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Abstract
Purpose Prostate cancer is one of the most prevalent cancers worldwide. Active surveillance is a widely accepted treatment 
option for some localised prostate cancers. However, concerns have been raised about the experiences of men on this treat-
ment given that almost 40% will discontinue without clinical indications. The objective of this review was to identify the 
lived experience of men on active surveillance.
Methods A systematic review and meta-synthesis, according to PRISMA guidelines. Studies were included if they reported 
qualitative data exploring the experiences of men undertaking active surveillance. Thomas and Harden’s approach was 
undertaken for data synthesis.
Results Five databases were searched identifying 3226 articles, and 13 studies met the inclusion criteria. Two overarching 
analytical themes were identified: (i) men on active surveillance live with a lack of certainty; and (ii) re-establishing agency 
drives resilience and facilitates confidence in active surveillance. Lack of certainty on active surveillance is derived from 
men feeling a loss of control over their health and/or lives. This induces a stress response of ongoing worry and anxiety and 
loss of agency, further driving the stress cycle. Re-establishing agency alleviates the stress response, promotes resilience, 
and facilitates confidence in active surveillance.
Conclusions The experience of active surveillance is underpinned by ongoing lack of certainty diminishing agency and 
driving cyclical stress.
Implications for Cancer Survivors It is essential that health professionals better support men to establish and maintain con-
fidence in active surveillance. Further research into men’s perspectives of interventions and strategies that best facilitate 
agency and effectively support them is warranted.
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Background

Prostate cancer is one of the most prevalent cancers to 
impact men, with almost 1.5 million men diagnosed in 2022 
[1]. Globally, cancer is estimated to cost $25.2 trillion in 
international dollars between 2020 and 2050 [2]; prostate 
cancer being the 4th most prevalent cancer worldwide is 

a significant contributor to these costs [1]. Prostate cancer 
treatment has a significant physical side effect burden, which 
can often be long term and drives psychological distress [3]. 
Men receiving a diagnosis of prostate cancer often have high 
unmet psychosocial and supportive care needs [4], and up to 
a 70% increased risk of suicide, regardless of clinical stage 
or risk category at diagnosis, compared to men in the gen-
eral population [5]. Men with prostate cancer are also three 
times more likely to experience anxiety and twice as likely 
to experience depression than those without a diagnosis [4, 
6]. Critically, prostate cancer–related distress can be signifi-
cant within the first year following diagnosis [7, 8], and the 
risk of suicide is greatest within this period [7]. In addition 
to the psychological impact of a prostate cancer diagnosis, 
men also face the burden of physical side effects and symp-
toms as a result of treatment [9]. Sexual dysfunction, urinary 
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incontinence, and bowel disturbance are common and often 
long-lasting side effects of surgery and/or radiotherapy treat-
ment for prostate cancer [10, 11].

Over the past 15 years, there have been changes to how 
low- and intermediate-risk prostate cancer is managed, and 
in addition to curative treatment options such as surgery or 
radiotherapy, active surveillance is now considered a suit-
able treatment option [12–14]. Active surveillance is a treat-
ment option that undertakes regular structured evaluation of 
prostate cancer disease status. This regular structured moni-
toring of the disease state is enabled through routine clinical 
examinations which include prostate-specific antigen (PSA) 
testing and physical examinations which can include digital 
rectal examinations (DRE) and imaging and/or biopsies of 
the prostate [14]. The main aim of active surveillance is 
to identify progressing or advancing disease that is likely 
to require curative (also called ‘radical’) treatment whilst 
the disease remains localised (contained within the prostate 
gland) [15].

Whilst active surveillance can delay and potentially avoid 
the quality of life impacts from physical and often ongoing 
side effects associated with prostate cancer treatments [16], 
concerns have been raised about the psychological impact 
of active surveillance as a treatment [17]. Thirty-eight per-
cent of men on active surveillance discontinue in favour of 
curative treatment, without evidence of disease progression 
[18], and despite comparable survival outcomes to cura-
tive treatment without the associated symptom burden [13]. 
Men on active surveillance also report ongoing anxiety and 
uncertainty related to the repeated testing that is required 
to assess disease status [19], concerns about living with an 
untreated cancer, including uncertainty about the future and 
fear for their mortality [15], and the need for greater levels of 
support to manage their active surveillance treatment [20]. 
For health care professionals to be able to develop effective 
interventions to better support men on active surveillance for 
prostate cancer, a deeper thematic understanding of men’s 
lived experience is the first step in this process and meta-
synthesis can achieve this.

