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Abstract

Background The increasing group of melanoma survivors reports multiple unmet needs regarding survivorship care
(SSC). To optimise melanoma SSC, it is crucial to take into account the perspectives of oncological healthcare provid-
ers (HCPs) in addition to those of patients. The aim of this study is to gain an in-depth understanding of HCPs' per-
spectives on appropriate melanoma SSC.

Methods Four online focus groups were conducted with mixed samples of oncological HCPs (dermatologists,
surgeons, oncologists, oncological nurse practitioners, support counsellors and general practitioners) (total n=23). A
topic guide was used to structure the discussions, focusing on perspectives on both SSC and survivorship care plans
(SCPs). All focus groups were recorded, transcribed verbatim, and subjected to an elaborate thematic content analysis.

Results Regarding SSC, HCPs considered the current offer minimal and stressed the need for broader personalised
SSC from diagnosis onwards. Although hardly anyone was familiar with SCPs, they perceived various potential ben-
efits of SCPs, such as an increase in the patients'self-management and providing HCPs with an up-to-date overview
of the patient’s situation. Perceived preconditions for successful implementation included adequate personalisation,
integration in the electronic health record and ensuring adequate funding to activate and provide timely updates.

Conclusions According to HCPs there is considerable room for improvement in terms of melanoma SSC. SCPs can
assist in offering personalised and broader i.e., including psychosocial SSC. Aside from personalisation, efforts should
be focused on SCPs'integration in clinical practice, and their long-term maintenance.
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Background

The incidence of cutaneous melanoma has been steadily
increasing and reached over 300.000 new cases world-
wide in 2020 [1]. Novel therapies, including immune
checkpoint inhibitors (ICIs) and targeted therapies
(BRAF+ MEK inhibitors), have led to an increased
overall survival of patients with advanced disease [2,
3], converting metastasised melanoma into one of the
first potentially curable cancers [4]. Consequently, more
patients with melanoma are able to resume their lives,
albeit with very variable prognoses, both within and
between stages [5]. In-depth qualitative research has
shown that metastatic melanoma patients have unmet
needs in terms of survivorship care (SSC) such as the
need for tailored information and broader supportive
care [6]. Furthermore, even in patients with a thin (lower
stage) melanoma — for whom the prognosis in most cases
is excellent — the impact of the diagnosis is often signifi-
cant and they need more SSC than currently provided
[7].

SSC is defined as care provided to cancer survivors,
focusing on prevention and identification of treat-
able cancer recurrences, second cancers, late effects and
improving quality of life [8]. A central component of and
a tool to provide SSC is a survivorship care plan (SCP),
which aims at informing patients about the disease, treat-
ment and its possible effects and improving coordination
of care [8]. The recommended categories of SSC [8, 9]
and components of SCPs [8, 10] are listed in Table 1. Pro-
viding adequate SSC can fulfil the unmet needs of cancer
survivors including those with melanoma [6].

Despite the recommendation of the American Insti-
tute of Medicine (IOM) to provide all cancer survivors
with an SCP [8], adopted by the Dutch melanoma guide-
line [11] as well as international (melanoma) guidelines
[9, 11], implementation in clinical practice is limited
[12, 13]. Only 5-52% of the healthcare providers (HCPs)
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provide their patients with an SCP [12]. When compar-
ing cancer types, patients with melanoma appear least
likely to receive an SCP [14]. These data, together with
the reported unmet SSC needs, signal suboptimal pro-
vision and implementation of SSC and SCPs in mela-
noma care. Furthermore, little is known about how HCPs
should provide SSC to patients with metastatic diseases
with such varying prognoses as melanoma.

To optimise melanoma SSC, it is crucial to take into
account the perspective of oncological HCPs, in addition
to those of patients. However, how oncological HCPs
view melanoma SSC and what they consider important
regarding this topic has not yet been described in cur-
rent literature. Therefore, the aim of the present study is
to gain an in-depth understanding of the perspectives of
oncological HCPs on appropriate melanoma SSC. This
will enable tailored melanoma SSC to both patients’ and
HCPs’ needs, which may lead to better implementation
and effectiveness in clinical practice [8, 12, 15].

Methods

Study design and methodological considerations

A qualitative online focus group design was chosen as
qualitative research is particularly suitable for in-depth
exploration of experiences and perspectives on a par-
ticular subject [16]. Moreover, focus groups are expected
to provide rich and diverse data because of the interac-
tion between participants [17]. Due to the COVID-19
pandemic, we decided to organise online focus groups
instead of face-to-face meetings to prevent unneces-
sary group gatherings. The reporting of this study fol-
lowed the Consolidated criteria for Reporting Qualitative
research (COREQ) [18].

