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ABSTRACT
Introduction  Referral to a cancer diagnostic pathway is 
a stressful life event, yet distress may be exacerbated by 
long waiting times, miscommunications or other avoidable 
challenges. A model prostate cancer (PCa) rapid diagnostic 
pathway (RDP) called Prostad has been developed and 
trialled to reduce the time between referral or diagnosis. 
This realist evaluation asks how, for whom and under which 
circumstances this model RDP may reduce anxiety for patients.
Research design and methods  We conducted semi-
structured realist interviews with staff, carers/ partners 
of patients and patients exploring how, for whom and 
under which circumstances the PCa RDP produced 
intended and unintended outcomes. We also attended 
monthly programme development meetings and had 
access to documentation regarding the pathway and its 
development, which we used to produce theories regarding 
the contextual and mechanistic factors influencing patient 
experience of the RDP.
Results  We interviewed staff (n=12), patients (n=15) 
and partners or carers of patients (n=3) to produce five 
programme theories regarding how patients interact 
with Prostad to produce outcomes. These theories are 
organised under five themes: rapidity; communication 
and virtual consultations; communication and continuity; 
disempowerment and distress; agency mitigating anxiety.
Conclusions  Earlier diagnosis is viewed positively by 
participants; however, in a context where patients have 
low expectations of health services, the speed of RDPs 
needs to be adequately communicated at the time the 
pathway is introduced to the patient to avoid unnecessary 
concern regarding the rapidity. Patients value regular and 
consistent communication, which may help mitigate illness 
uncertainty and offer a sense of control.

INTRODUCTION
Referral to a cancer diagnostic pathway is a 
stressful life event. Patients often feel a conflict 
between appreciating the medical advantages 
of swift action and their need for time to reflect 

and process what they are going through.1 The 
time between referral and diagnosis or discharge 
constitutes a period of illness uncertainty. Illness 
uncertainty can occur at any time from the onset 
of symptoms and may remain with a person 
even when they become well, as the knowledge 
of illness and fear of recurrence remains. As a 
concept, illness uncertainty is defined broadly as 
a complex cognitive stressor2 and a non-linear, 
fluctuating process.3

WHAT IS ALREADY KNOWN ON THIS TOPIC
	⇒ Health providers are increasingly experimenting 
with rapid diagnostic pathways (RDPs), particularly 
for cancer diagnosis.

	⇒ Research and evaluation on RDPs for prostate can-
cer diagnosis generally suggest that this approach 
does decrease time to diagnosis, which is viewed 
favourably by patients and medical professionals.

WHAT THIS STUDY ADDS
	⇒ To our knowledge, this is the first realist evaluation 
of a prostate cancer RDP.

	⇒ Our focus on patient voices adds crucial information 
regarding how patients experience these pathways 
and highlights areas where simple adjustments—
like consistent communication—can have import-
ant benefits to patients.

HOW THIS STUDY MIGHT AFFECT RESEARCH, 
PRACTICE OR POLICY

	⇒ The evaluation of this pathway will inform and sup-
port the development of this and similar pathways 
through opportunities to ‘scale up’.

	⇒ This evaluation may be used to inform practice and 
pathway design elsewhere.

	⇒ It will inform local practice and contribute to a grow-
ing body of evidence that may influence policy re-
garding diagnostic processes.
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Although illness uncertainty is a normal part of life, it is 
intensified by prolonged waiting times between recognising 
symptoms and receiving a referral, test results, treatment 
delays and inadequate communication.4 Most patients do 
not delay visiting the general practitioner (GP) if they expe-
rience concerning symptoms,5 but in cases where individuals 
have been experiencing vague symptoms, they may have 
already been managing uncertainty for some time prior to 
interaction with medical professionals.6

