L))

Check for
updat

Original Article on Expectant Management in Genitourinary Malignancies (Prostate, Bladder, Kidney)

Understanding reasons for non-adherence to active surveillance
for low-intermediate risk prostate cancer

Kerri Beckmann'”?, Declan Cahill’, Christian Brown*, Mieke Van Hemelrijck', Netty Kinsella"’

"Translational Oncology and Urology Research, Kings College London, London, UK; ’Cancer Research Institute, University of South Australia,
Adelaide, Australia; ‘Department of Urology, The Royal Marsden Hospital, London, UK; “The Urology Centre, Guy’s and St Thomas’ NHS
Foundation Trust, London, UK

Contributions: (I) Conception and design: N Kinsella, M Van Hemelrijck; (IT) Administrative support: not applicable; (IIT) Provision of study materials
or patients: D Cahill, C Brown; (IV) Collection and assembly of data: N Kinsella; (V) Data analysis and interpretation: N Kinsella, K Beckmann, M
Van Hemelrijck; (VI) Manuscript writing: All authors; (VII) Final approval of manuscript: All authors.

Correspondence to: Dr. Kerri Beckmann. Cancer Research Institute, University of South Australia, Level 8 SAHMRI Building, North Terrace, Adelaide
SA 5001, Australia. Email: kerri.beckmann@unisa.edu.au; kerri.beckmann@kcl.ac.uk.

Background: Active surveillance (AS) is recommended by most national medical organizations as the
preferred treatment option for men with low-risk prostate cancer (PCa). However, studies report that up
to one third of men on AS dropout within 5 years, without evidence of disease progression. Despite high
dropout rates, few studies have purposively explored the opinions and experiences of men who discontinued
AS. The aim of this study was to gain insight into the reasons why some men on AS for PCa discontinue
active treatment without evidence of disease progression.

Methods: Semi-structured interviews were undertaken with 14 men from diverse socio-cultural
backgrounds who had been on AS for PCa but dropped out of surveillance to undergo active treatment
without signs of disease progression. Purposive sampling to reach data saturation was used to select
participants based on their experience of AS and willingness to share their experiences. Interviews were
transcribed and analysis undertaken in an inductive thematic manner.

Results: The following themes arose from interviews as factors that potentially influence adherence to AS:
men’s experience at diagnosis and follow-up consultations, involvement in shared decision-making, the extent
of supportive care and information, administrative procedures and support from partner and peers. A poor
experience during diagnosis could adversely influence long-term adherence to AS, given the same diagnostic
tests are frequently repeated. The provision of consistent information and support while on AS, similar
to that offered to men undergoing radical treatment, was also highlighted as being important to increase
confidence in the process.

Conclusions: Effective communications skills among health professionals, aimed at building trust in
patient-clinician relationships, providing opportunities for shared decision-making and developing self-

efficacy, along with structured information and support, are key to enhancing long-term adherence to AS.
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Introduction

European, US and Australian guidelines on the management
of prostate cancer (PCa) state that most men with localized,
low risk disease do not require immediate treatment, but
instead can be monitored through active surveillance (AS)
(1-4). However, lack of standard protocols for inclusion and
follow-up (5), among other patient, support and health-care
provider factors (6-8), are likely to contribute to the high
proportion of men dropping out (up to 38%) of AS without
evidence of disease progression (9).

Our recent systematic review of literature on facilitators
and barriers to AS choice and adherence identified factors
pertaining to five themes including (I) cancer characteristics;
(II) patient perceptions, (III) family and peer support, (IV)
health care providers role, (V) organisational/practice issues,
and (VI) health policy (10). Key issues include control of
decision making/self-management, pressure from family
friends and peers, consistent information and support and
clarity in terms of AS policies/practice. We also identified
gaps in the literature with respect to identifying reasons for
non-adherence, particularly in relation to hearing directly
from men who dropped out of AS about their reasons for
their choice.