Setting and participant selection
This study was conducted as part of a project in which
a personalised SCP for melanoma survivors will be

Table 1 Recommended categories of SSC and components of SCPs by the IOM [8]

Recommended categories SSC?% 9

Recommended components of SCPs°8 1°

1. Information and education about the disease, its treatment and the pos-
sible early and late effects;

2. Identification and treatment of the disease and therapy effects on all
possible domains (i.e. physical and psychosocial, including work- and
insurance-related);

3. Oncological follow-up with surveillance for cancer progression, recur-
rences or second cancers;

4. Coordination between all the healthcare providers involved in the care
process, to make sure all of the survivor’s health needs are met

- Cancer type, treatments received, and their potential consequences;

- Specific information about the timing and content of recommended
follow-up;

- Recommendations regarding preventive practices and how to maintain
health and well-being;

« Information regarding employment and health insurance; and

« Information on the availability of psychosocial, nutritional, and other
supportive services

@ SSC=Survivorship care, i.e. the care provided by either specialists or primary care providers to all cancer survivors, focusing on prevention, ensuring access to

effective interventions and helping patients to improve their quality of life

b SCP =Survivorship care plan, i.e. comprehensive care summary and follow-up plan that is clearly and effectively explained and consists of critical information

needed for the survivor’s long-term care
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developed. In this project, melanoma survivors are
defined as individuals diagnosed with melanoma (stage
I—1IV) [10, 19]. However, ‘survivor’ and ‘patient’ are used
interchangeably throughout this article. This project
was performed in the region of Groot-Rijnmond with
one participating academic hospital (Erasmus Medical
Center) and four non-academic hospitals (Albert Sch-
weitzer Hospital, Franciscus Gasthuis & Vlietland and
Maasstad Hospital). Within this region, melanoma care
is often multidisciplinary in nature and shared between
specialists and primary-care providers [20]. For stage
I follow-up is mainly GP-led, for stage II and III both
dermatologist- and surgical oncologist-led and mainly
oncologist-led for stage IV melanoma. This long-term
care is covered by mandatory state insurance and if ongo-
ing income is not covered by an employer, a sickness ben-
efit provides a temporary income for these patients for a
maximum period of 2 years [21].

To select participants, each participating hospital was
asked to provide a list of all their HCPs involved in mela-
noma care i.e., dermatologists, surgeons, oncologists,
oncological nurse practitioners, support counsellors and
general practitioners (GPs). Eligible participants had to
work within one of the participating hospitals or larger
region and had to speak the Dutch language well. Poten-
tial participants received information about the study by
email and could apply by filling in an online form (Addi-
tional file 1). They were offered a small thank-you gift
for participation. Thirty-two HCPs were willing to par-
ticipate. Based on their availability and using a purposive
sampling method [22], 24 HCPs were invited to partici-
pate. The aim was having a variable sample in terms of
age, sex, hospital type, profession and field of medicine
in each of the focus groups. All participants signed a con-
sent form. After four focus groups, varying from five to
six HCPs per session, data saturation was reached i.e., no
new themes were identified from the data [23].

Data collection

Prior to the focus groups participants completed a short-
self-administered questionnaire to collect demograph-
ics and received instructions on how to participate in
the online sessions. The focus groups were held through
Microsoft Teams® and moderated by at least two of four
researchers, including a female medical doctor (N.K.),
female medical student (R.B.), female psychologist (M.L.)
and female dermatologist (M.W.). All participants knew
the researchers’ background and reasons for doing the
research. One researcher (N.K. or R.B.) took notes during
the focus groups. The focus groups lasted 90 to 120 min.
A topic guide, which was based on relevant literature [6,
8, 12, 15, 24], was used to structure the discussion (Addi-
tional file 2). Four main topics were addressed: perceived
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impact of melanoma on patients, current SSC/SCP prac-
tices, opportunities for improvements and perceived
facilitators and barriers using SCPs. All focus groups
were both audio- and video recorded.