Rationale
In the UK, prostate cancer (PCa) is the most common 
form of cancer affecting men or those assigned male at 
birth,7 and patients regularly experience delays to diag-
nosis, particularly prior to referral (ie, in primary care) 
and during the diagnostic phase.5 Rapid diagnosis path-
ways (RDPs) constitute one approach to reducing the 
time to diagnosis by reducing the number of steps in the 
diagnostic pathway and/or initiating new ways of working 
to provide faster results.8–11 A systematic review of RDPs 
found that they reduce time to diagnosis or discharge.12

In 2024, a PCa diagnosis RDP was trialled in Wales with 
a view to implementation, if effective. The pathway is called 
Prostad, Welsh for prostate. Figure  1 illustrates Prostad’s 
features and time goals; figure  2 depicts the standard or 
conventional (non-RDP) pathway for comparison, and the 
average time spent at each step of the diagnostic process. The 
aim of Prostad is to reduce time to diagnosis or discharge, 
with an expectation that this will have clinical and experien-
tial benefits for patients. This paper explores the potential 

experiential benefits, specifically reduced patient anxiety. 
The findings reported here are part of a larger evaluation; 
the protocol was published as a preprint in July 2024.13 The 
pathway and its evaluation are part of Cancer Research UK’s 
(CRUK) Test, Evidence, Transition programme. This paper 
is organised according to the RAMESES framework14 (see 
Supplementary Material: Research Checklist).

Normative theories
We use the term normative theories to refer to assump-
tions regarding how Prostad should work, that is, without 
consideration of contextual or mechanistic factors that may 
support or impede its intended outcomes. We based norma-
tive theories on documentation describing Prostad’s devel-
opment, conversations with those who designed the service 
and attendance at monthly project meetings (figure 3). The 
intervention is described in greater detail under ’Methods’ 
section. The normative theory associated with patient experi-
ence is that reducing the time to PCa diagnosis or discharge 
will improve patient experience by mitigating unnecessary 
anxiety. This is the focus of this article.

Objectives
We examine patient, caregiver and staff perspectives of 
Prostad, a model PCa RDP, to develop and refine theories 
regarding how and under which circumstances Prostad 
works for patients. The term programme theory refers to an 
advanced theory developed through direct evaluation of the 
intervention. Programme theories consider the contextual 

Figure 1  Prostad pathway. This reflects how Prostad is intended to work, its time goals, etc. DTT, decision to treat; GP, 
general practitioner; HDUHB, Hywel Dda University Health Board; LATP, local anaesthetic transperineal; MDT, multidisciplinary 
Team; mpMRI, multiparametric Magnetic resonance imaging; OPD, out-patient department; PSA, prostate-specific antigen; 
PSMA, prostate-specific membrane antigen; STT, straight to test; USC, urgent suspected cancer.
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and mechanistic factors specific to the environment to which 
the intervention is introduced. Specifically, we identify:

	► contextual factors influencing patient experience 
of Prostad;

	► mechanisms by which Prostad produces intended and 
unintended outcomes for patients.

This paper focuses on patient perspectives, as well as 
caregiver and staff beliefs regarding how Prostad may 
mitigate patient anxiety.

METHODS
Rationale for realist approach
Realist evaluation15 is a theory-driven approach to under-
standing how, for whom and under which circumstances 
an intervention works or fails to work. This approach 
holds that interventions by themselves do not produce 
outcomes; rather, it depends on how individuals respond 
to them.16 While we want to know whether Prostad works, 
we also want to understand how and under which circum-
stances it produces intended and unintended outcomes. 
As a multistep intervention introduced into a complex 
system involving multiple actors with divergent respon-
sibilities, realist evaluation constitutes an appropriate 
methodology to achieve this granular understanding.

Theory development
We used normative theories to inform search approaches 
for a rapid realist review, published in 2024.17 The findings 
of this review alongside conversations with our patient 
and public involvement (PPI) group and attendance at 
monthly project meetings (attended by urologists, cancer 
nurses and the evaluation team) informed a series of initial 
theories, which in turn guided the development of realist 
interview questions. We distinguish between normative, 
initial and programme theories to indicate the iterative 
process of theory development. Programme theories are 
more advanced than both normative and initial theories 
in that they are produced cumulatively and expressed as 
causal chains that establish connections between context 
(C), mechanisms (M) and outcomes (O) (CMO chains).