Objectives

The objective of this literature review and meta-synthesis 
was to understand the lived experience of men on active 
surveillance for prostate cancer. Whilst previous studies have 
explored this, many are largely focussed on Patient Reported 
Outcome Measures (PROMs) and quantitative surveys [21, 
22], initial treatment decision making [23–25], or transi-
tion to curative treatment [26] versus the lived experience of 
being on active surveillance following a diagnosis of pros-
tate cancer. Hence, the focus of this review was on qualita-
tive studies reporting the lived experience of men diagnosed 

with prostate cancer who had commenced active surveil-
lance and had not yet transitioned to curative treatment.

Methods

The reporting of this systematic review was guided by the 
Preferred Reporting Items for Systematic Reviews and 
Meta-Analyses 2020 statement (PRISMA 2020) [27], and 
was prospectively registered with the International Prospec-
tive Register of Systematic Reviews (Prospero), registration 
number CRD42023438045.

Terminology

For the purposes of this review, active surveillance is defined 
as a treatment that undertakes regular structured evaluation 
of prostate cancer disease status with the goal of identifying 
progression whilst curative treatment remains possible [28]. 
We included studies which used the term ‘watchful waiting’, 
a process of symptomatic evaluation for cancers not deemed 
suitable for curative treatments but defined the treatment as 
aligning with active surveillance goals of treatment.

Eligibility criteria

Studies were included if they reported qualitative data on (i) 
the experiences of men diagnosed with prostate cancer who 
had commenced on active surveillance and (ii) unmet infor-
mation and supportive care needs of men on active surveil-
lance for prostate cancer. Studies needed to report original 
research and be published in English.

Studies were excluded if they included participants that 
had undergone prior treatment for prostate cancer; reported 
data from patients on watchful waiting (unless results were 
clearly able to be extrapolated by treatment type); focussed 
on decision-making regarding the choice to commence or 
cease active surveillance; reported quantitative data only; 
were non-empirical publications; and/or were published in 
a language other than English.

Search strategy

A systematic search utilising MeSH terms and keywords 
was conducted on September 1, 2024. CINAHL, Embase, 
Medline, PsychINFO, and Scopus databases were searched 
for peer-reviewed literature from the January 1, 2000, to 
present (Supplementary Table 1). The year 2000 was chosen 
as active surveillance was first described in the 1990s and 
patient experiences were first reported in 2002 [29].
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Data collection

All article citations were downloaded from the respective data-
base into Endnote 20 [30]. Duplicate articles were removed 
using the EndNote ‘Remove Duplicates’ tool and via manual 
screening. All articles were then transferred to Covidence [31]. 
Title and abstract screening, and full text review, were con-
ducted by two authors (RB & NH). Differences in inclusion of 
studies following full text review was discussed between both 
authors until consensus for inclusion was reached.

Data extraction

Information from included studies describing author and 
year, country of study, study type, total number of partic-
ipants and number of participants on active surveillance, 
recruitment sampling approaches, age range (and mean) 
of participants, study aims/focus, and data collection 
methods were extracted and recorded in an Excel spread-
sheet. Themes and findings from the included studies were 
summarised.

Study risk of bias assessment

Quality appraisal of all included studies was undertaken 
independently by two authors (RB, NH) using the Critical 
Appraisal Skills Programme (CASP) tool [32]. Studies were 
not excluded based on quality rating.

Synthesis methods

Raw qualitative data was sequentially and inductively 
explored for themes using Thomas and Harden’s approach 
[33]. Categorisation of data was undertaken first using line 
by line coding of each quote (step 1). This coding was inde-
pendently undertaken by RB and NH. Coding consensus 
was reached through discussion. Step 2 involved collecting 
and connecting these codes inductively to describe linkage. 
From here, hierarchical branches of codes were established 
categorising ideas into common and significant perceptions, 
challenges, and enablers of the lived experience of active 
surveillance for prostate cancer. In step 3, themes were used 
to identify the emerging concepts and interpret these in the 
development of analytical themes retrieved from the collec-
tive dataset.