Data analysis

All recordings were transcribed verbatim in anonymised
form. Video recordings were used to link statements to
the correct participant. All transcripts were analysed
using Nvivo version 12°. An elaborate thematic con-
tent analysis was performed consisting of several phases
[25]: first, the researchers familiarised themselves with
the data by rereading and summarizing each transcript
[25, 26]. Subsequently, the transcripts were coded by
one researcher (N.K. or R.B.) and then checked by a sec-
ond researcher (N.K. or R.B.). During this initial coding
process, the researchers identified all potential relevant
themes [25]. The resulting unstructured list of initial
codes was discussed with a third researcher (M.L.). In
the second phase of analysis, the codes were sorted into
a more structured coding list: relationships between all
initial codes were identified and organised into main-
and subthemes by two researchers (R.B. and N.K.). The
resulting, structured list of candidate themes was dis-
cussed within the multidisciplinary research team (N.K.,
R.B., M.L.) until consensus was reached. In the final
phase the list of candidate themes was reviewed, further
refined and named (N.K., R.B., M.L. and M.W.), followed
by checking them in accordance with the complete data
set (N.K. and M.L.) [25].

Results

Participant characteristics

Characteristics of participating HCPs and group compo-
sitions are displayed in Table 2.

Perspectives on appropriate melanoma SSC including SCPs
The analysis resulted in 4 main themes and 13 sub-
themes (Fig. 1), which are discussed below.

Current SSC Suboptimal

Minimal offer of SSC

HCPs regarded the current offer of melanoma SSC mini-
mal and highlighted the difference with SSC offered to
survivors of other types of cancer (e.g., breast- and colo-
rectal cancer).

I think it’s limited, especially compared to the SSC
for other malignancies [...] So no, I'm not that
impressed by it [current melanoma SSC]. To be hon-
est, my follow-up consults with melanoma patients
never take very long. — Surgeon, male, 57 (HCP22)
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Table 2 Characteristics of focus group participants (n=23)

Participant Sex Age Hospital Specialty Frequency of
involvement in
melanoma care

Focus group 1

HCP1 F 51 EMC Support counsellor Monthly
HCP2 M 53 EMC Surgeon Daily
HCP3 M 37 EMC Oncologist Daily
HCP4 F 33 EMC Oncology nurse practitioner Weekly
HCP5 M 50 - General practitioner Yearly
HCP6 M 58 MSZ Dermatologist Weekly
Focus group 2
HCP7 F 37 EMC Surgeon Daily
HCP8 F 41 EMC Oncologist Daily
HCP9 F 55 EMC, MSZ Support counsellor Monthly
HCP10 F 43 MSZ Surgeon Weekly
HCP11 M 31 EMC Oncology nurse practitioner Daily
HCP12 F 41 ASZ Dermatologist Daily
Focus group 3
HCP13 M 46 MSZ Dermatologist Weekly
HCP14 F 50 FGV Surgeon Weekly
HCP15 F 43 - General practitioner Yearly
HCP16 F 39 ASZ Dermatologist Daily
HCP17 M 55 ASZ Surgeon Weekly
HCP18 M 43 EMC Surgeon Weekly
Focus group 4
HCP19 M 38 EMC Dermatologist Weekly
HCP20 M 44 ASZ Surgeon Weekly
HCP21 F 56 EMC Support counsellor Monthly
HCP22 M 57 FGV Surgeon Weekly
HCP23 F 52 - General practitioner Yearly

F Female, M Male, EMC Erasmus medical centre, MSZ Maasstad hospital, ASZ Albert Schweitzer Hospital, FGV Franciscus Gasthuis & Vlietland hospital

Furthermore, they considered current SSC mainly
medically oriented, while optimal SSC should also
include non-medical care and address psychosocial
issues, such as work-related problems (see also 2.3).

Varying problems and unmet SSC needs of patients

HCPs emphasised that melanoma can have a significant
impact, but is variable among patients. For example, in
stage I-II melanoma, some feel reassured after the exci-
sion, whereas others continue to feel afraid despite the
melanoma being removed.

I have always noticed a big difference when talking
about the outcome of the excision. There are people
who say: ‘Oh well, you cut it out, is there anything
else we need to do or are we done?” And there are
people who think they’ll be dead by next week. —
Dermatologist, male, 38 (HCP19)

Consequently, unmet SSC needs vary largely among
patients and therefore SSC should differ per individual,
firstly by their disease stage, but also on setting of the
disease, their prior knowledge about melanoma and their
way of coping.

Need for broader personalised SSC from diagnosis
onwards

Need for personalised SSC from diagnosis onwards

Because of these varying needs, that may change
throughout the disease trajectory, HCPs indicated dif-
ferent options of additional care and support should be
offered, tailored to the patient’s needs. Whereas some
patients are doing well and consider short check-ups suf-
ficient, others need broader SSC.