Patient and public involvement
A PPI group consisting of men who had been diagnosed 
with PCa shaped this evaluation. Members of the group 
were compensated for four meetings over the course of 
the project, focusing on evaluation questions (including 
scope and interview questions), data analysis (involving 
interpretation of anonymised participant transcripts) 
and dissemination.

Figure 2  Conventional pathway. This is the standard prostate cancer diagnostic pathway for non-Prostad patients and 
illustrates the time patients spend on the pathway based on routine data prior to Prostad’s development. DTT, decision to 
treat; GP, general practitioner; HDUHB, Hywel Dda University Health Board; LATP, local anaesthetic transperineal; MDT, 
multidisciplinary Team; mpMRI, multiparametric Magnetic resonance imaging; OPD, out-patient department; PS, prostate 
surveillance; PSA - prostate-specific antigen; PSMA, prostate-specific membrane antigen; SBUHB, Swansea Bay University 
Health Board; STT, straight to test; TRUS, transrectal ultrasound; USC, urgent suspected cancer.
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The model PCa RDP
Context
The Prostad pathway received its first referrals in June 
2023. The service is provided by Hywel Dda Univer-
sity Health Board (HDdUHB), which serves a rural 
area in West Wales (UK). The Hywel Dda region’s clin-
ical services are dispersed across a rural landscape and 
provide for a large, widespread ageing population with a 
higher relative incidence of PCa compared with the rest 
of Wales and the UK.18 Diagnostic resources and capacity 
are distributed across multiple sites across a large rural 
area; distance between two key sites is around 70 miles 
(around 2 hours by car) with poor public transport links. 
Patients referred to HDdUHB’s PCa standard diagnostic 
pathway were likely to experience delays to diagnosis. 

Figure 2 shows the average waiting times between proce-
dures for the conventional pathway.

The pathway
The Prostad pathway focuses on reducing the time to 
diagnosis by streamlining and shortening the pathway 
at key points; the pathway does not directly address the 
period after diagnosis (ie, diagnosis to first treatment). 
Prostad requires staff to work differently, dedicating MRI 
slots one morning a week to Prostad patients and inter-
preting and reporting on the scans within 24 hours to 
deliver the results to patients by phone consultation the 
following day. Prostad also incorporates local anaesthetic 
transperineal (LATP) biopsy techniques, as opposed to 
transrectal ultrasound (TRUS) biopsies. The normative 

Figure 3  Logic model. Prostad normative theories. GP, general practitioner; HDdUHB, Hywel Dda University Health Board; 
LATP, local anaesthetic transperineal; NICE, National Institute for Health and Care Excellence; PCa, prostate cancer; RDP, rapid 
diagnostic pathway; SBUHB, Swansea Bay University Health Board; TRUS, transrectal ultrasound.
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theory underpinning these changes are that they will 
support a reduction in time to diagnosis (or discharge), 
producing more desirable clinical and experiential 
outcomes (eg, earlier diagnosis of PCa at an earlier stage, 
which is associated with improved treatment options and 
survival). This evaluation focuses on patient experience 
of the pathway and the theory that reduced waiting time 
is associated with reduced anxiety. The pathway’s norma-
tive theories (ie, how Prostad should work) are described 
in figure 3.

Data collection
The evaluation is a partnership between HDdUHB, 
Swansea University and the TriTech Institute, which is 
an NHS Wales research and innovation organisation that 
supports and conducts research and evaluation.

Pathway documentation
We attended monthly project meetings, where a 
researcher (KJ) took notes by hand. Project meetings 
were attended by service-related staff at HDdUHB (urolo-
gist, cancer nurse, etc) and the evaluation team (Swansea 
University and TriTech). Project meetings occurred 
monthly throughout the trial and the implementation of 
the pathway’s steps was discussed. The accuracy of these 
notes was verified through conversations with the project 
lead and against available documentation. We also used 
literature related to the development of the pathway (eg, 
documents composed during the development phase, 
like funding bids) to inform our understanding of how 
the Prostad pathway is intended to work and to docu-
ment any changes to the pathway during the implemen-
tation process.