The aim of this study was to gain further insight into the
reasons why some men on AS for PCa choose to convert to
active treatment without any evidence of disease progression.
To this end we undertook qualitative interviews to explore
the views of men who dropped out of AS (despite a lack of
evidence of disease progression). We present the following
article in accordance with the MDAR reporting checklist
(available at http://dx.doi.org/10.21037/tau-20-1254).

Methods

The Royal Marsden NHS Trust’s Quality Improvement
Project Committee approved this study as a component of a
larger project directed toward developing a new information
and supportive care programme for men on AS. The study
was conducted in accordance with the Declaration of
Helsinki (as revised in 2013). The study was approved by
institutional review committee (Royal Marsden Hospital) and
informed consent was taken from all individual participants.

Qualitative interviews

A semi-structured interview guide was designed according
to the framework developed by Kallio and colleagues (11).
This process included: (I) identifying the most appropriate
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interview technique; (II) retrieving and using previous
knowledge; (III) formulating a preliminary semi-structured
interview guide; (IV) pilot testing the guide; and (V)
developing the final semi-structured interview guide.

The outcomes from our previous systemic review (10)
were used to develop the interview guide which was
first piloted with four patients on AS for between 18 to
48 months. Issues identified in the pilot phase included
previous time on AS, the specific venue for interviews and
details of the interview guide. Consequently, only patients
on AS for 24 months or more were invited to participate,
and the interview environment was changed to more
private patient liaison offices. The final interview guide
was reviewed by the Active Surveillance Reference Group
(ASRG) before final application.

Semi-structured interview techniques consisted of open-
ended questions prompted by the topic guide (12) (Zable I).
Topics explored included: mens’ experiences of their
diagnosis of PCa, their perceptions and any concerns about
the process, personal factors, cancer characteristics, family
and social support, interaction with health care providers
and, organisational and policy issues. Interviews generally
lasted between 18 and 45 minutes and were all conducted
by a single Nurse Consultant (NK). Interviews were
recorded with participants’ permission and transcribed in
a ‘clean verbatim’ style excluding stutters, fillers and false
starts (13). Full written consent was obtained in line
with the Department of Health’s Research Governance
Framework for Health and Social Care (14).

Inductive thematic analysis of interview transcripts
was undertaken whereby all datasets were read and re-
read, by a single researcher NK, to search for emerging
themes (‘funnelling’) (15). A coding structure developed
to facilitate the identification of patterns within the
transcripts which were condensed into themes. This
iterative process continued until a coherent analysis was
developed. A summary of the key emergent themes was sent
to respondents for their comments as further validation of
our synthesis. Respondents consistently reported that the
summary accurately represented their views.

Results

All interview participants had been diagnosed and managed
at the same treatment centre by the same Uro-oncology
clinical team. Four out of the 18 men who agreed to be
interviewed about their experiences subsequently withdrew
from the study for personal reasons. The remaining group

Transl Androl Urol 2021;10(6):2728-2736 | http://dx.doi.org/10.21037/tau-20-1254


http://dx.doi.org/10.21037/tau-20-1254

2730

Beckmann et al. Reasons for non-adherence to AS

Table 1 Interview topic guide derived from systematic review (Kinsella 2018)

Category Topic guide

Experience of prostate
cancer diagnosis and
treatment

Patient factors
preference

Cancer characteristics

Experience of diagnosis and treatment planning (perceptions and any concerns), factual details of diagnosis,
reasons for choosing AS, reasons for dropping out of AS, general facilitators and barriers whilst on AS

Perceived risk, shared decision making, specific patient characteristics, lifestyle factors, side effects,

Understanding progression, stage, Gleason grade, PSA, tumour volume

Family and social support ~ Awareness + acceptance, fear of progression, advice from family, friends and peer group

Provider

Health organisation

Health policy

Specialty of clinician, relationship with clinical team availability of expertise in active surveillance, clinician
recommendation, Information and support