Although the timing of the need for SSC varies among
patients, HCPs indicated that challenges already can arise
during the diagnostic phase, and therefore SSC should be
offered from diagnosis onwards.
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Oncologic HCPs’ perspectives on appropriate melanoma survivorship care including SCPs

2. Need for broader
personalised SSC from
diagnosis onwards

1. Current SSC suboptimal

1.1 Minimal offer of SSC

1.2 Varying problems and unmet
SSC needs of patients

2.1 Nead for personalised SSC

from diagnosis onwards

2.2 Need for consistent
information, personalised and in
combination with guidance

2.3 Need for improved
identification and treatment of
disease or therapy effects in non-
medical domains

2.4 Need for uniform and patient
driven oncological follow-up

2.5 Need for improved
coordination: intensified
cooperation and fixed contact
person

Fig. 1 Overview of themes and subthemes

I think SSC should start at the moment of diagno-
sis. And then, depending on how the patient reacts...
some people will immediately need tools, answers
and guidance. For others, that comes later. — Der-
matologist, female, 41 (HCP12)

Furthermore, HCPs mentioned that by adequately
informing patients about their options and signalling
their problems from the beginning, worsening of any
occurring problems may be prevented. This in turn may
result in healthcare cost reductions.

Need for consistent information, personalised

and in combination with guidance

According to HCPs, information provision related to SSC
should be improved. They mentioned that because cur-
rent (local) guidelines of all medical specialties involved
in melanoma care contain different information regard-
ing melanoma and especially follow-up, there is a lot of
practice variation in information provision. HCPs empha-
sised this can cause stress among patients, and suggested
multiple options for improvement: updating, adjusting
and streamlining relevant guidelines, adequate continu-
ing medical education (CME) for HCPs involved in mela-
noma care and centralisation of information. This could
ensure that all specialties involved provide equal informa-
tion, within one but also between different hospitals.

The surgery guideline contains different information
than the dermatology guideline. That is not acceptable.
That creates confusion [...] Practice variation causes a
lot of stress for patients. — Surgeon, male, 53 (HCP2)

4. Perceived preconditions for
succesful implementation of
melanoma SCPs

3. Perceived benefits, target
groups and content of
melanoma SCPs

4.1 Personalised SCP tailored to
stage, phase of disease and needs
of individual patients

3.1 Varying perceived benefits of
melanoma SCPs

3.2 Should target all melanoma

patients (I-1V) and medical

specialists involved in melanoma
care

4.2 Digital SCP, integrated in the
electronic health record

4.3 Easy to use SCP with reliable

3.3 Content should focus on all
i and understandable information

categories of SSC

4.4 Adequate funding to activate
and provide timely updates of
SCPs

Furthermore, HCPs stressed the importance of tai-
loring information to the individual patient: content
of information should differ not only between, but also
within all melanoma stages since even within one dis-
ease stage, treatments and prognoses can be different.
Right after diagnosis, a standard leaflet with informa-
tion about melanoma in general would be sufficient,
while further along the patient journey patients should
be informed accordingly. Therefore, they stressed
information should be tailored to the patients’ dis-
ease stage, their specific situation and their individual
needs.

Furthermore, since they noticed patients are often
left with a lot of questions and concerns, they suggested
to accompany information by actual guidance: since
patients tend to forget a lot of the information received
during the first and usually overwhelming consultation,
they considered an extra appointment around one week
after diagnosis useful for all patients. HCPs mentioned
that, particularly for patients with lower stages (for whom
follow-up usually consists of 1 follow-up check), putting
more effort in adequate information provision around
diagnosis, could prevent extra, unnecessary appoint-
ments at the dermatologist’s. Furthermore, sufficiently
informing patients could prevent them from looking for
(incorrect) information online. However, they indicated
that it should be borne in mind that by offering patients
a standard extra consultation, they can come up with
many extra (unrelated) questions, which could take a lot
of HCPs’ already limited time.
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Need for improved identification and treatment of disease

or therapy effects in non-medical domains

HCPs agreed current SSC is mainly medically focused
and pays too little attention to non-medical issues (see
also 1.1). They stressed more efforts should be focused on
psychosocial aspects including work-related problems.
Such issues should at least be identified, for example by
using short questionnaires or patient reported outcome
measures (PROMs). Advantages of PROMs include sig-
nalling of patients’ problems, making them easier to dis-
cuss and encourage patients to prepare discussion points
before the consultation. HCPs however, indicated they
experience focusing on psychosocial topics as difficult,
since they lack time to discuss topics as e.g., sexuality
during consultations and do not know where to refer the
patient if needed. The outcomes of these questionnaires
would help them to refer patients to appropriate care if
necessary.