Interviews
Swansea University researchers were only granted access 
to anonymised data; TriTech Institute researchers (AC; 
JC) collected and anonymised interview data. The 
TriTech Institute is an NHS Wales organisation; its staff 
are unaffiliated with provision of the Prostad pathway.

Semi-structured realist interviews using an interview 
schedule were conducted by phone or conferencing soft-
ware (depending on preference) and recorded, anony-
mised and transcribed (JC and AC). As per the realist 
methodology, interview questions were adapted, supple-
mented or reformulated at the direction of Swansea 
University researchers (KJ and JR) as our understanding 
evolved through data familiarisation and the involvement 
of the PPI group.

Convenience sampling was used. Patients were 
contacted and invited to participate based only on the 
fact of their referral to the pathway. Interviews occurred 
between February and May 2024 and we interviewed 
as many patients as possible during that time. Anony-
mised transcripts were securely shared for analysis with 
Swansea University researchers (JR and KJ) via OneDrive. 

Participants’ verbal informed consent was obtained and 
recorded by the interviewer.

Inclusion/Exclusion
All participants are adults (aged 18+ years); we invited 
patients referred to the Prostad pathway, partners/carers 
of patients and stakeholders perceived to be involved 
with Prostad’s delivery, these included urologists, service 
delivery managers, radiologists and GPs.

Recruitment
Patients and partners/carers of patients who have been 
referred to Prostad were initially contacted by phone by 
TriTech Institute researchers (JC and AC) and invited to 
participate in interviews.

We aimed for three to five carer/partner perspectives; 
we asked patients if they had a partner or carer who might 
be willing to be contacted and interviewed separately to 
the patient.

Twelve stakeholders were identified in advance (eg, 
referring GPs, urologists, radiologists, etc) and invited 
to participate in phone or Zoom/virtual interviews; all 
agreed.

Data from other sources
Routine data—including Gleason scores, diagnosis details 
and sociodemographic data—were collated by another 
research team to inform separate work packages. We had 
access to these data via a currently unpublished report 
submitted to the project funder (CRUK) in September 
2024.19 We use the information they collated regarding 
timeliness, that is, how long patients spent at each stage 
of the Prostad pathway.

Analysis
A researcher (KJ) read and thematised the anonymised 
transcripts in NVivo (V.1.7.1 1999–2022); themes were 
read and checked for agreement (JR). While thematisa-
tion and interpretation were guided by normative and 
initial theories,17 we aimed to take an open approach to 
thematisation in order to remain alert to how the spec-
ificities of context may challenge normative and initial 
theories. After thematisation, we organised the data into 
an Excel spreadsheet, organising data to produce CMO 
chains. We also had access to the currently unpublished 
findings from an economic evaluation,19 which provided 
data regarding clinical and cost-effectiveness evaluations, 
and we used this information to support theory develop-
ment (table 1).

FINDINGS
From the start of the pilot to the end of data collection 
(February–May 2024), 117 patients were referred to 
Prostad. Eighteen realist interviews were conducted with 
patients (n=15) and patients’ partners/carers (n=3). 
This is the maximum number we were able to recruit for 
participation within the evaluation’s timeframe. Twelve 
realist interviews were conducted with other participants 
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and staff stakeholders (PS) who were identified as playing 
key roles within or adjacent to the service. We indicate 
the role of stakeholder participants, but due to the 
small pool of potential participants, we do not provide 
demographic information as this would compromise our 
efforts to preserve anonymity.