Practice site, differences/changes in as strategy, multi-disciplinary clinic, formal shared decision-making

Guidelines, trial and cohort data, awareness and acceptance by medical community

Table 2 Characteristics of participants

Age Occupation Ethnicity Marital status Gleason grade Months on AS
1 71 Retired garage owner White European Married 3+3 37
2 58 Teacher White European Widower 3+4 26
3 63 Builder Asian Married 3+3 29
4 61 Policeman White European Divorced 3+3 31
5 73 Retired carpenter White European Married 3+4 55
6 49 Salesman White European Single 3+3 25
7 66 Retired bank clerk Black African Married 3+4 41
8 72 Property developer White European Divorced 3+4 63
9 76 Retired bus driver White European Widower 3+3 44
10 55 Banker White European Married 3+3 38
11 66 Retired GP Black Caribbean Married 3+4 34
12 66 Charity executive White European Partnership 3+4 42
13 66 Retired factory foreman Black Caribbean Married 3+3 48
14 58 Journalist White European Divorced 3+3 27

of men (n=14) varied in age, background and ethnicity;
reflective of the local population (Table 2). The mean age of
participants was 64 years (49 to 76 years), mean time on AS
was 39 months (25 to 63 months) and mean PSA was 5 pg/L
(range 2 to 8 pg/L). Twenty-nice percent of participants
were of Asian, African, Afro-Caribbean ethnicity, reflecting
the diverse ethnicity of London (16). The influence of
time on AS was taken into consideration in the analysis.
Saturation was judged to have been reached after nine
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interviews, despite 14 interviews in total being undertaken.

A range of recurring recollections, feelings and opinions
were revealed throughout the interviews. The issue that
were raised are grouped and described according to the
following themes: (I) patient experience of consultations at
diagnosis and follow-up; (II) shared decision making; (III)
support and information needs; (IV) administration and
organisational issues; (V) partner, family and peer support.
Figure 1 summarises the key findings.
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Figure 1 Schema of the summative findings: factors influencing non-adherence to active surveillance for prostate cancer.

Experience of consultations (diagnosis and follow-up)

A common theme across interviews was the impact of
negative experiences during diagnostic procedures, which
were highlighted as being among the most difficult of their
entire PCa experience.

C..you don’t know what’s going on because there is no support
until after the diagnosis.

For many participants the diagnostic process was long
and drawn out, with direct comparison made between the
process of diagnosis and follow-up procedures while on AS.

“...At diagnosis my scan took three weeks and my biopsy
results took four weeks. I almost missed my appointment because
the letter arrived the morning of the appointment by which point
I was climbing the walls.. It was just the same once I'd started on
active surveillance—I couldn’t deal with it...”

“Although active surveillance was attractive, I just couldn’t
go through the waiting every 12—18 montbs. It drove me crazy
after the second lot of biopsies so I chose to have surgery. I just
think they could sort this out so easily—its customer service. Good
service and people are happy...”

Shared decision making

Many men described the process of shared decision making
as being quite limited.

“.. It was confusing. I read that there were new guidelines on
active surveillance and the doctor told me they weren’t relevant
to me as I was part of an active surveillance trial. I just wanted
to discuss the implications of the guidelines, was it better or worse
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than the care I was getting...”

“...They didn’t seem to want me to participate in the
consultation; I felt as I they expected me to just agree to
whatever they suggested, with the briefest of explanations. I'm a
professional; I wouldn’t expect my clients to agree to something
Just because I told them to do it. I think the NHS is out of step
with the rest of the world in 2017!...”

Support and information needs

Participants consistently indicated that they required
information and support throughout all stages of their
encounter with PCa, including: psychological support,
descriptive information, AS research data and strategies for
self-care. They also mentioned preferring to discuss rather
than read information.

