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Abstract

Objective: Breast cancer patients for whom less intensive surveillance is sufficient
can be identified based on the risk for locoregional recurrences (LRRs). This study
explores health care professionals' (HCPs) perspectives on less intensive surveillance,
preferences for shared decision-making (SDM) about surveillance and perspectives
on the use of patients' estimated personal risk for LRRs in decision-making about
surveillance.

Methods: We conducted semi-structured interviews with 21 HCPs providing follow-
up care for breast cancer patients in seven Dutch teaching hospitals (Santeon
hospitals).

Results: HCPs were predominantly positive about less intensive surveillance for
women with a low risk for recurrences. They mentioned important prerequisites such
as clearly defined surveillance schedules based on risk categories, information provi-
sion and communication support for patients and HCPs. Most HCPs supported SDM
about surveillance and were positive about using patients' estimated personal risk for
LRRs. HCPs specified prerequisites such as clear visualisation and explanation of risk
information, attention for fear of cancer recurrence (FCR) and defined surveillance
schedules for specific risk groups.

Conclusion: Mentioned prerequisites for less intensive surveillance need to be
accounted for. Information needs and existing misconceptions need to be addressed.
Outcome information regarding risks for LRRs and FCR can enrich the SDM process

about surveillance.
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1 | INTRODUCTION

The Dutch national guideline defines post-treatment surveillance after
breast cancer as ‘scheduled medical examinations to detect signs of
potential recurrences or second primary tumours’ (NABON, 2012),
which is part of the broader follow-up care after treatment. Post-
treatment surveillance in the Netherlands is still one-size-fits all:
annual imaging and physical examination for at least 5 years after
treatment for all curatively treated patients, regardless of stage, age
or treatment combination (NABON, 2012). A more personalised
approach for surveillance after breast cancer should be considered as
research has shown that risks for recurrences differ per patient
(Witteveen et al., 2015); about half of the patients find recurrences
themselves in between surveillance moments (Geurts et al., 2017);
and studies have shown that more intensive surveillance is not more
effective in improving health related quality of life, timeliness of recur-
rence detection and survival than less intensive surveillance (Hgeg
et al., 2019; Lafranconi et al., 2017; Moschetti et al., 2016). For some
patients, the frequency stated in the current guideline may be appro-
priate, but for other patients, less intensive surveillance would be
more effective due to a low risk for recurrences (Witteveen
et al., 2020). Since every surveillance visit can be accompanied by
stress, less visits could lower the burden for patients. Furthermore,
less intensive surveillance can be more cost-effective for some patient
groups (Draeger et al., 2020). However, little is known about the per-
spectives of health care professionals (HCPs) on less intensive surveil-
lance after breast cancer in case of a low risk for recurrences.

The decision about the personalised post-treatment surveillance
after breast cancer can therefore be seen as a decision for which no
clear medical best option exists and for which shared decision-making
(SDM) is specifically suitable (de Ligt et al., 2019). SDM can be defined
as a process in which the patient and HCP decide together, based on
the best available evidence and the patient's values and preferences
(Elwyn et al., 2017; Stiggelbout et al., 2012, 2015). However, the
scarce studies about SDM regarding post-treatment surveillance after
curative breast cancer treatment suggest that SDM is rarely applied
for this type of decisions and HCPs' perspectives remain unclear
(Brandzel et al., 2017; Klaassen, Dirksen, Boersma, & Hoving, 2018).

The use of outcome information, such as the personal risk for
recurrence of breast cancer, can enrich the process of SDM about sur-
veillance. The INFLUENCE-nomogram is a validated prognostic model
to calculate the 5-year risk for locoregional recurrences (LRRs) after
breast cancer (Voelkel et al., 2019; Witteveen et al., 2015) and second
primary breast tumours (Volkel et al., 2021), based upon characteris-
tics such as TNM stage, receptor status and adjuvant treatment.
Although the INFLUENCE-nomogram has been available for some
years now its uptake in clinical practice is limited (Ankersmid
et al.,, 2021) and little is known about how this nomogram can best be
used in clinical practice and on how HCPs feel about using patients'
estimated personal risk for LRRs as part of the SDM process on
surveillance.

