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Abstract
Aim The objective of this paper was to discuss the psychological impact of active surveillance (AS) for prostate cancer (PCa) 
and the resulting implications of psychological wellbeing for treatment decision making and acceptance of AS protocols.
Method Qualitative and quantitative research in the area of anxiety, depression, and distress is discussed drawing from PCa 
literature as well other health conditions from which parallels can be drawn.
Results Attention is given to the role of the clinician in treatment decision making, including the value of information provi-
sion, and perceived trust in the AS as a management approach.
Conclusion Given that research is conflicted regarding the psychological impact of AS for PCa, it is suggested that focus 
shifts away from debate of the ‘true’ experience of AS rather researchers and clinicians should seek to identify the factors 
associated with positive and negative psychological response to diagnosis and AS to improve psychological and physical 
outcomes. Recommendations for clinical practice are discussed.
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Active surveillance (AS) is a stratified medicine approach 
used in the management of low-risk localised prostate 
cancer. AS involves delaying receipt of curative approaches 
until disease progression occurs. With increases in global 
ageing population coupled with the utilisation of screening 
programmes in western countries, and issues with specific-
ity and sensitivity of Prostate Specific Antigen (PSA) testing, 
the incidence of low-risk localised PCa is high. AS provides 
an opportunity to offset the potential damage associated with 
overdiagnosis and overtreatment of lower risk PCa. The clini-
cal profile of men deemed eligible for AS varies by centre, as 
does the AS follow-up protocol itself. The generally accepted 
criteria are men diagnosed with ‘favourable risk’ disease (i.e. 
Gleason score ≤ 7, PSA < 20 ng/mL and clinical stage T1-T2b 
[1]). Despite variation in follow-up schedules, AS programmes 
tend to manage patients with a combination of frequent PSA 

tests, Digital Rectal Examination (DRE), biopsy, and MRI 
to detect progression. Often AS is conflated with Watchful 
Waiting (WW), with studies including patients from both in 
the same participant group. The nature of WW and AS dif-
fer fundamentally in terms of the intent of treatment—with 
WW offering no opportunity for curative intent based on 
clinical profile of patients combined with a life expectancy 
of < 10 years. In contrast, men on an AS pathway should be 
offered curative therapies should disease progression become 
evident, the success of this curative therapy is not expected to 
be adversely affected by the period of time spent on AS [2].

From a medical perspective, the efficacy of AS has been 
well documented [3] with intention‐to‐treat analysis at a 
median follow‐up of 10 years from a large scale RCT identi-
fying an overall mortality rate of ~ 1% in localised PCa patients 
irrespective of allocation to AS or curative treatment condi-
tions [4]. However, the perception of living with untreated 
cancer can be an additional emotional burden for AS patients 
[5]. As stated by Bailey and colleagues [6], “The slow-growing 
and often indolent nature of PCa differentiates this cancer from 
others and makes it more amenable to AS protocol than more 
aggressive tumours. However, PCa is still a ‘cancer’, and this 
word produces fear and substantial uncertainty in diagnosed 
men.” [6]. These sentiments are reiterated in a number of 
qualitative studies, with men articulating this burden by 
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describing feelings of uncertainty, feeling afraid, chronic 
worry [7], and describing a perception of risking one’s life 
by undergoing AS [8].

Balancing the perceived threat of progression and/or 
death with a desire to preserve quality of life is not unique 
to PCa. Therefore, the value of understanding men’s experi-
ences of living with an ‘untreated’ tumour extends beyond 
PCa and can also be applied to other populations in similar 
clinical scenarios. Advances in screening technology has led 
to an increase in the incidence of early-stage and low-risk 
Ductal Carcinoma in Situ (DCIS) of the breast [9], thyroid 
cancer [10], and premalignant conditions such as Monoclo-
nal Gammopathy of Unknown Significance (MGUS [11]). 
This in turn has placed patients newly diagnosed with these 
early-stage, lower risk conditions in a similar predicament to 
men diagnosed with favourable-risk PCa, having to manage 
the uncertainty and perceived risk associated with delaying 
curative treatment to preserve quality of life (QoL [10]).

Research evidence for the psychological impact of living 
with AS for PCa is mixed in its conclusions regarding men’s 
emotional state, with some concluding that men are satisfied 
with care, feel supported by their clinicians, are confident of 
their treatment approach, and relieved and grateful to have 
the opportunity to delay (or avoid) treatment toxicity, while 
other research concludes that men had not internalised the 
low-risk nature of their disease, were unsure of monitoring 
and the ability of their clinicians and the clinical tools’ abil-
ity to detect progression, ultimately resulting in a persistent 
fear of a cancer-related death and a desire to pursue curative 
treatment despite lack of disease progression [5, 12, 13]. It 
is difficult to determine the reasons for these stark differ-
ences in responses. Some authors suggest that differences 
can be explained by sociodemographic characteristics of 
the patient groups and their treating hospitals e.g. education 
level, health literacy, social support, or personality types 
[14], some authors offer explanations related to narratives 
of traditional, stereotypical masculinities [15], others sug-
gest issues inherent to PCa and surveillance itself related 
to information provision, the clinician-patient relationship, 
complexities in treatment decision making, and quality of 
psychosocial support are the issue [16].