... Whilst there was plenty to read on the internet, it’s finding
people that have been through it that I found most helpful. ...
Often you can read and read but, at the end of the day, talking to
someone, is the most important part...”

Several participants indicated that they had not been
offered psychological support while on AS, though they felt
it was would have been helpful for coping or adjusting to
their PCa diagnosis.

“...1 just needed someone to off-load on. I couldn’t get through
on the phone...when I did, my nurse asked me what I was fussing
over. I beard about the hospital psychological support services
during my radiotherapy... Too little, too late!...”

... 1 felt like I did when I went through my breakdown in 92,
I’d lost control, I was spiralling. I think if they’d recognised this I
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could bave got the help I needed. .. I saw my GP, be recommended
that 1 bad treatment—it was the best advice I'd been given since
my diagnosis 3 years earlier, once I'd made the decision the weight
lifted...”

Participants also felt that the clinical team lacked
enthusiasm for AS.

“...1 asked the doctor for some references to the latest active
surveillance research. He said there wasn’t anything useful, be
sounded so bored by the question. I did my own research; there was
lots that interested me. I'm an engineer; I like to know how these
things work. In my line of work if an engineer isn’t engaged and
interested in what be’s doing mistakes bappen, I couldn’t risk it,
it’s my life...”

Several participants noted the difference in their
experience after choosing to have active treatment.

“...From the moment I choose active surveillance to the day I
choose to have treatment, I didn’t see the consultant—that was 2
and a balf years!...”

“...I chose radiotherapy, from that moment I was introduced
to my Nurse specialist and a support worker, I also met a specialist
radiographer who was going to see me every week during my
treatment. They sent me to a seminar...where I met more of
the team and lots of other patients...that was to prepare me for
treatment. I couldn’t have felt more love and support. I didn’t feel
nervous about the treatment at all. If they had done the same for
surveillance I might not have bad treatment...”

Administrative and organisational issues

Participants frequently described the lack of oversight in
relation to the complicated process of AS.

“...Suddenly he (the consultant) was interested in me. He
said he would see me next time. In all the time that they were
monitoring me (4 years) I'd only seen him once. It had been a
different junior doctor every time. I just didn’t bave the confidence
to go on with that.. If I'd seen him once a year even...I think
that would have been enough...”

“...1 would go to the effort of re-organising my scans so that
they fitted around my appointments as often the scan date fell
after the appointment, and then the bospital would call or send a
letter cancelling the clinic. ... That’s definitely an area they could
improve: at least reassuring the patient that their scan was ok,
instead of leaving them in limbo...”

While many respondents praised the responsiveness of
the clinical nurse specialists, they often felt nurses had little
power to change the service model.

“...I called my nurse, she was lovely and apologetic but
explained that there was no way of bringing my appointment
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forward as the scanner was back to back with people and the
theatre lists were all full... It was good to know the situation but
bardly reassuring. 1 remember that at least 2 of my scans were
cancelled and my biopsy date was pushed back...I felt like this
was a big cancer centre trying to ‘deal’ with a group of patients
that didn’t fit the normal ‘cancer patient’ stereotype. I even heard
people referring to us (patients on active surveillance) as the
‘worried well’...”

Some participants indicated that the process might be
more efficient if their follow-up consultation was via a
telephone call rather than a face-to-face appointment.

“...the doctor said he would ring me in a couple of days. A
week went by so I rang the hospital and asked what was going
on. I was told that the doctor would call me as soon as be was
available as the nurse ‘wasn’t allowed’ to give results over the
phone.. I wasn’t very bappy with that, 1 felt that anybody facing
a possible cancer diagnosis is going to be stressed...so to leave me
sitting there like a mug...”

“...When I bad to go for the MRI scan, I would be very
anxious waiting for those results because it often took weeks
to hear from the hospital. I don’t know how long it takes for
someone to review these things but if they knew how we felt
waiting perbaps it wouldn’t take so long. I felt quite resentful,
like my cancer was being de-prioritised because it didn’t need
treatment ...”