Results

Study selection

A total of 3226 articles were initially identified through data-
base searches and hand searching (n = 4) (Fig. 1). Following 

removal of 1810 duplicate articles, 1420 remained for 
review. Title and abstract reviews were undertaken by two 
researchers (RB and NH), with 1392 articles not meeting the 
inclusion criteria. The remaining 28 studies underwent full 
text review. A further 15 studies did not meet the inclusion 
criteria, leaving 13 studies [34–46] that explored the lived 
experience of men on active surveillance for prostate cancer. 
A summary of included studies is in Table 1.

Study characteristics

Study settings and designs

Seven of the 13 studies were conducted in the USA [35–37, 
41–43, 45], three studies were set in Canada [39, 40, 44], 
with one each from the UK [34], Australia [38], and the 
Netherlands [46]. All studies were conducted between 2005 
and 2021. In eight of the studies participants were recruited 
through clinics, patient databases, or medical records from 
large tertiary treatment centres [34, 37, 39, 40, 42, 44–46]. 
Two studies recruited participants through participating 
urologists’ patient records [36, 43]. One study used the 
urologists practice database of suitable patients in addition 
to a local cancer registry [35]. In one study, it was not clear 
where the patients were recruited, although it identified that 
interviews were conducted with patients through two aca-
demic institutions [41]. In the remaining study, recruitment 
was through a private urology practice, an integrative cancer 
centre or a public hospital active surveillance clinic [38].

All studies were qualitative in design with the exception 
of one that employed a mixed methods approach [42].

Participants

Recruitment of participants was purposive in all studies. The 
numbers of participants ranged from 7 to 37. Age of partici-
pants ranged from 47 to 88, with mean age ranging from 61 
to 70. Four of the studies did not report age range or mean 
age [37, 38, 41, 42].

Data collection methods

Semi-structured interviews were used for data collection in 
ten studies [34, 38–46]. The remaining three studies utilised 
focus groups for their data collection [35–37].

Risk of bias in studies

The quality of all included studies per the CASP tool [32] 
was high (refer Supplementary Table 2). The aim of the 
research was clearly identified in all studies and appro-
priate methodology was utilised to undertake qualitative 
research. Ethical considerations were evident in all studies 
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and recruitment and data collection approaches were well 
articulated. Findings from each study were clear and the 
value of the research was evident. The ability to understand 
the relationship between the researcher and participants was 
only evident in three of the studies [34, 36, 38].

Themes

Two overarching analytical themes were identified in this 
meta-synthesis: (i) men on active surveillance live with a 
lack of certainty; and (ii) re-establishing agency (i.e. a feel-
ing of control over actions and their consequences [47]) 
drives resilience and facilitates confidence in active surveil-
lance (Supplementary Table 3). Lack of certainty on active 
surveillance is derived from men feeling a loss of control 
over their health and/or lives as they continue to live with an 
essentially untreated cancer. This lack of certainty induces 
a cyclical stress response of ongoing worry and anxiety and 

a resultant loss of agency, which further drives the stress 
cycle. However, re-establishing agency alleviates the stress 
response, promotes resilience, and facilitates confidence in 
active surveillance as a treatment choice (Fig. 2).

i. Men on active surveillance live with a lack of certainty

My cancer is not being treated; it’s still growing inside me. 
It worries me Men live with a lack of certainty whilst on 
active surveillance driven by ongoing awareness of an 
‘untreated’ cancer remaining in their body [46] describing 
that this worry never ‘leaves their mind’ [36, 46]. Clinicians’ 
explanations of low-grade, low-aggressive, or slow-moving 
disease do not ameliorate these concerns [40, 44], and any 
time cancer is mentioned men report feeling frightened [43].