The aim of this study is to explore HCPs perspectives on less

intensive surveillance for patients with low risk for recurrence, their

attitudes (perceived benefits, barriers and prerequisites) about SDM
regarding surveillance and their perspectives on the use of patients'

estimated personal risk for LRRs in SDM about surveillance.

2 | MATERIALS AND METHODS
We conducted semi-structured interviews with 21 HCPs that provide
breast cancer care in seven Dutch teaching hospitals, which together

form the Santeon hospital group.

21 | Participants and procedures

We recruited three HCPs per hospital to achieve data saturation
(Weller et al., 2018). HCPs were selected based on their role in the
follow-up care process. Through an earlier assessment in each of the
Santeon hospitals (Ankersmid et al., 2021), the researchers had knowl-
edge on which specialisms were specifically involved in surveillance
for breast cancer patients. In each hospital, one or two HCPs of the
involved specialisms were approached for an interview (in total
24 HCPs). Three HCPs were approached but did not reply to the
invitation.

Interviews with the HCPs took place between August 2019 and
February 2020. The interviews lasted about 45 min each and were
performed by one researcher (JA), trained in conducting interviews.
All participants were informed about the aims and procedures of the
study before the interviews. All interviews were audio-recorded—with
prior permission of participants—and transcribed verbatim. Field notes
were made by JA during the interviews. Two of the interviews were
conducted with two of the participants at the same time and one of
the interviews took place by telephone due to pragmatic reasons. The
rest of the interviews were performed at an individual basis and took
place in one of the Santeon hospital locations. Data saturation was
achieved, because in the last three interviews no new categories were
identified.

This study was no subject to approval by an ethical committee.
All participants were informed about the aims and procedures of the
study before the interview and gave oral consent for audio-recording
of the interview and processing and reporting of the data for scientific

publication.

211 | Interview scheme

The interviews focused on a broad range of topics about preferences
regarding post-treatment surveillance. For this study we focused on
the following topics: (1) Perspectives on less intensive surveillance for
women with low recurrence risks; (2) attitudes regarding SDM about
surveillance; and (3) perspectives on the use of patients' estimated
personal risk for LRRs in SDM about surveillance. An interview guide
was used containing questions about each of these topics (see exam-
ples of the questions asked in Supporting Information S1). Questions
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were mainly formulated open-ended and non-directive. Most topics
started with an open-ended question followed by prompting ques-
tions to gain more specific information. Prompting questions were for-
mulated two-directional, for example, by asking for both the
advantages and disadvantages of less intensive post-treatment sur-
veillance. ‘Prerequisites’ were defined as ‘conditions that need to be
achieved or actions that need to be taken prior to something else’, for
example, the implementation of less intensive surveillance or SDM
about surveillance. HCPs were provided with a written version of the
definitions (stated from the guideline) of follow-up, aftercare and
post-treatment surveillance to be able to focus on post-treatment sur-
veillance in the interviews.

2.2 | Data analysis

Data analysis was performed using Atlas.ti 9 for Windows. Transcripts
were coded by two independent coders (JA & MB). Analysis was per-
formed using the framework analysis method, which is a combination
between inductive and deductive approaches (Gale et al., 2013). The
topics mentioned above formed a base for the thematic framework.
Within each main topic we searched, inductively for themes that
emerged from the data. The coders discussed their individual findings
several times and any differences in coding were solved based on con-
sensus. Remaining inconsistencies in coding were discussed with a

third coder (CD) until consensus was reached.

3 | RESULTS

3.1 | Characteristics of participants

In Table 1 the number of HCPs per specialism is displayed. In each of
the seven hospitals, three HCPs were interviewed. Most participants
were surgical oncologists (N = 8, 38%) and nurse practitioners (NPs)
of the surgery department (N = 7, 33%). The majority of the respon-
dents worked at the surgery department since surveillance after
breast cancer is mostly coordinated by this department. Most respon-
dents were female (N = 18, 85%) and the working experience in their

specialism ranged from 1 to 20 years with a mean time of 8.5 years.