We know from time-stamp data that, during the pilot 
period, Prostad reduced the average time to diagnosis or 
discharge by 28 days from a 98-day average to a 70-day 
average when compared with the conventional PCa 
diagnostic pathway.19 Most time was saved at the ‘front 
end’ (ie, MRI referral, scan and results) with biopsy and 
results taking longer than planned.19 The urology depart-
ment needed to build capacity to perform LATP biopsies 
(in terms of training staff and implementing this prac-
tice within the health board) concurrently with Prostad’s 
trial, which impacted the time to biopsy during the pilot 
period for some patients.

We propose five programme theories, organised under 
five broad themes. Representative quotes from which we 
developed themes and programme theories are stated 
below and further supporting data extracts can be viewed 
in table 1.

Rapidity
A number of factors influenced patients’ experiences of 
rapidity. Many cited low expectations of health services, 
which led to surprise at the speed of their MRI referral, 
scan and results. For some, poor communication of the 
pathway’s purpose rendered this speed a shock that was 
potentially concerning:

[the GP] was making an urgent referral for the—to […] 
the urology department which at that time came as a 
huge shock to me (P13).

Other patients also expressed surprise at the pathway’s 
speed, but did not link it with severity. For these patients, 
the speed was received positively:

I had a concern and I was basically sent to hospital to have 
a scan within a few well within a week or so, so I was quite 
impressed by it to be honest. (P3)
they said you’ll get a phone call tomorrow from the 
consultants with the results, which, again, you know, I 
mean that’s something that you think’s going to take a 
couple of months. (P7, carer)

Theory 1, rapidity and expectations
Referral to a cancer diagnosis pathway is a distressing life 
event (C). The patients we interviewed had low expec-
tations of NHS services (M). In cases where there was 
clear communication regarding the pathway’s purpose 
and timeliness (M) and/or patient disposition, person-
ality or health history made them less prone to panic 
(M), patients were impressed and pleased with the speed 
of the pathway (O). In cases where there was limited, 
inconsistent or unclear communication regarding the 
pathway’s purpose (M), this led to a (false) belief that the 

speed was proportional to the seriousness of their condi-
tion (M), leading to increased anxiety (O).

Communication and virtual consultations
Patients received their MRI results by phone. Staff inter-
viewed were unanimous regarding the convenience of 
phone consultations to deliver MRI results; they believe 
that patients also experience these as more convenient:

they do seem to like the fact that they’ve, you know, they 
can be sitting at home in their own environment. (PS1, 
urology)

While not explicitly mentioned, we know that virtual 
consultations became a norm during the COVID-19 
pandemic for many people, and patients described 
feeling accustomed to this method:

I was fine over the phone because most of the 
correspondence I’ve had, other than when I was 
requested to go in and see the consultant, everything else 
has been over the phone. (P13)

Others felt that phone consultations sped things up, 
which they perceived positively:

It was just the speed at which it was that they were able 
to give me that information truthfully and it basically 
pushed me/that up the process. (P13)

Patient participants described caveats to the accepta-
bility of phone consultations—for instance, not having 
an exact time (as you would with an in-person consulta-
tion) is inconvenient for the patient and may impinge on 
their ability to prepare or coordinate with a loved one to 
be with them during that call. It may also add to feelings 
of uncertainty, unpredictability and lack of control as the 
patient must passively wait:

It’s a very fluffy time and it’s—sometimes it’s like trying to 
make the right time. So, if I knew for a fact that Doctor 
Jones or whoever is going to phone me at 4:30 on the dot, 
I can prepare. (P12)

Theory 2, virtual consultations
For working or otherwise busy patients (C), in cases 
where patients do not receive an exact time or narrow 
timeframe for a phone consultation (C), virtual consul-
tations are perceived as unpredictable (M), inhibiting 
patients’ ability to prepare and feel in control (O).

Theory 2b, virtual consultations
In a post-COVID-19 world (C) where people may be used 
to virtual communication (M), patients who had previous 
experience of phone consultations believed that they 
sped up the process or pushed their case forward (M), 
leading to greater acceptability of virtual consultations 
(O) (with some caveats relating to communication and 
organisation).