The tests aren’t reliable, what if it gets away? Additionally, 
men are worried that their cancer will progress undetected, 

Fig. 1  Flowchart of studies 
through the review process
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and their opportunity for cure will be missed [35]. The fear 
of undetected disease progression is perpetuated by men 
linking any new physical symptoms directly to their cancer 
and seeing symptoms as signs of advancing disease [43], 
aided by a lack of clear information as to what indicates if 
progression is occurring [37]. The monitoring tests associ-
ated with active surveillance do not drive optimism in treat-
ment. Men are dubious as to their efficacy and reluctant to 
be reassured by results as they lack trust in the tests to ade-
quately detect disease progression [38, 42, 46]. The routine 
follow-up required as part of active surveillance exacerbates 
these worries with men detailing the anxiety they suffer at 
the time of follow-up [34, 39] and waiting for the results 
[34]. Collectively, these factors lead men to question their 
choice of an observational strategy versus curative treatment 
[43].

I don’t have any trust in my treating team Adding to their 
lack of certainty, the trust men develop in their treating 
team influences their experience of active surveillance. 
Men describe a feeling of disconnect, no rapport or connec-
tion [44], and a lack of responsiveness to questions [44] as 
being detrimental to developing trust in their treating team, 
and establishing confidence in active surveillance to safely 
monitor their disease. Men have also detailed that conflict-
ing information and advice from health care team members 
impedes trust in the team [38].

There is so much information out there, how do I know what 
I can trust? Men actively seek information on their disease 
and their treatment, beginning early following diagnosis 
[46]. Men report being presented with an abundance of 
information on prostate cancer [36]; however, information 
is not always easy to understand [37] and that the informa-
tion available can often be contradictory and confusing [35]. 
Men are concerned about the ability to verify the integrity 
of information available and seek sources that can be trusted 
and reliable [37], provide clear information relevant and 
specific to active surveillance, and detail new developments 
related to active surveillance [36].

Discordant terminology 

Do I have cancer or not?
Discordant terminology used by treating teams at diag-
nosis and when describing active surveillance contrib-
utes to men’s lack of certainty. Men describe members 
of the treating team avoiding the term ‘cancer’ altogether 
at diagnosis, instead describing a presence of ‘…some 
atypical cells’ [44] or indications of cancer [40] and tell-
ing men ‘…you don’t have a problem’ [38].
Cancer should be treated.
Upon commencing active surveillance, men explain that 
treating teams have described active surveillance as ‘…
not doing anything’ [44] or ‘…leaving it as it is’ [44] 

Fig. 2  Conceptual diagram of 
the lived experience of active 
surveillance for men with pros-
tate cancer
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rather than a structured treatment regime designed to 
monitor disease progression, with the end goal to offer 
further curative treatments [48]. This can result in men 
not believing that they are on a recognised treatment 
strategy [40]. Men also detail pressure from family and 
friends to properly ‘treat their disease’ adds to their stress 
as they feel required to defend their decision to commence 
and continue active surveillance [36].
What am I waiting for? 
Furthermore, men describe terminology being used by 
treating teams that is discordant with the clinical descrip-
tion of active surveillance, terms such as ‘watch and wait’, 
‘wait and see’, and ‘watchful waiting’ [35–37, 44], which 
can result in men not comprehensively understanding 
their treatment and further adding to confusion and lack 
of certainty.

ii. Re‑establishing agency drives resilience and facilitates 
confidence in active surveillance

Men seek to maintain agency in their treatment, i.e. having 
the capacity to initiate and manage actions in response to 
awareness and ownership of health-related needs [8], ena-
bling them to feel some control. This in turn promotes resil-
ience, the successful adaptation to challenging life experi-
ences through behavioural flexibility [49], to cope with the 
lack of certainty they experience with active surveillance 
and promotes confidence.

They are going to watch me closely, on a structured pro‑
gram The knowledge that they are on a surveillance pro-
gram with structured specifics of when and what follow-
ups are required [34, 39, 41, 45], and that the treating team 
have the skills to identify and treat progressing disease [45], 
promotes confidence for men and supports their ability to 
develop resilience to the lack of certainty they face, and 
adhere to their chosen treatment [40].