TABLE 1 Interviewed HCPs per specialism (N = 21)

Specialism N % of participants
Surgical oncologist 8 38.1%

Nurse practitioner surgery department 7 33.3%

Medical oncologist 2 9.5%

Nurse practitioner oncology department 1 4.8%

Breast cancer nurse 2 9.5%

General physician 1 4.8%

3.2 | Perspectives on less intensive surveillance for
women with a low risk for recurrences

HCPs were predominantly positive about less intensive surveillance
for women with a low risk for recurrences. All perceived benefits, bar-
riers and prerequisites are displayed in Table 2. HCPs indicated sev-
eral benefits for patients, such as a lower burden of the surveillance
(psychological as well as physical and practical) (N = 19), lower costs
(deductible) (N = 7), and a higher confidence of patients in their body
due to a low risk for recurrences and therefore not requiring more
intensive surveillance (N = 3). Named benefits for hospitals and HCPs
were lower burden of surveillance on outpatient clinics and radiology
departments (N = 9) and effective use of resources (N = 9). As bene-
fits for patients, hospitals and HCPs, HCPs mentioned lower costs for
hospitals and for society through lower health care insurance costs
(N=16) and a reduction of secondary findings and overdiagnosis
(N = 2). The most mentioned perceived barriers for patients were pos-
sible later detection of recurrences and second primary tumours
(N = 16) and increased fear and anxiety among patients who are not
reassured (N = 12). Most named perceived barriers for care and HCPs
were fewer opportunities to evaluate medical practice and care out-
comes (including studies) (N = 5) and for monitoring of needs for
aftercare among patients (N = 4). Most brought up prerequisites were
clearly defined surveillance schedules based on risk categories
(N =17), information provision and communication support for
patients and HCPs containing evidence on surveillance schedules
based on risk categories (N = 14) and easy access to HCPs in case of

worries (N = 7).

3.3 | Shared decision making about personalised
post-treatment surveillance

Interviewed HCPs indicated that, currently, no SDM about post-
treatment surveillance takes place. However, about 71% (N = 15) of
the interviewed HCPs has a positive attitude towards SDM about
post-treatment surveillance. Most mentioned reasons for SDM were
patient empowerment (N = 11), patient centred care (N = 6) and
increased patient satisfaction (N = 5). Most mentioned reasons
against SDM were that it could lead to less or more intensive surveil-
lance than deemed necessary by the HCP (N = ¢); that it costs time
(N = 6); and that some patients do not want or are not capable
enough to participate in decision-making (N = é).

In Table 3, the mentioned prerequisites for SDM about post-
treatment surveillance are displayed. The most named prerequisites
were having a framework for options and patient selection for
decision-making (N = 9); information provision (well-framed) (N = 8);
and having sufficient time (N = 3).

Table 4 shows which information is necessary for patients
(according to HCPs) to participate in SDM. These information needs
can be broadly divided into information on the options for
(personalised) surveillance (N = 11); the nature and risks of the exami-

nations (including radiation) (N = 11); the aim of surveillance (N = 8);
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TABLE 2

Perceived benefits

Benefits for the patient

Category Subcategory

Less moments of stress and anxiety
during imaging, physical examination
and while waiting for results

Lower burden Psychological

Less moments of feeling like a patient
again

Less moments of stress and anxiety in
weeks/days before surveillance

Physical Radiation
Pain and discomfort mammography
Practical Having to travel to hospital and spend

time at hospital

Having to take time off during working
hours

Burden for caregivers

Lower costs Lower costs for patients (deductible)

Higher confidence of patients in their body due to low risk
and not requiring more intensive surveillance

Confidence in body

Benefits for hospitals and HCPs

Lower burden surveillance on outpatient clinics and
radiology departments

Lower burden

Efficient care Effective use of resources and efficient healthcare

Benefits for patients, hospitals and HCPs

Lower costs for hospitals and for society through lower
health care insurance costs

