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CHAPTER 7

GENERAL DISCUSSION

Insights and recommendations for practice

As this dissertation focuses on whether and how SDM can be improved in surgical
oncology, specifically in oral cancer, the following section synthesizes key insights from
the research process and translates them into short-term, actionable recommendations
for clinical practice. Although SDM is inherently a collaborative process that requires
active input from both patients and clinicians, | believe that clinicians specifically hold
responsibility in initiating and facilitating patient engagement in the decision-making,
particularly in emotionally demanding and complex contexts such as oral oncology. Given
the knowledge asymmetry between the two, clinicians may be the best positioned to
structure the decision-making process.

In addition, while the healthcare system comprises multiple stakeholders and SDM can
occur at various points along the patient journey, the recommendations presented in
this part of the discussion are deliberately confined to the treatment decision-making
consultation, in line with the primary focus of this dissertation. Ultimately, through these
insights and recommendations for practice, | seek to contribute directly to the field of
SDM. Accordingly, the findings in this dissertation suggest the need for better support
for surgical oncology patients, informal caregivers, and clinicians in implementing SDM,
particularly through health communication interventions, such as audiovisual materials.
Table 1 provides an overview of the two main parts of this dissertation and connects the
four insights with the findings in the corresponding chapters.
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CHAPTER 7

Information provision and SDM between patients and clinicians in complex
surgical oncology

Insight 1: Clinician verbal information during treatment decision-making consultations
(s often insufficient to help patients engage meaningfully in SDM in complex surgical
oncology.

The findings of this dissertation suggest that patient information does not adequately
meet patients’ needs and requires improvement. Across Chapters 2, 3, and 5, we
consistently found that the standard care is insufficient to enable patients to become
optimally involved in their care. For example, Chapter 2 showed that patients actively
sought informational support via Kanker.nl both before and after consultations, using
it to prepare for the consultation as well as to complement or validate the information
provided by clinicians. However, because this was not examined within the context of SDM
consultations, it remains unclear at what stage in the care trajectory this behavior occurs:
prior to SDM, between consultations, or after SDM has already taken place. This distinction
is critical. If patients predominantly seek information prior to SDM, this behavior should
not be interpreted as compensatory for inadequate clinical communication, but rather
as indicative of what patients themselves consider relevant for decision-making. In this
case, online information-seeking provides a meaningful window into patients’ needs,
concerns, preferences, and informational priorities. Consequently, it should be regarded
as complementary to clinical communication and explicitly incorporated into the SDM
process, for instance by clinicians actively exploring what patients have sought and
why. Conversely, if patients predominantly seek information after SDM, this cannot be
straightforwardly be attributed to insufficient information provision by clinicians. While it
may in part reflect unmet information needs >V, it may equally point to additional needs
such as peer support that fall outside of the scope of clinical consultations. As this chapter
did not specifically examine patients’ online information-seeking behavior in complex
surgical oncology, further research is needed to determine how, when, and why patients
engage with online resources, and how this relates to the SDM process, particularly among
patients with HNC, including oral cancer.

The study in Chapter 5 further illustrates that patients in complex surgical oncology
struggle to envision and comprehend their treatment and its potential consequences. At
the same time, clinicians acknowledged the difficulty of adequately preparing patients
for these procedures due to the unpredictability of treatment outcomes. While some
clinicians used visuals to complement the verbal information, their dominant form of
information provision is verbal. Importantly, the majority of patients and clinicians in our
study expressed a preference for integrating animated videos into the patient journey and
believed that these can enhance patient understanding. This indicates a need to integrate
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this form of audiovisual materials into clinicians’ workflows, which is also suggested by
previous research 8,