Trust in the treating team and test results promotes confi‑
dence In contrast to the impact of sub-optimal therapeutic 
relationships, feelings of trust in their treating team enhances 
men’s resilience, supporting them to feel more confident in 
active surveillance [35]. Factors that promote trust in the 
treating team for men include professional qualifications and 
clinical experience [38, 44], feeling that their team are good 
at what they are doing and [41] know them and their medi-
cal history [35], reviews, and recommendations from peers 
and/or websites [37], and positive experiences from team 
members manner and style [44] all leading to men having 
trust in their team [35, 36, 41]. Consistency in advice and 
recommendations from clinicians and treating teams is also 
reassuring for men, adding to their confidence in active sur-
veillance [35, 41]. Feeling they have received information 

that meets their needs also promotes agency for men, sup-
porting their resilience and confirming they have chosen the 
correct treatment. Men describe that information provision 
to the level of their need and understanding is reassuring, 
and that their treating team is a great source of information 
to them [37, 46]. Men’s confidence in their active surveil-
lance is further buoyed by favourable clinical results as they 
provide men with objective measures that their treatment is 
successfully monitoring their disease [35, 41].

Family and peer support Family and peer support also pro-
motes men’s resilience in managing lack of certainty. Men 
detail support from family and being able to talk to other 
men as being beneficial in this process, affirming that active 
surveillance is the correct treatment for them [36–38].

What can I do to help myself? To further promote agency 
and support resilience men proactively seek out informa-
tion to improve understanding of their diagnosis and chosen 
treatment. Information seeking commences early [46], and 
can be ongoing, to understand changes as they occur [37]. 
Some men describe a need to ruminate over the information 
they find to ensure they understand their treatment and risk 
[46] and are comfortable with their decisions. Information 
seeking is not solely undertaken by men, with some men 
describing family members pursuing information and pass-
ing on findings to them [36].

In addition to information seeking, men also detail proactive 
lifestyle changes they make to benefit not only their general 
health, but also in the hope that it may impact cancer pro-
gression [46]. Men seek tips and advice on diet and lifestyle 
modifications that they can make [46], supported by the under-
standing that there is ongoing messaging that eating better and 
exercising more is advisable. Men are keen to ascertain if there 
is any advice, ‘…proven or not…’ [37, 39] on the correlation 
this can have on cancer progression [37] with some men credit-
ing their diet with improving test results [46]. These lifestyle 
changes are not all driven by men; wives and partners are cred-
ited by many men as being the driver [41] in making lifestyle 
changes and being their biggest supporters in coping on active 
surveillance and making proactive health changes [41].

Discussion

This meta-synthesis has identified that men’s experience 
of active surveillance is dominated by a lack of certainty. 
This lack of certainty is derived from men feeling a lack of 
control over their situation resulting in men enduring stress 
[50]. In the face of this stress, men look to regain agency in 
their treatment to enable them to feel some control over their 
health. Agency is boosted by an understanding of how their 
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cancer will be monitored, reassuring test results, proactivity 
(active information seeking, lifestyle, and dietary changes), 
trust in their treating team, and family and peer support. 
These actions, in response to the lack of certainty men expe-
rience on active surveillance, can alleviate the associated 
stress and lead to better psychological outcomes [51]. If new 
stressors emerge (e.g. change in test results, lack of trust in 
treating team), men on active surveillance face the potential 
of returning to a lack of certainty and loss of agency, result-
ing in a return to the stress response.

Notably, masculinity is influential in men’s responses to 
illness and may impact their help-seeking behaviours [52]. 
Masculine domains of note, when assessed in the context of 
chronic disease, include (i) strength, (ii) sexual importance/
priority, (iii) family responsibilities, (iv) emotional self-reli-
ance, (v) optimistic capacity, and (vi) action approach [52]. 
The stress cycle response adversely impacts the masculinity 
domain of optimistic capacity and unconsciously can result 
in men having the same emotions they experience with anger 
and fear [53]. In contrast, strength-based masculinities can 
be of benefit by men adopting problem solving and making 
proactive changes [54]. Hence, action-oriented coping strate-
gies as identified in this meta-synthesis, such as information 
seeking and proactive lifestyle changes, are consistent with 
masculine values and emotional self-reliance and connect to 
the importance of maintaining personal agency [52].