Lower costs

Reduction secondary findings Reduction of secondary findings and over diagnosis

and overdiagnosis

Perceived barriers
Barriers for patients
Category

(Possibly) later detection of recurrences and second primary tumours

N (%)
13 (62%)

13 (62%)

3(14%)

13 (62%)
11 (52%)

7 (33%)

2(10%)

1(5%)

7 (33%)

3(14%)

9 (43%)

9 (43%)

16 (76%)

2 (10%)

N (%)
16 (76%)

Perceived benefits, barriers and prerequisites for less intensive surveillance for women at a low risk for recurrences

Example quote

‘You have to go to hospital again. You
have to wait for a result in the same
room where you were once diagnosed.
So it's also a psychological burden’.—P8

‘In particular, let the patient be less of a
patient’.—P14

‘A lot of women say ... I'm not concerned
about it at all until | have my picture
taken once a year. So | can imagine that
that [less intensive surveillance] might
also give a bit of peace of mind’.—P1

‘Less radiation for the patient’.—P10

‘They do not have to undergo a
mammogram, which is often painful.
Especially in the operated breast’.—P5

‘Sometimes coming to the hospital is also a
burden’.—P13

‘They have to take a leave of absence for
that’.—P3

‘Some patients think it's a waste of my
time, or a waste of their own time, or
that of their informal caregiver’.—P9

‘I do not know how expensive it is to have
a consultation. But | can imagine that
you do have to pay your deductible. And
if you do not have such a high income,
that's quite a burden’.—P5

‘Maybe they can also feel that their illness
is not so bad, if they do not have to
come back so often’.—P15

‘It's less burden on the hospital in terms of
radiology slots and consultation slots’.—
P16

‘Like this, you have more room for new
patients and other counselling’.—P9

‘That healthcare costs will be lower if you
do not routinely perform mammograms
for everybody each year’.—P19

‘Ultimately, the costs [of the hospital] are
passed on to the patient’.—P20

‘Maybe less often secondary findings that
you have to deal with. Things you did
not need to know’.—P10

Example quote

‘Early detection would be missing, so that
you detect a local recurrence in the early
stages and can easily treat it’.—P1
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TABLE 2 (Continued)

Perceived benefits

Increased fear and anxiety among patients who are not reassured 12 (57%)  ‘Yes, it can create tension in patients. Like,
how do they know that cancer really has
not come back if it's not looked at?’—
P16

Barriers for care and HCPs

Fewer opportunities to evaluate medical practice and care outcomes 5(24%) ‘You may have fewer pictures of the breast
itself, so your image of the patient's
breast is no longer annual’.—P9

Fewer opportunities to monitor needs for aftercare among patients 4(19%) ‘That moment when we see people is also
linked to that mammogram. And that's
where we do often detect anxiety, or
relational tension, or intimacy issues
that otherwise just do not come up’.—P9

Higher demand for unstructured care moments in hospital or at GP 3(14%) ‘Maybe people will come more often in
between appointments’.—P13

Fear of legal charges in case of recurrence 2(10%) ‘If you do not properly inform patients in
advance and you miss something, you
can face legal charges as a clinician’.—
P5

Fear of letting patients go after treatment 1(5%) ‘| think we [HCPs] also find it a little scary
to do that [surveillance] right away
every two years’.—P7

Less income for hospitals due to less imaging and consultations 1(5%) ‘The hospital also makes less money from
it’.—P1

Perceived prerequisites

Category N (%) Example quote
Clearly defined surveillance schedules based on risk categories and scientific substantiation 17 (81%)  ‘You have favorable groups and
understandable for patients and HCPs unfavorable groups. You have to define

those groups well and you have to be
able to justify why you omit
surveillance’.—P11

Good information provision for patients and communication support for HCPs 14 (67%) ‘| think it starts with a good explanation ...
being able to tell a patient that someone
has a low risk of recurrence. And that
therefore you can indeed safely omit it
[surveillance] then’.—P3