What I think, and notice among colleagues: they
sometimes find it difficult to bring things up because
they are afraid they’ll open some sort of cesspool [...]
of which they think: what do I do with this? [...] it
starts with identification, but you have to be able to
do something about it. And I think that as long as
practical tools to do something are lacking, we will
never start identifying properly. — Dermatologist,
male, 38 (HCP19)

HCPs also indicated that patients rarely actively ask
for extra support themselves, but also often do not know
what their options and possibilities are. They indicated a
referral guide could inform patients about these options
and provide clarity about where to go with (both medical
and non-medical) questions and complaints, strength-
ening patient’s self-management. Furthermore, they
highlighted the potential role of support-counsellors
in guiding patients to the right non-medical care and
support. In addition, HCPs saw a potential role for the
patient’s GP for more counselling, in view of their (closer)
relationship with the patient.

Need for uniform and patient driven oncological follow-up
Currently every HCP adheres to the (local) guidelines
used in their hospital. Because these guidelines slightly
differ per center, potentially causing unnecessary stress
among patients, they emphasised the need for more
uniform follow-up. HCPs stressed patients should be
informed about their (expected) follow-up scheme to
manage expectations. However, they also indicated
the need for patient-driven follow-up where possible,
adapted to the individual patient’s needs: they stated
patients should be able to visit for skin checks at low
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threshold, as this contributes to regaining confidence in
their skin.

Furthermore, they perceived moving the oncological
follow-up of low-risk patients from specialists to GPs as
an option. In addition, they argued that follow-up could
be offered on indication instead of standard, since cur-
rently almost no recurrences or new tumors are found
during scheduled follow-up checks of these patients.
Additionally, according to HCPs, more and more patients
prefer to perform these short follow-up checks either at
the GP or from home, because hospital visits are often
associated with disadvantages (e.g. time, travel distance
and costs).

Distance... transport... parking costs.... time... quite
a few elements that people bring up to justify to
prefer coming to us [GPs] for short consultations. —
General practitioner, female, 43 (HCP15)

However, not all HCPs agreed on moving oncological
follow-up from secondary to primary care, because in
their opinion not all GPs recognise skin abnormalities
correctly, not all patients trust their GP and GPs might
be too busy for this. The participating GPs agreed there is
considerable variability of skills between GPs and moving
this responsibility to them would have to be accompanied
by proper training.

Need for improved coordination: intensified cooperation
and fixed contact person

Regarding coordination, HCPs stressed the importance
of improving contact and cooperation between primary
and secondary care, in which the GP should also play a
bigger role. Although the cooperation between second-
ary and tertiary care is generally sufficient in melanoma
care, they mentioned the feedback of information from
tertiary to secondary care could be improved. Further-
more, they mentioned that patients now sometimes
accidentally visit both the surgeon and dermatologist
in one week, while that should be alternating. Accord-
ing to HCPs, one shared patient file would be the ideal
solution.

Moreover, they mentioned that during follow-up
the role division of all involved HCPs is clear, but not
afterwards, in the period when the late effects occur.
According to HCPs, region-wide agreements should be
made with regional multidisciplinary rounds (MDRs)
and a uniform and homogeneous care pathway (see
also 2.4). They indicated melanoma care should be
organised as one melanoma team. By working as a team
and providing patients with a clear overview of the
steps that will be taken, they can take away the patient’s
uncertainty.
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I think that if [...] you present yourself as a mela-
noma team, you can take away some of the patient’s
uncertainty. So, you could say: “I'm the dermatolo-
gist, I've removed it, I've got bad news, but someone
else from our team is ready and waiting to discuss
the next steps with you... they know about you, they
know what I've discussed with you and then you can
ask your questions following this conversation’ —
Surgeon, male, 43 (HCP18)

Furthermore, they suggested a fixed contact person or
case manager could give patients clarity where to go with
questions. They considered a doctor’s assistant or a clini-
cal nurse specialist (CNS) as options to fulfil this role,
with the prerequisite that they must be properly trained.

Perceived benefits, target groups and potential useful
content of melanoma SCPs

Varying perceived benefits of melanoma SCPs

Almost all HCPs were unfamiliar with the term SCP and
were unaware that an SCP is recommended in (Dutch)
melanoma guidelines, yet they perceived several benefits
of melanoma SCPs. First, it could ensure that all relevant
information can be found in one place, which is conveni-
ent for patients and could also prevent them from seek-
ing (incorrect) information online. Moreover, it could
contribute to more responsibility and empowerment
of patients and thus increase their self-management. In
addition, HCPs also saw benefits for themselves: patients
receiving the information they need may have fewer
questions for the HCP during and in between consulta-
tions. Moreover, it could provide HCPs with a summary
of the patient’s disease and (received) treatments. This
ensures always having an up-to-date overview of the
patient’s situation, even if for example, feedback of infor-
mation failed.