Men’s trust in their treating team is an essential driver in 
establishing confidence in treatment and regaining agency. 
Understanding the active surveillance protocol itself and 
how the various tests being utilised identify progressing 
disease is key to establishing confidence. However, there is 
currently little clinical consensus for either of these factors. 
A review of contemporary worldwide practices in active sur-
veillance for prostate cancer identified significant variations 
between protocols including the criterion used to identify 
patient suitability, and a lack of consensus regarding fre-
quency for PSA testing, DRE, re-biopsy, and general health 
assessments [18, 55]. A clear understanding of what indi-
cates progression of disease is important to men; however, 
indicators used to identify this also vary between settings 
[18]. Identification of clinical progression markers lack uni-
versal agreement [18], and, whilst there are numerous uro-
logical guidelines for active surveillance management glob-
ally, variations in clinical practice persist [13, 14, 18, 55]. 
Discussions with men at commencement of treatment and at 
subsequent reviews relating to the status of their disease, and 
the identifiable criterion that would indicate progression, 
may assist men in regaining agency.

Problematically, confidence in active surveillance may 
also be undermined early in the treatment choice based 
on the utility of PSA testing pre and post diagnosis. Pre-
diagnosis, the ability of PSA as a biochemical marker to 
identify or diagnose cancer comes into question for men as 

PSA is prostate specific, not cancer specific [56]. Due to this 
specificity, PSA elevation alone does not provide enough 
evidence to inform a cancer diagnosis; instead, it is an indi-
cator of cancer potential amongst a multitude of other pos-
sible causative factors [57]. However, following a diagnosis, 
PSA is utilised globally as a key criterion as an indication of 
cancer progression [18]. Men, in the process of their diagno-
sis, will likely have been advised at the commencement of 
investigations that an elevated PSA is not definitive enough 
to provide diagnosis as it is not cancer specific, however post 
diagnosis are advised to rely on this same measurement to 
identify disease progression.

Men report clear gaps in the availability and quality of 
accessible and easily understandable information specific 
to active surveillance, particularly at the start of treatment, 
undermining their confidence in active surveillance and 
adding to their lack of certainty. In addition, clinicians’ use 
of discordant terminology related to both newly diagnosed 
prostate cancer and active surveillance itself compounds 
men’s lack of certainty. A key finding of this meta-synthesis 
is the often interchangeable and/or incorrect use of ‘watchful 
waiting’ instead of active surveillance. In contrast to active 
surveillance, watchful waiting is a process of symptom eval-
uation which often incorporates monitoring of PSA but does 
not routinely include regular/routine imaging and biopsies to 
assess disease progression [13]. The key difference between 
these approaches is that men on active surveillance retain the 
option of curative treatment in the event of disease progres-
sion, whereas men on watchful waiting have been deemed 
not suitable for curative treatment of their disease. The 
focus of watchful waiting is symptom management, either 
locally or systemically as a result of progression of disease 
and treating these symptoms to maintain quality of life [13]. 
Moreover, there is coupling of active surveillance and watch-
ful waiting cohorts when reporting key research findings, 
including incidence and management of prostate cancer, 
symptom bother and treatment side effects [17, 58], thus 
limiting the usability of population data for both cohorts.

Terms used to describe active surveillance, including 
‘wait and see’ and ‘watch and wait’, are also discordant with 
the clinical definition and goal of active surveillance. Active 
surveillance is a recognised, and recommended treatment 
[18]; however, these descriptions contribute to a lack of cer-
tainty. Health care providers are cognisant of the differences 
in these treatments; however, patients are largely not. The 
use of interchangeable and discordant terminology creates 
the potential to inhibit men’s understanding and therefore 
limit their commitment to the required vigilance on such a 
treatment. In addition to incorrect language relating to active 
surveillance, risk minimisation and avoidance of cancer as 
a word when discussing a diagnosis was also evident, fur-
ther impacting men’s ability to feel fully informed of their 
diagnosis and risk classification. Health communication and 
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literacy are recognised as important constructs in health care 
[59], previous studies investigating communication in cancer 
have identified that many participants did not fully under-
stand the language used by surgeons and cancer specialists 
[60]. Whilst these findings are not unique to prostate cancer 
or men on active surveillance, they do highlight the impor-
tance of clear and consistent terminology when caring for 
this cohort of men.