Low threshold access to HCPs in case of worries or complaints 7 (33%) ‘That there is a place where a patient can
always go when they have questions’.—
P15

Preparation and training of GPs 3(14%) ‘GPs need to be properly trained, because

they do need to know what to be aware
of and what to look out for as well’.—P8

Undiminished attention for aftercare for (late) effects of the breast cancer and treatment 1(5%) ‘| also think about the late effects, we
should not forget about those’.—P2

Monitoring of the impact of less intensive surveillance on detection, type and stage of 1(5%) ‘Monitor whether we see more frequent
recurrences recurrences that are at a more advanced
stage’.—P15
alarm signals for recurrences (N = 8); the risk for LRRs and second pri- However, most HCPs agreed that SDM should take place after the
mary tumours (N = 7); and information about disease and treatment end of active treatment (N = 12) so that patients can have a better
characteristics (N = 2). view on what the decision regarding surveillance entails and have
Preferences for which HCP should guide SDM about surveillance more time to think about which considerations may play a role

and about when SDM should take place varied strongly between HCPs. for them.
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TABLE 3

Category N (%)
9 (43%)

Framework for options and patient
selection for decision-making

Information provision (well-framed)

Time 3(14%)

All steps of the shared decision-making
process should be followed

Attention for motives that can play a role
in decision-making, but that can be
changed outside of surveillance
schedule

Announcing to patient that there will be a
decision to make about surveillance
early in the care trajectory

Capacity to participate in decision-making
(patient)

Agreements made in decision-making
should be reported and clear for team

Trust 1(5%)
1(5%)

Clear starting point for surveillance

Patient should bring someone to the
consultation

3.4 | Use of patients' estimated personal risk for
locoregional recurrences in decision-making about
personalised surveillance

Most HCPs (N = 16) were positive about the use of patients' esti-
mated personal risk for LRRs (calculated with the INFLUENCE-nomo-
gram) in decision-making about personalised surveillance. One HCP
was in doubt because presenting the risk could cause anxiety for
patients and for one HCP the preferences for the use of risk informa-
tion were unclear. One HCP was against the use of risk information,
because it might be too confronting for patients.

HCPs that were positive said that it is an important part of infor-
mation provision and that it helps to make patients more aware of the
relatively low risk and potential benefits of surveillance (N = 9): ‘Peo-
ple frequently overestimate the risk. For that group, it is really good to
make it transparent’.—P4. Furthermore, they mentioned that providing
risk information enables patients to participate in shared decision-

making about surveillance (N = 7) and that it can reassure patients to

8(38%)

3(14%)

3(14%)

2 (10%)

2 (10%)

2 (10%)

1(5%)

Perceived prerequisites for shared decision-making about post-treatment surveillance after breast cancer

Example quote

‘You do have to have a margin or a
framework within which you can play
around’.—P12

‘You have to provide the patient with
sufficient information to be able to
participate in the conversation’.—P15

‘| think ... that it will not all work out in the
time that's available. That it just takes more
time’.—P21

‘You have to tell the patient: There is
something to choose, one choice is to do
nothing and we are going to decide it
together’.—P6

‘You have to have questioned the motives and
considered together whether you can
support them in any way. So if | were to
offer pain relief or if | were to offer that the
patient would get the results within an
hour, instead of three days. Whether it
would then be acceptable’.—P10

‘They need to know what to expect from an
early stage’.—Pé6

‘That means that the patient also has to be
able to read and understand things to some
extent’.—P6

‘You tell the patient: if there is something
wrong, just call, and when the patient calls,
the doctor's assistant tells them: go and see
your GP, or do this or that’.—P9

‘You need trust’.—P2

‘If you can make a really good starting point,
then that patient has the confidence’.—P3

‘Preferably, the patient should bring someone
with them to the hospital’.—P6é

know that their risk is low (N = 6). One HCP mentioned that it can
help HCPs to be more aware of the risk for recurrences.