Despite this evidence of the need to improve current information provision, contradictory
indications also emerged, with patients and clinicians alike reporting that adequate
information has been provided during treatment decision-making consultations. For
instance, in Chapter 3, we saw that both patients and head and neck surgeons reported
that SDM had occurred satisfactorily during consultations. We also learned in Chapter 5
that some patients and their informal caregivers felt they had already received sufficient
verbal information from clinicians. They had not sought additional information on the
internet, nor had they opted to use additional information resources. This contradicts
prior research showing that patients with HNC experience unmet information needs #-%,
as well as decisional conflict and regret 8°. The satisfaction with information in Chapters
3 and 5, therefore, casts doubt on whether this satisfaction genuinely reflects patients’
experience of SDM or just merely acceptance of the treatment information provided
by the head and neck surgeon. Specifically because Chapter 3 shows that head and
neck surgeons primarily discussed the treatment option recommended based on the
multidisciplinary tumor board meeting, which confirmed our preexisting assumption
that clinicians predominantly focus on medical, technical information 2*-%, As a result, it
remains unclear where this inconsistency comes from and where the problem is. It raises
the question of whether these unmet needs reflect a limitation of the SDM process itself,
or rather indicate ongoing informational needs beyond treatment decision-making. For
example, patients may have felt sufficiently informed to participate in the decision, yet
still desired more information afterward. Alternatively, some information needs may
not be expressed during treatment decision-making because patients perceive their
questions as irrelevant to the treatment decision, hesitate to inquire, or prefer not to ask
the clinician.

Recommendation for practice 1: Enabling meaningful engagement in SDM requires
clinicians to routinely incorporate and actively discuss and use supplementary
information resources, such as online and/or audiovisual materials, to complement
their verbal information provision and support patients’ ability to process, retain, and
reflect on information.

Building on the findings discussed above, it appears that patients in complex surgical
oncology may require additional information beyond that provided by their clinician to
participate meaningfully in SDM. Many patients prefer to be involved in decisions about
their cancer treatment %*?"?® and increasingly demonstrate a willingness to take a more
assertive role #. A clear majority of participants in Chapter 3 expressed a preference for
a collaborative decision-making style, indicating a desire to engage in SDM together with
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the head and neck surgeon. While patients in this population perceive the information to
be sufficient and feel adequately involved in SDM, our findings also imply concerns about
the current, predominantly verbal mode of information delivery and point to a need for
complementary formats, such as online resources and audiovisual materials. Previous
research indicates that the internet has become a key resource for patients seeking health
information -3, Nevertheless, its use and integration into complex surgical oncology
communication also come with several challenges. Today, substantial misinformation
and disinformation about cancer exist online **-*¢, which requires patients to distinguish
between reliable and unreliable sources 3", However, many older adults with cancer and
theirinformal caregivers struggle with this **. Additionally, the limited use and integration
of discussing online health information in consultations can be attributed to factors
related to patients (e.g., patients’ sociodemographic characteristics) *, clinicians (e.g.,
communication andintegration of online information difficulties) *+*2, and the system (e.g.,
time, complexity of navigating websites, poorly organized webpages) 32*%. Consequently,
to mitigate these communication challenges, such as the amount of information patients
need to recall from the information provided during consultation, additional strategies
are needed to reduce the patients’ cognitive load.

Notably, visual cues #, such as graphical health information, and audiovisual formats %,
such as recorded videos *” and health animations ***°, can play a valuable role in improving
patient outcomes, including information recall and processing. According to the cognitive
multimedia learning theory, individuals process information more effectively when
it is simultaneously presented through visual and auditory channels *°. Therefore, in
the context of complex surgical oncology consultations, verbal communication alone
may be insufficient to ensure adequate understanding and, consequently, meaningful
participation in SDM. Accordingly, clinicians are encouraged to use supplementary
information resources such as webpages and/or (animated) videos that are, for instance,
carefully curated by the head and neck patient association and the Dutch head and neck
tumor work board in close collaboration with communication scientists.

Insight 2: Clinicians often insufficiently explore and integrate patient values, goals,
and preferences during treatment decision-making encounters in complex surgical
oncology.

