in this area.

The Internet played a significant role in meeting the informational
needs of men across several of the included studies (Chauhan
et al, 2018; Fitch et al, 2017; Hogden et al., 2019; Kassianos

et al, 2015; Le et al, 2016; O'Callaghan et al, 2014; Walker
et al.,, 2016; Williams et al., 2016). Men who used the Internet often
did so as a means of attaining self-efficacy, particularly where they
lacked a sense of agency and felt powerless, or poorly informed about
their condition. However, many men reported concerns about the
integrity of what they had read online, and others felt ‘overloaded’ by
information from different sources. It is well-recognised that evidence
found online can be of indeterminate quality, disorganised and diffi-
cult for laypeople to review critically and interpret (Cline, 2001).
Despite this, well-structured, reliable information has potential to pro-
vide considerable educational benefit to patients (Salonen et al., 2014)
Moreover, the Internet and mobile technologies (mHealth) can be
powerful tools for the delivery of psychological and supportive care
(Andersson et al., 2019; Salonen et al., 2014) and may be an effective
means of delivering robust psychosocial support to men with PCa as
part of existing, digitally-enabled integrated models of care.

The burden of unmet psychosocial and psychosexual needs
among the included studies was significant, in agreement with find-
ings in the previous review (King et al., 2015). However, new litera-
ture within this review further characterises the extent to which
psychosocial and psychosexual changes affect men's identities and
emotional wellbeing. A key driver of distress for many men was a loss
of masculine identity, which had significant impact on some men's
perceptions of themselves as fathers, husbands and workers. Previous
work suggests that reasons for this are complex and should be
explored with men on an individual basis prior to the delivery of sup-
portive care (Peter K O'Shaughnessy et al., 2013).

Instrumental support was commonly provided informally, with
partners having to assume the role of caregiver to men recovering
from surgery and experiencing fatigue or with advanced disease.
Informal caregiving is common among cancer patients and their fami-
lies but can create further unmet needs for the carer (Romito et
al., 2013) and may indicate shortcomings in men's formal care. Signifi-
cantly, men who were unpartnered were sometimes left unsupported
as a result.

Recent practice guidelines in PCa survivorship (Dunn, Green,
et al., 2020) help contextualise the supportive care needs reported in
this review within present and future practice. Effective advocacy and
health promotion will be important in tackling the societal stigma and
lifestyle adjustments described by some participants, as well as in
facilitating continuing governmental support for survivorship care at
the healthcare system level. Meanwhile, formal co-ordination of care,
with active involvement of community-based healthcare providers
and other services (such as PCSGs), will be vital in helping to address
the broader impact of PCa on men's lives.

Furthermore, our review highlights the importance of relevant,
personalised information in facilitating patient agency and shared
decision making across both treatment and survivorship, which should
be a key consideration for future practice. However, as demonstrated
in this review and elsewhere (Arora & McHorney, 2000), patients'
preferences for participation in decision making are highly individual
and need to be discussed both at the outset and throughout the care

journey.
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4.1 | Strengths and limitations to the study

The strengths of this study include the use of a similarly rigorous qual-
itative synthesis methodology to that employed by the authors of the
previous review (King et al., 2015), the inclusion of a wealth of new
literature which addresses aspects of supportive care needs and expe-
riences in minority groups (such as minority sexual orientations,
minority ethnic groups, older men and younger men) and the inclusion
of literature across a considerably broader geographical scope. In
addition, we establish key barriers to the use of information technol-
ogy for supportive care among PCa patients, which are likely to
become increasingly pertinent as digital health grows in importance.
The two main methodological limitations of this study are the lack of
a formal quality assessment and the exclusion of ‘grey’ literature: for
example, unpublished and nonpeer reviewed work. However, it is
arguable whether the inclusion of either of these would have altered
the findings substantially. Additionally, although this review includes
literature from multiple regions, there were fewer studies from Asian
and African countries. With the incidence of PCa rising in both Asia
and Sub-Saharan Africa, there is a need for future research to identify

supportive care needs in Asian and African men with PCa.

5 | CONCLUSION

In this review, we present and synthesise 105 qualitative studies
addressing the spectrum of patient needs and experiences in PCa. We
offer novel insight into the unique experiences of men in minority
groups with PCa, barriers to information-seeking and the importance
of high-quality, comprehensive psychosocial care. Finally, we highlight
key areas for improvement in future practice within supportive care.
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