However, HCPs also saw some difficulties with the use of risk
information, such as uncertainty of predictions on an individual level
which can make risk information feel unpersonal (N = 8); that a high
risk can be burdensome or too confronting for patients (N = é);
doubts about which risks to present (e.g., only the risk for LRRs or
also distant metastasis, DM) (N = 3); decisional regret in case of a
recurrence in case of low risk (N = 1); and concerns about the time
required for explanation and repetition of the risk information
(N =1).

The following aspects were mentioned most often as important
prerequisites for the use of risk information: Clear representation and
explanation of risk information (with attention to framing and lan-
guage) (N = 9); defined frameworks for risk groups and options for
follow-up for these risk groups (N = 7); attention to other factors
besides risk that play a role decision making (e.g., fear of recurrence

and personality) (N = 6); and trustworthy risk information (N = 4).
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Category

Information on the options for
(personalised) surveillance (N = 11,
52%)

Information on the nature and risks of
the examinations (including radiation)
(N =11, 52%)

Information on alarm signals for
recurrences (N = 8, 38%)

Information on the aim of surveillance
(N = 8, 38%)

Information on the personal risk for
locoregional recurrences and second
primary tumours (N = 7, 33%)

Subcategory

Advantages and disadvantages of
personalised surveillance checks
(frequency, duration)

Recurrences are often found by women
themselves in between regular
surveillance moments/limited added
value of surveillance in detecting
recurrences

More intensive surveillance is not more
effective

Early detection is not the most important
factor in prognosis when a recurrence
oceurs

Which examinations can be used in
surveillance? (advantages/disadvantages)

Limited added value of physical examination
in detecting recurrences

Alarm signals for recurrences and
designated contact person

What symptoms can occur, but are not
alarm signals for recurrence?

How to perform self-examination

It is ok to report your complaints to your
health care professional

It is ok to wait 1 week in case of complaints

Surveillance is a momentary measurement

Surveillance is not meant for active search
for distant metastasis

Surveillance does not prevent from
recurrences

Role of different health care professionals
during surveillance

Difference between aftercare and
surveillance

Personal risk for recurrence

After 5 years the risk for recurrences still
exists

N (%)
5(24%)

4(19%)

3(14%)

2(10%)

11 (52%)

2 (10%)

5(24%)

4(19%)

3(14%)

2(10%)

1(5%)

5(24%)

4(19%)

4(19%)

3(14%)

1(5%)

4(19%)

2(10%)

~WI ]_Eijf“

Information needs in shared decision-making about post-treatment surveillance after breast cancer

Example quote

‘And then you have those kinds of discussions,
like, do you really need to have that
mammogram every year?’—P18

‘And often when a recurrence is found, that
patient feels it’.—Pé

‘You have to explain why it can be done once
a year or less often’.—P8

‘Whether you see metastases in your back
now or two months from now, it does not
matter for the prognosis’.—P2

‘You have to explain why not every patient
always gets a scan of the whole body,
because many patients want that too’.—P7

‘| think people place an undue value on
physical examination’.—P3

‘With these and these complaints, please
contact ..."—P8

‘That you can give a kind of summary on
paper to the patient. These treatments you
have had, these could be side effects that
you maly still experience’.—P16

‘And an appendix with instructions on how to
self-examine the breast’.—P4

‘That you can ring the bell in that time in
between. That you do not have to wait for
your exams’.—P10

‘And it is important that people also learn to
deal with their own complaints ... and
sometimes have to wait a few days’.—P7

‘Then they have had the result of the
mammogram and they are all happy. But of
course, it's just a snapshot in time’.—P3

‘Also about why the rest of the body is not
looked at, i.e. metastases’.—P1

‘People prefer to have a full body scan every
six months. Because they think that by
doing so they can prevent [the cancer from
coming back]’.—P8

‘Who the health professionals are, i.e. the
contact details of the health professionals
and the designated contact person’.—P4

‘You also have to explain the difference in
aftercare and surveillance, so that it is clear
to patients’.—P4

‘What | try to tell patients is that the chances
of a recurrence of breast cancer is very
small’.—P5