Both Chapters 3 and 5 show that discussions among patients, clinicians, and informal
caregivers in complex surgical oncology rarely address patients’ goals, values, and
preferences, particularly regarding daily life and QoL. This finding is consistent with
previous SDM research ®, including studies in oncology >>**. However, studies analyzing
how SDM in surgical oncology consultations is discussed remain scarce. The study in
Chapter 3 provides novel insight into this discussion, showing that head and neck
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surgeons only moderately explored and integrated patient values, goals, and preferences
into the decision-making process. Relatedly, we observed that patients’ discussions of
their values, goals, and preferences were modest. Instead, consultations often centered
on treatment options, particularly those recommended by the medical team, which
is consistent with prior findings #*2?* and supports the notion that clinicians often
underestimate patients’ information values and goals ***>*¢. Nonetheless, this does not
necessarily imply that clinicians do not tailor their consultations, as previous research
shows that they do intend to modify information but rather often base this on their
impressions of patients’ characteristics and behaviors *’. Furthermore, both patients
and surgeons expressed a preference for collaborative decision-making. However, this
preference did not consistently translate into substantive discussions of patient values,
goals, and preferences. In fact, in nearly one-third of the cases, a mismatch occurred
between surgeons’ assumptions and patients’ preferences for involvement. These
findings build on previous research showing that preferred roles for SDM are still applied
only to a limited extent in everyday clinical practice 2*?™%% including in head and neck
cancer ®. It is thus possible that even when clinicians favor SDM, their beliefs hinder the
exploration of patients’ values, goals, and preferences ¢,

In addition, in Chapter 5, we observed limited evidence of explicit discussions of patient
values, goals, and preferences. Some patients described adopting a “let it all happen”
approach, indicating that they frequently went along with surgeons’ recommendations,
assuming the clinician knew best how to achieve a cure %, In this context, patients are
overwhelmed by fear, anxiety, and uncertainty during the diagnosis and decision-making
phase, which may constrain their ability to become aware and reflect on their own values,
goals, and preferences regarding a treatment decision ¢>%. Instead, they tend to prioritize
survival, which may have overshadowed opportunities for further deliberation, including
reflection on what different treatment options would mean for their daily lives and QoL &
or on their own supportive care needs ®. Despite this “let it all happen” approach, some
patients reported that treatment outcomes and (long-term) consequences were more
impactful than initially anticipated, which suggests that professionals should explicitly
address these values, goals, and preferences to prevent anticipated decisional regret.

The lack of incorporation of patient values, goals, and preferences was also evident
in the included studies in Chapter 4, which showed that most video interventions
primarily explained treatments and side effects. Thus, although audiovisual materials
are increasingly used to support the provision of patient information, they rarely address
the elements needed to help patients translate clinical information into their own values,
goals, and preferences. Moreover, none of the included studies examined outcomes
related to improvements in the discussion or integration of patient values, goals, and
preferences, nor did they evaluate whether such discussions enhanced SDM. This
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represents a missed opportunity, as audiovisual materials provided prior to treatment
decision may be particularly well suited to supporting patients in clarifying their values,
goals, and preferences.

Recommendation for practice 2: Clinicians should be trained and supported to use
tools that help patients reflect on, articulate, and integrate their values, goals, and
preferences into treatment decisions.