Communication and continuity
Staff felt that the earlier parts of the pathway (MRI scan 
and results) worked best:
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We’re certainly getting the MRI scans done, you know, in 
a timely manner. It’s what comes after that. That’s still a 
bit of a sticking point. (PS1, urology)

Patients who experienced the pathway as it should be 
(ie, meeting or closely meeting the time goals) described 
a positive experience:

I had an appointment at [hospital] for the MRI and 
then within 48 hours, I believe I had a phone call from 
the specialist to say ‘Yes, we need to give you a biopsy’. 
So, within three weeks I had the biopsy. And within 
three weeks after that, I had the results. So, I got to say, 
it was really sort of speedy and positive, and I was well 
looked after. (P9)

All patients interviewed described a positive experience 
of MRI scanning and results. Some patients requiring 
further investigation described delays and admin errors—
though it is worth noting that, while we did not interview 
patients on the conventional pathway, the waiting times 
are longer than on the Prostad pathway. That said, when 
delays and miscommunications occurred, a sense of inse-
curity or ‘feeling lost’ emerged:

the fact that you deal with multiple departments, never 
quite sure who you are dealing with. Is it Glangwili? Is it 
Llanelli? Is it the waiting list people? Is it the preadmissions 
people? Is it the Urologists themselves? Or is it their PA? 
or is it just the nurse? You get a little bit lost in where you 
are along the way. (P2)

The above extract implies the work a patient may have 
to do to gather information about their care. Miscom-
munications or stilted communication added to confu-
sion and patient labour—for instance, having to make 
repeat trips for tests that could have been performed at 
the same time:

They needed kidney function as well which I haven’t 
done. I literally had just the PSA reading. So… may have 
been a confusion that this all was happening so quickly. 
(P2)

Overall, patients experienced the speed of the 
pathway positively, and emphasised the importance of 
having support to process information that could feel 
overwhelming:

if I was a single guy on my own […] then all this could 
easily get confusing. (P8)
couldn’t fault it—we’re just we were in a little bit of the 
daze because of the speed of it all to be honest. (P7, carer)

Theory 3, continuity and confusion
For many people, the inner workings of health service 
processes are oblique (C). In a rural area where services 
are dispersed (C), the multiple centres and departments 
involved in the patient’s care and the receipt of lots of 
information in a short timeframe (M) contributed to a 
sense of confusion (M), compromising patients’ ability 
to manage their care (O), retain information (O) and 
discern who to contact (O).

Disempowerment and distress
Related to the above themes of mix-ups, patient labour 
and confusion, patients who experienced longer waiting 
times and/or were impacted by administrative errors 
or lack of communication expressed distress, loneliness 
and feelings of enforced passivity and disempowerment. 
It is important to note that these experiences are likely 
shared among patients referred to the conventional 
(non-RDP) pathway. They described their experience in 
language suggestive of a form of objectification, as they 
are passed from department to department and trapped 
within bureaucratic processes:

right now, I am alone […] what is my case? I have no idea. 
I called in one hospital, urology department. I called last 
week, the urology department, and nurse only promises 
call you, they inform you. but they call, open my case in 
computer and say ‘no result’ and stop. (P1)
I had to ring again because they never came back to me, 
but they eventually did get through after a week and 
they sorted it […] Clearly there is a problem with the 
administration, I think. It doesn’t help the anxiety of the 
patient, having to make these phone calls and find out 
that you are no longer on the list. (P6)
It’s just the way the systems are, bureaucracy going from 
department to department. (P8)

As mentioned, the above experiences of several 
participants are likely shared by patients referred to the 
conventional pathway. Unfortunately, we did not inter-
view patients referred to the conventional pathway for 
comparison. However, as the distress is primarily related 
to errors and long waiting periods, we can say that Prostad 
significantly reduced waiting periods for most patients, 
and therefore we propose the theory below.