One advantage of course, could be that if a lot of
HCPs can access it, youd always be up-to-date with
the latest developments [...] I think if someone comes
to my consult and I don’t have an up-to-date letter
and they say, look at my app [SCP], that says this...
that could be an advantage. — General practitioner,
female, 52 (HCP23).

Should target all melanoma patients (I-IV) and medical
specialists involved in melanoma care

HCPs believed an SCP should be provided to all melanoma
survivors given the varying problems they may experience
and the associated unmet SSC needs. However, they cur-
rently considered an SCP easiest to develop and implement
for stage I to III melanoma given more uniform (follow-up)
trajectories. Regarding stage IV melanoma, insufficient
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knowledge exists on standardised, uniform follow-up:
HCPs were uncertain how follow-up e.g., after treatment
with immunotherapy, should be organised, which could
also vary from patient to patient. Since SSC needs start
from diagnosis (see also 2.1), HCPs indicated SCPs should
also be provided from that point on. In terms of HCPs, they
believed that the target group should include all medical
specialists involved in melanoma care i.e., the dermatolo-
gist, medical oncologist, surgeon and general practitioner.

Content should focus on all categories of SSC

From the recommended categories of SSC (Table 1),
HCPs considered several elements useful for inclusion in
the melanoma SCP. Regarding category 1 they suggested
including (links to) reliable information: about the disease
and its treatment, but also on non-medical topics such as
the potential psychosocial impact. The SCP should answer
frequently asked questions about practical things and
immediately refer to relevant information. Specifically for
patients with stage III melanoma, HCPs suggested a deci-
sion aid for choosing or declining adjuvant therapy. In
order to adequately detect problems of both disease and
treatment (category 2), HCPs stressed that PROMS should
be included in the SCP. In addition, the benefit of includ-
ing a referral guide with contact information for support
regarding both medical and non-medical problems was
discussed. Concerning category 3, they suggested an over-
view of the patient’s (personal) follow-up schedule. Addi-
tionally, they suggested including a tool to take photos of
skin abnormalities. According to HCPs, this could reduce
fear among patients, facilitate early diagnoses and might
be used for digital follow-up. Furthermore, enabling the
patient to take and save photos themselves could also con-
tribute to better cooperation between HCPs (category 4),
as this would help them to distinguish between new and
old (diagnosed by other HCPs) skin abnormalities.

It would be nice if you can store photos in it [...] “Where
was it?, ‘What did it look like?; Is this an in-transit
metastasis or a new, second primary? That sort of
things. It nice if the patient — some already do that —
has the photos with them. — Surgeon, female, 37 (HCP?)

In addition, HCPs indicated a tool to make (audio)
recordings of consultations would be useful so patients can
share them with close relatives to inform them about their
disease, treatment and its (potential) impact.

Perceived preconditions for successful implementation

of melanoma SCPs

Personalised SCP tailored to stage, phase of disease

and needs of individual patients

According to HCPs, the SCP must meet a number of pre-
conditions in order to be successfully implemented in
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practice. First, melanoma SCPs should be personalised,
whereby HCPs stressed they should not only be adapted
to the disease stage, but also to the treatment trajectory
the patient is in and tailored to individual needs.

In terms of information provision, that’s different for
each stage and even within a stage |[...] I think that
each stage, each situation requires certain informa-
tion. — Oncologist, female, 41 (HCP8)

In order to really meet these individual needs, the
patients should be involved in the process around the
SCP — both in the design and the actual activation (see
also 4.4) — and be able to decide for themselves if, and
how they want to use it.

Digital SCP, integrated in the electronic health record
Second, although currently a paper version of the SCP
would still be convenient for people with limited digital
literacy, HCPs agreed that a digital SCP would eventu-
ally work best in practice. Especially linking it to the elec-
tronic health record (EHR) would increase its use and
effectiveness. Then, the patient would have all important
information together at one location i.e., information
about the patients’ disease and treatment, but also all
other reliable (non-medical) information relevant to the
patient (see also subtheme 3.2). Furthermore, linking the
SCP to the EHR would make it easier (i.e., cost less time
and effort) for HCPs to implement it in practice. Ideally,
for example, if the HCP enters the stage and treatment in
the patient’s EHR, this information should automatically
appear in their SCP.