The therapeutic relationship the man has with his treating 
team is integral in establishing and maintaining confidence 
as they commence and stay on active surveillance. Men’s 
trust in their treating team is underpinned by a feeling that 
their team are experts in their field and know them well 
in the context of their care. Patients’ trust is enhanced by 
the clinicians perceived competence, honesty, and patient-
centred behaviour [61]. For men with prostate cancer spe-
cifically, perceived closeness with and trust in the physician 
are associated with patients feeling they have received bet-
ter treatment, particularly when active surveillance is rec-
ommended [62]. In practice, this would support exploring 
patient concerns and information needs, finding common 
ground on diagnosis and continuing to enhance the rela-
tionship [63]. Conversely, a lack of responsiveness, failure 
to answer questions, or feeling of a lack of connection was 
identified as opposing the establishment of a therapeutic 
relationship and decreased the value men placed on informa-
tion provided to them. The absence of a therapeutic relation-
ship is associated with higher information-seeking behaviour 
[64]. High uncertainty increases worry and the risk that men 
will discontinue with active surveillance, as evidenced by 
the 38% of men discontinuing already without any clinical 
indication [18]. Provision of support in responding to and 
managing this uncertainty is essential [65].

In this meta-synthesis, we identified that men’s ability 
to develop trust in their treating team benefits their experi-
ence with active surveillance treatment and also influences 
men’s information seeking. Patients generally desire basic 
information following a diagnosis of cancer; however, not all 
want more detailed information [66]. Assessing and address-
ing information needs is positively associated with cancer 
related health outcomes [67]. However, meaningful informa-
tion specific to active surveillance is not easily accessible, 
and information that was found was not easily understood. 
The information-seeking behaviour of patients has increased 
over time [68]; however, despite this, health care providers 
remain a key source of information for patients [68].

Implications

Studies included in this systematic review and meta-syn-
thesis report on patients that have been on active surveil-
lance for a wide variation of time frames. It is well estab-
lished that there is increased distress for men diagnosed 

with prostate cancer, particularly in the first 12 months 
regardless of treatment type [7, 8]. Whilst this meta-
synthesis has provided insights into the lived experiences 
of men on active surveillance for a varied timeframe, the 
experiences of men in the first 12 months where prostate 
cancer–related distress is known to be higher are not clear. 
However, what is evident is that addressing the following 
key considerations will best support men on active surveil-
lance: (i) awareness of masculinity and its impact on help-
seeking behaviours; (ii) understanding the importance of 
the therapeutic relationship and trust in the treating team 
for men; (iii) provision of tailored evidence-based informa-
tion to support men’s understanding of their diagnosis and 
active surveillance treatment protocol; and (iv) use of con-
sistent terminology that aligns with the clinical definition 
of active surveillance. Further research to better understand 
men’s needs during this timeframe and the specific type of 
support they feel they need across the active surveillance 
trajectory is warranted.

Limitations

Whilst this study has provided new insights into the lived 
experience of men on active surveillance, there are some 
limitations. Studies were limited to those published in Eng-
lish. Some studies may have been missed as they used ter-
minology that does not align with the clinical definition of 
active surveillance and therefore not been identified as part 
of the search strategy.

Conclusion

This meta-synthesis has identified that the central stressor or 
challenge for a man with prostate cancer on active surveil-
lance is lack of certainty. Men respond to this stressor in 
different ways and the relationship with the healthcare team 
can help or hinder men’s experiences. The development of 
confidence is underpinned by the ability to regain agency. 
Active coping and problem-solving appear to be key drivers 
of supporting agency and promoting resilience.

Our goal as health professionals is to recognise and 
address unmet needs and reduce the risk of men prematurely 
discontinuing active surveillance without clinical indication. 
It is therefore a research priority to understand the needs of 
these men in the context of masculine values and help seek-
ing to inform interventions that assess and address unmet 
needs and enable tailored, person-centred care.
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