Partner, family and peer support

Interviewees also felt that the perception that men preferred
not to discuss ‘personal’ issues with one another was perhaps
an outdated stereotype perpetrated throughout the media
rather than a reality.

“...1 even caught my wife saying it to our daughter. She said
‘you know what men are like, be just won’t talk about it’, I did
though, I just didn’t know what to say to ber. I wanted to chat to
someone who was going through the same thing...”

Their accounts of discussing their experience of PCa
with other men where ever possible, particularly at informal
events and over social media, challenged this stereotype.

“...I'd never tweeted before but I’d had an account for a
while... mainly to follow my kids. I decided to reply to a tweet
from one of the cancer charities, when I did I was overwhelmed by
the response and feeling of support...I'm now rweeting about 3—4
times per day. I try to give support to others rather than getting
into anything controversial, but it works, it belps, 1 feel better...”

Many men felt that the opportunity to talk more with
other men in hospital (in waiting rooms, on wards etc.)
could have greatly improved the AS experience.
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“...Iwent to the hospital with my mate, the waiting area bad
volunteers in it, they were chatting to people as they came through
the door and answering any questions. I found out that they’d all
been diagnosed with cancer and treated at the bospital. One chap
bad bad his prostate removed a few months before. He couldn’t
stop praising the team, hospital and the experience. He looked
so well, it spurred me on to having treatment. I think if I'd met
someone that had been on surveillance for a few years I might
bave stuck with it....”

In some cases, the value of this interaction was
recognized only after sharing a hospital room with another
man following surgery for their PCa.

“....He really is one of my closest friends now. Having your
prostate out is such a strange thing to bond over, but every
appointment after our surgery we did together. It gives me a lift.
1 wish they’d had some way of putting men in touch with each
other when I was diagnosed...”

Many men described the significant influence their
partners had on their decision making. as the most difficult
element to balance while remaining on AS.

“...My wife wanted me to bave treatment, she never wavered.
To be honest, she wore me down. I went for surgery because she
wanted it, not because I did. If I'd been on my own I'd still be
monitored...”

Discussion

Our qualitative study describes the experiences of men
on AS for PCa who opted out despite no evidence of
progression. Findings suggest that experiences at diagnosis
and follow-up consultations, involvement in the decision-
making process, the extent of support and information
provided, organizational processes, and level of partner and
peer support can affect adherence to AS.

Given that the process of AS involves frequently repeating
the same tests as at diagnosis to monitor progression, a
negative experience during diagnosis could adversely affect
both the initial uptake and long-term adherence to AS.
Strategies to expedite diagnostic and subsequent surveillance
procedures for PCa should consider how best to reduce
the psychological morbidity associated with waiting for
diagnosis/test results over an extended period of time when
little supportive care is available. Co-ordination between
specialist hospital teams and GPs to develop a means of
checking on patients’ mental wellbeing during diagnosis
and providing psychological support where necessary, may
serve to reduce distress during the diagnostic phase (17) and
minimise the psychological burden of adhering to AS where
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repeated investigations are required.

Although interest in decision making varies among
patients, many men value involvement in the process (18).
Where patients are not able to actively participate, rates of
treatment adherence are known to suffer (19). Interviews
indicated that for many participants their orientation
toward involvement in cancer management changed over
time. Failure of the clinical team to respond to men’s
changing needs was indicated by more than two thirds of
participants as a reason for opting out of AS. Thus, a key
step toward improving adherence is to encourage health
care professionals to vary their approach to shared decision-
making in accordance with patients’ changing needs during
the course of AS.

Engaging partners and family in consultations can
serve to strengthen both the decision to undergo AS and
long-term adherence to this management approach by
creating a positive therapeutic alliance (20-23). Given good
communication is crucial for building trust in the clinician
and the system, creating shared understanding, developing
self-efficacy will ultimately encourage long-term adherence
to AS (24-26). Health care professionals involved in
managing AS patients might therefore benefit from training
to improving their communication skills.