‘Patients often think, oh, I'll stay under
surveillance for five years and after those
five years, well, then I'll be cured. Or then |
cannot get cancer anymore’.—P10

(Continues)
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TABLE 4 (Continued)

Category Subcategory

Amputation of the breast does not mean
cancer cannot recur locally

Information about disease and treatment

characteristics (N = 2, 10%) characteristics

HCPs indicated that risk information is currently mostly used by
medical oncologists to decide about (neo-) adjuvant systemic therapy,
but not yet for decisions about post treatment surveillance. Medical
oncologists mostly used Predict (Wishart et al., 2012), a prediction
tool, to estimate risk information. The three most mentioned best
practices for the use of risk information in decision-making were filling
in the prediction model in the presence of patients and explaining risk
factors and parameters (N = 8); translating statistical data to the situa-
tion of the patients (concretizing) (N = 5); and explaining the uncer-
tainty of prediction on an individual level (N = 5).

4 | DISCUSSION

This study examined HCPs perspectives on less intensive surveillance
for women with a low risk for recurrences, attitudes towards shared
decision-making about surveillance, and perspectives on the use of
patients' estimated personal risk for LRRs in shared decision-making
about surveillance.

Most HCPs do recognise the need for personalised surveillance
and are open to less intensive surveillance for patients with a low risk
for recurrences. Since surveillance also comes with individual costs
such as increased burden and anxiety and societal costs, the benefit-
cost ratio can be different for different risk groups. A simulation study
by Draeger et al. (2020) has shown that a considerable reduction of
clinical visits and associated costs could be achieved when applying a
risk-based strategy for surveillance after breast cancer, for example,
by using the INFLUENCE-nomogram for risk estimations (Draeger
et al., 2020). This would lower the burden of surveillance for patients,
health care institutions and HCPs.

In this study we identified important prerequisites for less inten-
sive surveillance for patients with a low risk for recurrences. One of
the important prerequisites that were mentioned was a low threshold
for access to HCPs in case of worries or complaints. Another prerequi-
site was undiminished attention for aftercare for consequences of the
breast cancer and treatment. In case of less intensive surveillance,
aftercare should be organised in a more flexible manner (Davies &
Batehup, 2011). A more patient-led, open access or GP-led approach
for aftercare could be an example of flexible aftercare. Open access
follow-up has shown to be a feasible alternative to routinised
hospital-based follow-up in a study by Kirshbaum et al. (2017).
Another alternative would be to implement regular monitoring of rele-
vant patient reported outcomes (PROs) to monitor and address

patients' needs when necessary (Riis et al., 2019). This approach is

Information about disease and treatment

N (%) Example quote
1(5%) ‘Some think, if | get my breast removed, |

will not get anything back at all’.—P2

2(10%) “To give an insight into the results of all

diagnostic tests, of the procedures and
treatments that have been carried out’.—P4

also being explored in colorectal- and ovarian cancer populations
(Kargo et al., 2021; Kotronoulas et al., 2017).

Currently, no SDM takes place about post-treatment surveillance
(Ankersmid et al., 2022). The majority of HCPs indicate to be open for
SDM about this surveillance in clinical practice. Yet, we need to
address information needs and existing misconceptions in order for
patients and HCPs to participate in SDM. These results are in line with
findings in other studies with patients, in which patients indicated that
they do not feel informed enough to participate in (shared) decision-
making about surveillance (Ankersmid et al, 2022; Brandzel
et al,, 2017). In the current study, we identified a range of topics that
are important to address in the process of SDM according to HCPs,
such as information on the aim and options for surveillance and the
advantages and disadvantages of these options; and information on
alarm signals and risk for recurrences.

One way to address these information needs in a structural man-
ner is through a patient decision aid (PtDA). PtDAs are evidence-
based tools designed to help patients make specific and deliberated
choices among healthcare options (Stacey et al., 2017). Currently,
there is one PtDA available for aftercare (Klaassen, Dirksen, Boersma,
Hoving, Portz, et al., 2018). However, this PtDA does not explicitly
separate aftercare from surveillance which makes it hard to personal-
ise these two types of care during follow-up. Furthermore, it does not
inform patients about their personal risk for recurrences. This infor-
mation is essential for patients to put the added value of surveillance
into context (Janz et al., 2017).