If you could easily link it with the EHR [...] and there
you can assign something at the push of a button [...]
Then, during your consultations you can immedi-
ately click on something and say, okay, that needs to
be added [...] that would make it very easy. — Oncol-
ogy nurse practitioner, male, 31 (HCPI11)

Easy to use SCP with reliable and understandable
information
As a third precondition, HCPs emphasised the SCP must
be easy to use for both patient and HCP. It should be self-
explanatory and activation of the SCP should cost as lit-
tle time as possible. Furthermore, they indicated that
one single tool for all diseases combined, would be the
easiest to use for patients, as this would provide them
with an overview of information and care for all their
comorbidities.

In addition, the importance of incorporating reliable
information that is of high quality, but at the same time
easy to understand for the patient was emphasised.
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I think reliable and understandable information,
easy to access and easy to work with. — Oncologist,
female, 41 (HCPS8)

Adequate funding to activate and provide timely updates
of SCPs

Thinking carefully about the financial part of the SCP and
making sure there is enough funding, was mentioned as
a fourth precondition for successfully implementing the
SCP. In addition, consideration must be given to who
should activate the SCP; HCPs believed this should be
very simple, preferably fillable by the patient him/her-
self. However, while they indicated the patient’s charac-
teristics could be entered by the patient, HCPs stressed
that entering the patient’s medical information cannot
be done by the patient alone, as this could be danger-
ous (e.g., a patient might think he has stage IV when it is
stage II). They stressed that either the patient’s specialist
(i.e., dermatologist, oncologist or oncological surgeon) or
CNS should provide help in this. Moreover, they stressed
the importance of keeping the SCP up-to-date, because
the content could quickly become outdated.

Look at where we were with melanoma five years
ago. It would of course be ridiculous if the app from
five years ago was still in the app store. That would
even be pretty dangerous. — Support counsellor,
female, 55 (HCP9)

In order to achieve timely updates, for which they
stressed adequate funding is necessary, they indicated
the information should be linked to existing information
websites that are already regularly being updated. More-
over, also for keeping the content up-to-date they saw a
role for the CNS.

Discussion

This study reports HCPs’ perspectives on appropriate
melanoma SSC including SCPs. The importance of per-
sonalisation was a central theme, both for SSC and SCPs.
According to HCPs, melanoma SSC needs to be tailored
to both characteristics (e.g., disease stage and type of
treatment) and needs of individual patients. This fits
the current trend towards personalisation of healthcare
[27, 28] and aligns with previous research highlighting
the importance of taking the individual patient’ needs
into account [6]. Research showed not everyone ben-
efits from the same amount of information, where too
detailed information could even have a negative effect
on some patients [29]. Furthermore, as also indicated
by melanoma survivors [6], HCPs stressed the need of
focusing on broader SSC i.e., including psychosocial
care. This is consistent with other studies both within
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[30-32] and outside the field of (skin)cancer [33], in
which the need for non-medical care was emphasised.
Our study is the first to show that HCPs share this view.

An important study finding is that HCPs perceive a
potentially important role of melanoma SCPs in opti-
mising SSC and tailoring it to individual patient’s needs.
That is, when moving away from the current static, non-
personalised (i.e., not needs-based) models [34]. They
see its added value for patients as well as for HCPs them-
selves, especially in offering an (up-to-date) overview of
relevant information on the disease and patients’ (medi-
cal) situation including e.g., diagnosis received care and
schedule of follow-up. Giving patients more control over
their health data has the potential to improve their self-
management [36, 37]. Moreover, it allows them to share
an up-to-date overview of their situation with other
HCPs. The latter is particularly important in the multi-
disciplinary melanoma care and could improve coor-
dination between HCPs [8]. Furthermore, an SCP can
facilitate referring survivors to appropriate psychosocial
care. HCPs in our study explained that identification of
psychosocial problems will never be optimal as long as it
is unclear where patients can be referred to. A practical
locally adapted referral guide in an SCP could provide a
solution for this.

Despite their promises, there are also several precon-
ditions to be met to achieve successful implementation
of SCPs. Aside from personalisation, HCPs stressed
the importance of integrating the SCP in the EHR to
facilitate its use in daily practice. By doing so, relevant
patient data (like diagnosis and treatment) can be eas-
ily imported into the SCP and updated if the patients’
situation changes [38, 39]. Another important identified
precondition is ensuring adequate long-term funding
to activate, integrate and facilitate maintenance of the
SCP. This aligns with previous studies emphasising the
importance of sufficient organisational resources [40], as
current SCPs are often not sufficiently integrated in care
processes [38] thereby failing to ensure its continuity. To
facilitate updating its content, HCPs in our study sug-
gested (1) linking the SCP’s information to existing, reli-
able websites and (2) assigning someone, such as a CNS,
to check on a timely basis whether its content is still in
line with the current and constantly evolving medical
knowledge and guidelines. This is consistent with previ-
ous research concluding that nurses are well-placed to
provide education, care planning and support to cancer
survivors [32, 41].