Although deliberation of patients’ values, goals, and preferences is central to person-
centered care, the complexity of surgical oncology treatment, and in particular the
prioritization of surgery as the only curative option in oral cancer, may have led
consultations to primarily focus on medicalinformation 2. Despite the benefits for patients
8970 and clinicians ™, both patients and clinicians seem to struggle to incorporate values,
goals, and preferences into their treatment decisions. Importantly, patients need to be
able to foresee and compare the potential consequences of different treatment options
in order to deliberate meaningfully ™. Nevertheless, they may struggle to recognize the
relevance of sharing personal information for the decision-making process ® or may
find it difficult to express their questions, thoughts, and concerns to their clinician ™.
Additionally, patients seem to have a misunderstanding of what incorporating values,
goals, and preferences actually entails, which may have resulted in their misinterpreting
the clarity and length of surgeons’ explanations and answers to questions with the feeling
of being involved "7 This implies that patients cannot be expected to independently
identify, reflect on, and articulate their values, goals, and preferences, but rather require
guidance and support from clinicians to facilitate this process. One way to enable this is to
involve nurse practitioners (more) in the SDM process. Nurse practitioners, in particular,
often already engage in more in-depth conversations with patients and their informal
caregivers 7, yet they rarely take an active role in the decision-making process ™.
While they document most of the psychosocial information in patients’ electronic health
records following social anamnesis (social history), including patients’ living situation,
lifestyle, social support system, occupation, daily routines, and psychological well-being,
they can meaningfully inform clinicians when preparing for treatment decision-making.
Consequently, nurse practitioners could explain the SDM process during preparatory
consultations with the patient and informal caregiver, and explore patients’ values, goals,
and preferences, as well as their (health) literacy and information-seeking behavior. This
may help clinicians become better prepared and make SDM conversations more efficient.

Clinicians also experience difficulties eliciting and integrating patients' values, goals,
and preferences into their consultations #-%, For example, in the context of oral surgical
oncology, surgeons may assume that incorporating values, goals, and preferences is
not always possible, particularly when treatment options are perceived as unequal
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and surgery is viewed as the only curative option. Additionally, clinicians believe that
eliciting and integrating patient values, goals, and preferences necessarily requires
more consultation time 682848 yet this does not always have to be true **%2#7, Moreover,
clinicians often appear to equate successful SDM with providing medical information
and reaching mutual agreement, rather than with actively exploring and integrating
patients’ values, goals, and needs %%, This suggests that clinicians often believe they
are sufficiently involving patients, whereas in reality they are not 2#8%°_As a result, these
misperceptions make it a challenge to incorporate these values, goals, and preferences
into the consultation.

Therefore, building on insight 2 and the above-described implications, | argue for
systematically addressing the misunderstandings and misperceptions that clinicians
may hold about incorporating values, goals, and preferences into their consultations
through communication skills training . Investments in SDM training have been shown
to result in favorable changes in clinicians’ communication behaviors and practices .
Central to this training should be helping clinicians to learn how to avoid misjudging
or misdiagnosing patients’ values, goals, and preferences, which are often driven by
implicit assumptions or “natural instincts” rather than by explicit exploration ™. From this
perspective, eliciting and integrating patient values, goals, and preferences should not be
viewed as an additional task for clinicians, but rather as a fundamental method of care
and thus as an investment in person-centered care ¥. Importantly, clinicians should be
taught throughout their clinical practice, as SDM requires them to develop, nurture, and
sustain a diverse set of competencies and professional qualities, including curiosity about
patients’ lived experiences and what matters most to them %. Ultimately, comprehensive
and well-structured SDM training should be taught by professional SDM communication
specialists and embedded in undergraduate medical education to ensure that (future)
clinicians are adequately prepared, especially since the core SDM competencies of eliciting
and integrating patients’ values, goals, and preferences seem to be currently infrequently
and inconsistently taught by supervisors who are often not specifically trained in SDM
themselves *.

Furthermore, trainingsshould alsofocus onteachingclinicianshowto create opportunities
within consultation to gain insight into what matters most to each patient, ensuring they
use their time with the patient wisely, for example, by asking more targeted questions,
allowing reflective silences, and explicitly linking treatment options to patients’ daily
lives and QoL . Such careful allocation of time may subsequently lead to discussions
about patient values, goals, and preferences, therewith contributing to effective SDM and
person-centered care »%101-1%3 Moreover, even prior to meeting the patient, clinicians can
already draw on existing psychosocial information, for instance, in patients’ electronic
health records, to prepare for SDM conversations, allowing them to form a provisional
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diagnosis of their patient’s values, goals, and preferences. However, based on my
observations of multidisciplinary tumor board meetings at the head and neck oncology
and surgery department, much of this psychosocial information frequently gets lost
during discussion of a patient’s individual case and the notes of these meetings, used by
clinicians to prepare for treatment decision-making consultations, typically only contain
medical information and lack patients’ contextual circumstances 1%,