The majority of HCPs were open for the use of information on
the personal risk for recurrences in decision-making about post-
treatment surveillance. This is in line with the developments in oncol-
ogy as risk calculations are increasingly used to guide shared decision-
making (Engelhardt et al., 2014, 2015). However, to our knowledge,
no studies have examined the use of risk calculations in decision-
making about surveillance before. HCPs indicate some important pre-
requisites. One point that HCPs were hesitant about was on whether
or not risks for DM should also be provided next to the risk for LRRs.
However, post-treatment surveillance is not primarily aimed at detec-
tion of DM as active surveillance for DM does not increase overall
survival (NABON, 2012). It is therefore important to inform patients
and HCPs clearly about the aim of surveillance and to emphasise the
importance of self-examination and empower patients to be aware of
their own body.

Other types of outcome information could further enrich the pro-
cess of SDM about post-treatment surveillance, for example, informa-

tion about the extent to which patients experience fear of recurrence
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(FCR) and cancer worries after treatment. Research shows that many
patients experience FCR after treatment and that the levels of FCR
can fluctuate over time (Custers et al., 2020; Willems et al., 2016).
Other studies among patients show that FCR could play an important
role in experiences with and therefore preferences for surveillance
(Brandzel et al., 2017). Providing patients with outcome information
on FCR on a N = 1 or aggregated level can help to put into perspec-
tive the level of FCR of that individual patients experience and its'
relation with her preferences for surveillance. Furthermore, discussing
FCR more structurally can help in advising patients with high levels of
FCR on managing their worries or referral to suitable (existing) inter-

ventions or supportive care.

4.1 | Strengths and limitations

To our knowledge this is the first study that examines HCP perspec-
tives on less intensive surveillance for women with a low risk for
recurrences, attitudes towards SDM about surveillance and perspec-
tives on the use of patients' estimated personal risk for LRRs in
decision-making about surveillance. A strength is that we have inter-
viewed a relatively homogenous group of participants in terms of their
specialism, as most of the participants were SOs or NPs of the surgery
department. Another strength is that we have interviewed HCPs in
Santeon teaching hospitals with dedicated breast centres. This study
also has limitations. First, even though we made the separation
between surveillance and aftercare, in current practice these concepts
are intertwined. That's why sometimes it remained difficult to address
surveillance as a separate topic. Second, although it is plausible that
similar identified topics apply to other settings such as (types of) hos-
pitals or countries, the results of the study may not be completely
generalisable to breast centres in other countries. Finally, although
this study provided insight into a range of topics that HCPs find
important in SDM about personalised surveillance, it is important to
perform more research using a more quantitative approach to get
insight into the percentage of HCPs with a certain point of view and
to explore possible causes for variation. A large-scale survey could be
fit for this purpose.

4.2 | Implications for practice

Through this study, we learned about the perceived advantages and
disadvantages about less intensive surveillance; we identified implica-
tions of and prerequisites for shared decision making about
personalised post-treatment surveillance; and we explored HCPs per-
spectives on the use of information on patients' estimated personal
risk for LRRs in SDM. Currently, we are using this knowledge in com-
bination with the knowledge we have acquired on the informational
needs of patients and HCPs to develop a tool and a multi-component
implementation strategy to support the process of SDM about post-
treatment surveillance.

43 | Conclusion

Prerequisites such as clearly defined surveillance schedules based on
risk categories, good information provision and low threshold access
to HCPs need to be fulfilled when implementing less intensive surveil-
lance for patients with a low risk for recurrences. SDM about post-
treatment surveillance is desired by HCPs. However, information
needs and existing misconceptions need to be addressed to enable
patients to participate in SDM. Outcome information regarding the
personal risk and fear for recurrence can enrich the SDM process

about surveillance.
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