Theory 4, distress
In the context of a busy system in which errors and long 
waiting periods may occur (C), Prostad has fewer steps 
(M) and patients move through the first part of the 
pathway quickly (M), resulting in a large proportion 
discharged from the pathway within 48 hours of their 
MRI (M), leaving less time for many patients to experi-
ence errors and long waiting periods (M), which in turn 
may lead to reduced time-related distress among most 
patients compared with the conventional pathway (O).

Agency mitigating anxiety
A referral to a cancer diagnostic pathway is a distressing 
life event; some staff acknowledged the impact on 
patients:

they’re just seeing and hearing the word cancer. (PS1, 
urology)

However, supporting patients to process the informa-
tion and the emotional response to this information 
was not a particularly prevalent theme for staff inter-
viewed. This may be unsurprising as the staff stake-
holders are predominantly clinical and their priorities 
tended towards medical outcomes. Some staff queried 
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the benefit of earlier diagnosis if patients chose to ‘watch 
and wait’, as opposed to ‘curative’ options or treatment, 
implying a focus on clinical outcomes, at the expense of 
informed decision-making:

[if] the patient, doesn’t want any radical treatment 
for a complete prostatectomy or any other, you know, 
radiotherapy or any other things, then why we are 
investigating so quickly. (PS9, radiology)

The prevalence of this view is unclear (with just 12 staff 
interviewees), and it is important to note that it emerges 
in the context of a service struggling to meet the needs 
of multiple specialisms, including but not limited to PCa 
diagnostic services. Nonetheless, patients highlighted the 
emotional benefit of knowing concretely if something is 
wrong, minimising the period of uncertainty—regard-
less of the decision they come to. In this way, consistent 
communication and a sense of ‘knowing’ was described 
as mitigating certain types of distress and supporting feel-
ings of control and agency:

Rather than hanging around and dwelling on it, what—
could it be this? Could it be that. (P9)
because the big the biggest thing and not just for me, but 
for my wife as well was the waiting. The waiting to find 
out things (P11). if it’s good news or bad news, it’s nice to 
know as soon as possible. (P14)
It was just the speed at which it was that they were able 
to give me that information truthfully and it basically 
pushed me up the process rather than, you know, wait 
anxiously for a week or fortnight. (P13)

Patients who described consistent communication 
reported a sense of feeling cared for, which was related 
to their experience of regular, accurate communication 
and timely interventions:

I had an appointment at [hospital] for the MRI and 
then within 48 hours, I believe I had a phone call from 
the specialist to say ‘Yes, we need to give you a biopsy’. 
So, within three weeks I had the biopsy. And within 
three weeks after that, I had the results. So, I got to say, 
it was really sort of speedy and positive, and I was well 
looked after. (P9)

They also valued empathic interactions initiated by 
staff, which they differentiated from formal support 
processes, emphasising the importance of developing 
relationships with the people involved with their care:

the urology team has been fantastic because within a week 
I had a phone call from one of your urology nurses—like 
a clinical one, like, she was like a specialist. And then that 
opened up a whole avenue of support from them. (P13)

Theory 5—mitigating unnecessary distress through agency
Illness constitutes a loss of control (C). Patients who 
received communication at regular intervals as expected 
(M) felt they understood the pathway and their posi-
tion on it (M), thereby experiencing a greater degree of 
agency (M) that mitigated against unnecessary forms of 
distress (O).

Futures
While a sense of ‘knowing’ was perceived as mitigating 
distress, decision-making is also fraught with its own 
anguish. Treatment options force patients to weigh up 
risk and ‘chances’ (P12), and choosing to delay the 
medical route might be attractive for some patients given 
the potential side effects of treatment:

it’s some quite big decisions to make, you know, I’m, 
my gut is currently telling me to sit on a careful watch 
and wait, so repeat MRI and repeat biopsy before I jump 
down the radiotherapy or proctectomy pathway […] I’ve 
got to live with the consequences of any treatment. (P12)

We include this patient reflection on the future to 
highlight the importance of viewing an RDP within the 
context of a broader system. In other words, the ability 
of any RDP to minimise anxieties related to waiting also 
depends on the style of care each person receives post-
diagnosis, in terms of timeliness, communication and 
support.