Our results showing that HCPs prefer a digital SCP,
linked to the EHR, fits the current digital transforma-
tion of healthcare [42]. Although digital technologies
such as a melanoma SCP, facilitate the delivery of per-
sonalised care [42], carefully addressing the variability in
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digital health literacy levels is warranted [43]. To develop
an inclusive melanoma SCP, it is pivotal to tailor its con-
tent as well as adapt it to the needs of patients with lower
levels of (digital) health literacy, and involve them in its
development and implementation [43]. More research is
needed on the most suitable ways of personalising digital
technologies in (cancer) care to reach inclusive care.

Although they saw the potential value of SCPs, most
HCPs were not familiar with the term SCP, let alone
used it in practice [14]. More awareness on the exist-
ence of SCPs among HCPs as well as on the importance
of providing adequate SSC is needed. This can be done
by providing CME for all HCPs involved in melanoma
care. Within this CME efforts should also be focused on
working agreements in melanoma care to address the
perceived practice variation and lack of uniformity. How-
ever, using an SCP as an HCP would probably reduce
practice variation in itself, if it for example contains a
uniform follow-up plan for that patient’s stage. In line
with our finding that HCPs considered current follow-up
for low-risk patients too frequent, previous research sug-
gested a less-frequent follow-up schedule than currently
is recommended in the Dutch guidelines as appropriate
and safe [44] and a more patient-driven follow-up model
should be considered when providing personalised
SSC. As emphasised by the HCPs, further knowledge is
required regarding the optimal organisation of follow-up
care for stage IV patients.

To our knowledge, this is the first study providing an
in-depth understanding of HCPs’ perspectives on appro-
priate SSC for patients with melanoma. We not only
explored areas of needed improvement, but also provided
suggestions for solutions. Previous studies investigating
SSC were mostly aimed at patients with breast- or colo-
rectal cancer, or cancer in general [12, 45]. Investigating
this topic for melanoma is important as this group seems
to lack proper SSC [6], despite increasing survival rates.
By investigating the perspectives of a variety of HCPs, in
addition to those of patients [6], a more broad, complete
understanding on (needed improvement of) melanoma
SSC was gained. As melanoma is one of the first meta-
static diseases of which patients are starting to be consid-
ered cured after systemic treatment we believe our results
can be used as blue-print for other metastatic diseases
with a similar disease course (i.e., having substantially
improved yet varying prognoses) and organisation of care
to melanoma. In so doing, common challenges in imple-
menting SCPs, such as adequate funding and updating its
content, but also unique themes such as addressing the
need for a personalised SCP, bearing in mind the progno-
sis switch [6], must be taken into account.

Due to COVID19 pandemic restrictions, online
instead of face-to-face focus groups were performed.
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Whereas online focus groups could have been hin-
dered by technical problems and by participants hav-
ing insufficient digital skills [46], this did not occur,
presumably as participating HCPs were already experi-
enced in meeting online and were informed in advance.
Although non-verbal communication in the online
setting may not as easily be picked up as compared to
face-to-face, the moderators felt they had a good over-
view, with all participants visible in one screen, and
could therefore easily pick-up non-verbal cues and
respond to them. Another advantage of the online set-
ting was that it removed barriers such as travel distance
and timing, making it easier to bring together a diverse
group of professionals from different centers [47]. Since
all participating HCPs were not familiar with an SCP,
we were not able to describe barriers to its implementa-
tion like we intended. However, our results from these
discussions provided valuable preconditions which can
facilitate successful implementation. Finally, although
this study is set within the context of the Dutch health-
care system, we believe the identified themes are trans-
ferable to other countries, especially to those in which
melanoma care is organized in similar networks as is
recommended in several guidelines.

In conclusion, according to HCPs, current mela-
noma SSC needs improvement and they emphasised
the importance of offering personalised, broader (i.e.,
including psychosocial) care, which can be facilitated
by (digital) SCPs. In addition to personalisation, inclu-
sivity, integration in daily clinical practice, and long-
term maintenance of the SCP need consideration. This
will foster its implementation, long-term existence and
use in clinical practice.
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