A mixed methods study recruiting participants at their 
diagnosis/treatment discussion appointment and follow-
ing up over 9 months in 3 month intervals, found that AS 
patients’ generalised anxiety symptoms was highest relative 
to men opting for immediate curative treatments and non-
cancer controls in the quantitative phase of the study [17], 
these findings offer an alternative perception to previous 
studies conducted in this area [14, 18–20]. These differences 
may be attributable to the setting in which AS research is 
being conducted. For example, in the Netherlands PRIAS 
researchers consistently find low anxiety, depression, and 
uncertainty in their cohort of men undergoing AS [14, 18]. 

However, this research centre and the clinical setting in 
which it is associated has been focussed on studying and 
refining their AS protocol, procedures, and diagnosis expe-
rience for decades, arguably leading to a greater acceptance 
and trust in AS by both patients and clinicians alike. Quali-
tative research conducted by Seaman and colleagues [21] 
found that men were content with their decision to undergo 
AS for PCa, the authors attributed this contentment to high 
PCa knowledge and understanding of AS in this cohort of 
participants who described a close relationship with their 
clinician that was built on trust. These men described a 
feeling of comfort in regular monitoring and reassurance 
that this would detect potential PCa progression, therefore 
findings may not be reflective of those with less PCa knowl-
edge or trust in the AS monitoring process. The qualita-
tive phase of the mixed methods study previously reported 
[22] conducted 9–12 months post-diagnosis, offered a view 
that management via AS was a source of anxiety [22]. Men 
discussed how their AS related anxiety was particularly 
exacerbated by lack of emotional integration of patient 
intellectual understanding of PCa and PCa risk (i.e. they 
could relay information about the low risk nature of their 
condition, yet continued to discuss their risk of PCa pro-
gression and death), lack of trust in their clinician, a desire 
for more regular monitoring appointments, and, perhaps 
most importantly, awareness of the schedule and pattern 
of follow up including the role of each clinician played in 
managing their care. This finding, taken with those of Sea-
man et al. [21], clearly demonstrates the importance of the 
clinical relationship in navigating the experience of a PCa 
diagnosis and management with AS.

With regard to misperception of risk of PCa disease pro-
gression and death, similar patterns of results were found in 
studies of women with low risk Ductal Carcinoma in Situ 
(DCIS) of the breast and women with early invasive breast 
cancer (BCa), this was in spite of vast differences in level of 
risk between the two groups of women [9]. Study authors 
state that women have “grossly inaccurate perceptions of 
their risks of recurrent DCIS or invasive BCa” [9] creating 
a significant barrier to patients engaging fully in informed 
decision making. Similarly, findings from qualitative PCa 
studies [7], women with DCIS did not understand their diag-
nosis, were unsure of its severity, and were unclear if they 
were at risk of death [9].

One could be forgiven for assuming that the nature of AS 
itself is the issue, that positive psychological adjustment is 
fundamentally incompatible with living with an ‘untreated’ 
cancer. However, findings from research exploring AS 
for thyroid cancer do not support this. Due to similari-
ties between PCa and thyroid cancer in terms of increased 
screening and increased numbers of early stage diagnoses 
resulting in treatment options of AS or more invasive thy-
roidectomy, findings from research exploring AS for thyroid 
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cancer offers a useful opportunity to explore the use of AS 
more generally. Patients eligible for AS for early stage thy-
roid cancer cite desire to avoid treatment induced side-effects 
and understanding of the slow growing, low risk nature of 
the disease as rationale for opting for AS [10]. This concurs 
with qualitative interviews with PCa patients undergoing AS, 
however thyroid AS patients appear to respond to AS with less 
distress and uncertainty. It is possible that this is a result of 
differences in the demographic profile of thyroid and prostate 
cancers patients particularly in gender and age, however find-
ings warrant exploring in terms of how decision-making and 
information provision is supported and delivered while also 
promoting patient autonomy.