DISCUSSION
Summary of findings
Above, we present theories generated in relation to 
patient experience of a PCa RDP, which significantly 
reduced waiting periods for most patients compared with 
the standard PCa diagnostic pathway. In cases where the 
pathway worked as intended, patients appreciated and 
praised the speed of the RDP. When the pathway did not 
work as intended, patient anxieties related to waiting, 
lack of communication and experiences of instability or 
inconsistency—though we stress that these shortfalls can 
occur on any diagnostic pathway.

Our evaluation implies that opportunities for patients 
to experience predictability and exert agency during 
this process may mitigate unnecessary feelings of illness 
uncertainty and distress—that is, feelings of distress 
engendered by poor communication, oblique or myste-
rious bureaucratic processes and enforced passivity 
during extended waiting periods. The patients inter-
viewed view agency within the context of a communica-
tive relationship that allows them to be vulnerable (or 
‘cared for’) while also empowering them with regular 
and clear communication regarding their care, which 
in turn supports decision-making. When Prostad worked 
well for the patient, the pathway provided patients with 
consistency within an acceptable timeframe.

Strengths and limitations
To our knowledge, this is the first realist evaluation of 
patient experiences of an RDP. Patient involvement 
constitutes a strength of this paper, as does its focus on 
and applicability to real-world interventions. There are 
limitations regarding its transferability beyond PCa RDPs. 
Our data collection approach also posed methodological 
challenges—such as a limited opportunity to adapt inter-
view questions iteratively.
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Comparison with existing literature
Our findings can be situated within the body of research 
that emphasises the vulnerability of unwell people to 
experiences of loss of agency.20 While experiences of ill-
health are inevitable, health uncertainty is exacerbated 
by long waiting periods, enforced passivity and bureau-
cratic barriers to timely informed decision-making.4 21 
Research exploring patient experiences of standardised 
cancer pathways emphasises the passivity engendered by 
the standardisation of these processes.22 This passivity 
emerges as a theme in our evaluation, with possibilities 
for two-way communication providing a mitigating factor 
and, conversely, lack of opportunity to communicate 
exacerbating distress and frustration. Our evaluation 
chimes with research underlining patients’ need to exert 
agency alongside a desire for expert support in decision-
making processes and in the navigation of (usually) 
unknown systems and processes.21–23

Long waiting periods are associated with diminished 
patient satisfaction and trust.24 However, there are 
opportunities to reduce anguish or uncertainty through 
consistent communication, which may offer greater 
predictability.25 26 Predictable experiences might be 
particularly important for people with a PCa diagnosis, 
which can be experienced as a loss of control and an 
assault on ‘normative’ markers of masculinity.26 Explora-
tions of this topic suggest that retaining or experiencing 
forms of control—whether through knowledge or other 
assertions of agency—constitutes mitigating factors or 
coping strategies for people with PCa [27]. In addition to 
consistent and accurate communication from healthcare 
professionals or their representatives, interviewees high-
lighted the requirement for a single point of contact, 
empowering them to initiate communication to ask 
questions.

Conclusion and recommendations
Patient experiences of a PCa RDP emphasise the impor-
tance of consistent communication to facilitate a predict-
able experience of the diagnostic process. For the 
patients we interviewed, regular communication offered 
opportunities to exert agency that may mitigate unneces-
sary distress and illness uncertainty.

Recommendation 1: ensure patients are made aware of 
a single point of contact/care navigator to access infor-
mation regarding their case throughout the pathway or 
that this information is easy to access (eg, online or in a 
leaflet).

Recommendation 2: the pathway’s purpose and its 
time stamps should be discussed with patients, providing 
them with predictability.

Recommendation 3: in cases where errors occur, 
patients should be informed of how this will impact their 
journey through the pathway and given an opportunity 
to ask questions or discuss these changes.
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