There was a clear disparity between the views of men with
PCa and health care professionals regarding men’s need for
support and information whilst on AS (27). While individual
patients differ in the level of information and support
that they wish to receive, so too do clinicians fluctuate in
relation to how much they provide. Meeting the patients’
information needs can increase overall satisfaction (28),
facilitate participation during consultations (29), enhance
the patient’s ability to cope with illness (30) and promote
higher levels of trust in clinicians (31), all of which can
improve adherence behavior (18).

Interview participants highlighted the stark differences in
the provision of information and supportive care once they
decided to undergo radical treatment. This may be due to
the recent focus on multimodal ‘prehabilitation’ programmes
for cancer patients before treatment which provide patients
with self-management strategies that empower them and
ultimately lead to improved health outcomes (32). Of
particular relevance to AS is the application of a chronic care
model (33), which aims to improve the quality of life for
those living with cancer through self-management support,
alongside delivering decision support, organizational
change, and community resources (34,35). This approach is
one to consider where the goal is to improve adherence to
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surveillance in order to reduce the physical and emotional
burden of over-treatment of low risk PCa.

Participants also commented on the “old stereotype”
that men were uncomfortable discussing ‘personal’ issues
with peers and family members. They openly challenged
this by discussing their experience of AS with any man who
would listen, including at informal events and through
social media. Many participants also indicated that, due
to spending less time in hospital exposed to others going
through the same process, they missed out on opportunities
to share experiences with other men. One suggested
mechanism for peer support is to provide forums that
encourage open discussion of problems in a supportive
environment and promote peer learning (36). Consideration
should therefore be given to providing peer support
opportunities for men on AS, either via face to face support
groups or web based groups (37).

Finally, participants highlighted the need for more
efficient administrative processes for appointments that
allow easy movement between services such as imaging
and biopsy, and reduce uncertainty and helplessness
arising from delayed or cancelled appointments. Delays in
healthcare processes can greatly affect patient experience
and satisfaction (23). Healthcare providers and health
systems should therefore aim to provide a more ‘patient-
centred’ approach, whereby care is delivered in a way that
meets patients’ needs (38). While this could be achieved by
encouraging greater patient participation in this process (39)
structural changes within the health care setting, for
example to reduce waiting times, are also required (40).

While acknowledging that limited resources and staffing
issues may be barriers to addressing the issues raised in
these interviews, some practical approaches could include
offering telephone/virtual consultations and personalizing
follow-up (e.g., offering less intense monitoring schedules
to those who have stable disease). Adopting a more
personalized approach to care has been shown to improve
patient satisfaction while still being robust, efficient and
cost effective (41).

Strengths and limitations

Qualitative interviews are limited by the respondents’ ability
to accurately recall their thoughts, opinions and behaviours.
Participants recollections and perceptions can change and
be re-appraised over time. Some interview participants may
have placed more importance on being viewed as a ‘good
patient’ (42) and, not wishing to appear to be complaining
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about their treatment whilst on AS, have tailored their
accounts accordingly (43). However, qualitative interviews
provide participants with the opportunity to elaborate
in a way that is not offered through other qualitative
methods such as survey research. Interview methods enable
participants to share their experiences in their own words
and from their own perspectives rather than adapting their
perspectives to fit into limited response options.

Conclusions

Negative experiences at diagnosis, delays and inflexibility at
follow-up appointments, inaccessibility of the health care
team, lack of information and support, not being able to
connect with peers, being excluded from shared decision
making and perceptions of being considered a low priority
patient were identified as reasons why some men choose to
discontinue AS despite no signs of disease progression. The
provision of structured information and support, improved
communication and incorporation of shared decision-
making by health care providers could go some way to
addressing the unmet needs of men on AS for PCa and
ultimately serve to increase long term adherence.
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