One study that sought to systematically assess decision 
making for PCa screening in the USA found that the PCa deci-
sions were generally not shared between the patient and clini-
cian due to lack of balance in information provision, limited 
PCa knowledge, and lack of focus on patient preference [23]. 
ProtecT, the only large-scale trial to randomise PCa patients 
to curative treatment or an adapted form of AS (referred to 
as active monitoring in the trial), offers a unique opportunity 
to explore information provision and how this contributes to 
men’s acceptance of randomisation but also has implications 
for delivering treatment related information in broader clini-
cal settings [24]. Donovan [24] described the procedure for 
relaying treatment and trial information to potential partici-
pants; trained participant recruiters were instructed to illicit 
men’s preferences on available treatments and to explore men’s 
reasons for these preferences before providing details about 
the various treatments and the ProtecT trial more broadly. 
The basic premise of these discussions was that patients’ 
views about their treatment should always be acknowledged 
and respected, however all patients regardless of how well-
informed they may be regarding their treatment options should 
be provided with information about all treatment options. 
Donovan [24] flags this as particularly important for clinical 
practice for individuals eligible for AS, due to less mainstream 
understanding of monitoring approaches to cancer and public 
fears of cancer that reinforces a sense of urgency to immedi-
ately opt for and commence curative treatment. However, find-
ings from ProtecT demonstrate that surgeons and oncologists 
inadvertently create an additional barrier to AS with their own 
personal preferences for treatments and difficulties in present-
ing AS as an option equal to that of more traditional, curative 
treatments [24–28]. Given these findings, addressing the issue 
of patient distrust of AS is potentially premature, when clini-
cians themselves appear to struggle to present AS as an option 
equal to surgery or radiation.

Based on findings from mixed methods study [29] and sup-
ported by previous literature, recommendations for clinical 
practice have been identified. First, personal priorities of the 
patient must remain central to discussing treatment options, 
this may take the form of a structured conversation between 

clinician and patient, or including psychological screening 
when patient presents to clinician. This is supported by lessons 
learned from the ProtecT trial [24]. Second, clinicians should 
be aware that favourable prognosis may not necessarily equate 
to favourable psychological response to diagnosis and treat-
ment. Patients with the ‘best’ prognosis (i.e. Gleason 6 PCa) 
should be treated with the same sensitivity as those presenting 
with higher risk PCa. Similar issues in terms of mispercep-
tion of risk have been identified in studies comparing patients 
diagnosed with DCIS of the breast and early stage invasive 
BCa [9]. Clinicians should not assume that patients can inte-
grate intellectual knowledge of low-risk status to override the 
emotional reaction to a cancer diagnosis. Third, improved 
clarity and communication of AS protocol is needed. Patients 
interviewed were uncertain regarding appointment schedules 
and the clinician responsible for the various aspects of their 
care (e.g. PSA testing with GP, monitoring with CNS, annual/
biannual biopsy with Consultant Urologist) [22]. Fourth, and 
finally, also in qualitative interviews [22], AS patients sug-
gested that the diagnosis experience could be enhanced with 
a written summary of their diagnosis following consultation 
with their clinician. This would allow them to communicate 
their diagnosis to their friends/family with greater ease and 
could compensate for feeling overwhelmed with information 
during consultation appointment resulting in difficulty recall-
ing important diagnosis and treatment information.

BOX 1: Recommendations for clinical 
practice

Based on findings from mixed methods study [29] and supported 
by previous literature, the following recommendations for clini-
cal practice were identified:

1. Personal priorities of the patient should be central to all treat-
ment discussions.

2. Clinicians should not assume that patients can integrate intel-
lectual knowledge of low-risk status to override the emotional 
reaction to a cancer diagnosis. Favourable prognosis may not 
necessarily equate to favourable psychological response to diag-
nosis and treatment.

3. Improved clarity and communication of AS protocol and 
appointment schedule needed –why is this appointment neces-
sary, where will the appointment take place, what clinician(s) 
will be present, what is the expectation of the patient.

4. In qualitative interviews (Ruane-McAteer et al 2018), AS 
patients suggested that the diagnosis experience could be 
enhanced with a written summary of their diagnosis following 
consultation with their clinician. Patients felt this would facili-
tate communication of their diagnosis to wider social support 
networks reducing barriers to ‘breaking the news’ and receiving 
support from family/friends.
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This paper discusses the issues related to undergoing AS 
for PCa with particular focus on psychological wellbeing 
following diagnosis and commencing AS. Research evi-
dence from other diagnoses, such as DCIS of the breast, 
and thyroid cancer offer a unique opportunity to study the 
role of AS and the need to convey information to patients 
with lower risk disease. To date, much of the research in 
this area is mixed in terms of the psychological impact of 
receiving a diagnosis of lower risk PCa and subsequent 
experience of undergoing AS. Looking at evidence from 
large AS cohort studies, conducted in clinical settings with 
a strong focus on understanding and enhancing the AS pro-
cess, it would appear that men undergoing AS have signifi-
cantly lower distress relative to those opting for immediate 
curative treatments and that AS is generally well accepted 
and tolerated. However, evidence from studies conducted 
in institutions with less emphasis on AS, appear to show 
less favourable psychological outcomes, acceptance, and 
tolerance of AS for these patients. Given the widely dis-
cussed value of disease and treatment information provi-
sion, as well as shared and supported decision making, 
evident in the literature on AS, both in PCa and in other 
research areas (i.e. thyroid and breast cancer), it is time to 
shift attention from attempting to identify a ‘true reality’ 
of life undergoing AS. Rather, efforts should be focused on 
defining the characteristics of those men who tolerate AS 
programmes poorly, including sociodemographic, disease 
related, and clinical variables, and developing strategies to 
reduce their anxiety and improve compliance.
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