In addition to teaching core SDM principles and communication strategies that promote
patient involvement and patient self-advocacy, training should also include structured
self-reflection. For example, | would encourage clinicians to assess their own, and
perhaps even their colleagues’ consultations, using validated instruments such as the
OPTIONMC, Decision Support Analysis Tool, Four Habits Coding Scheme, or Mapping’SDM
105" as we have done in Chapter 3. Comparing consultations before and after training may
help clinicians gain insight into their communication practices, identify misperceptions,
and identify concrete opportunities for improvement. Additionally, beyond these formal
training moments, clinicians may benefit from continued on-the-job learning by regularly
reflecting on their practices after trying new approaches or implementing changes %6197,
These reflections could also be brought back as input in subsequent training sessions,
allowing SDM training efforts to build on one another over time.

Embedding SDM communication training within Continuing Medical Education (CME)
programs may provide a sustainable way to support clinicians in developing and
maintaining these competencies %, as well as offering accreditation credits to encourage
further clinicians’ attendance at such training and education sessions. For example, in
the Netherlands, medical specialists are required to participate in ongoing professional
development activities to maintain their RGS-registration (Registratiecommisie
Geneeskundig Specialisten) 1. This means that they need to ensure continued expertise
intheir own field, quality of care, and patient safety to maintain and protect their specialist
title legally. In line with this, | would encourage clinicians to make use of the training
resources available online, such as e-learning %!, and even to complement their SDM
communication training with events focused on healthcare communication and SDM,
such as the International Shared Decision Making (ISDM) conference and International
Conferences on Communication in Healthcare (ICCH) conference. Participation in such
events not only facilitates knowledge exchange but also enables clinicians to build
professional networks that can support continued learning and reflection on SDM
practices, including, for instance, how best to identify, elicit, and integrate patients’
values, goals, and preferences.

Lastly, in addition to the above, | encourage clinicians to consider using an SDM tool to
empower and improve patients’ communication during treatment decision-making
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encounters. Some of these well-known interventions are the “Ask 3 Questions” approach
n2-14 - decision aids %18 and question prompt lists (QPLs) ">!°121  that patients can
use before, during, or after the clinical encounter. Even more recently, an Online Value
Clarification Tool (OnVaCT) *#122 and the Goings-On application %'?* have been developed
to help patients clarify their values and goals. Additionally, more SDM-supporting
instruments exist. In 2025, the “Federation of Medical Specialists published an overview
of all instruments available in the Netherlands to support the SDM process, including
description, objectives, their characteristics, and when they can be used . Still, while
such tools may boost patients’ self-advocacy during decision-making, their effectiveness
largely depends on clinicians’ competence in successfully discussing these during SDM
communication 73126-128,

Insight 3: No one-size-fits-all approach to introducing audiovisual materials, such as
animated videos, into the patient journey exists to support SDM in complex surgical
oncology meaningfully.

Both Chapters 4 and 5 indicate that implementing audiovisual materials, such as
animated videos, into routine, complex surgical oncology practice may be challenging
and cannot be achieved overnight. Although beyond the scope of this dissertation,
findings from our study, presented in Chapter 5, suggest that concerns about, and
resistance to, innovation and change may be among the factors complicating the
effective implementation of animated videos in oncology decision-making 2. This
finding is consistent with previous research showing that established workflows may
hinder or limit the uptake of new practices 3. Not all patients, clinicians, and informal
caregivers perceived animated videos as a valuable or suitable addition to standard care.
Some informal caregivers and clinicians expressed a preference for alternative resources
that clinicians are already comfortable showing to patients, such as static images and
drawings 1*2. Additionally, some patients and surgeons raised concerns about potential
disruptions to the clinical workflow and the anticipated time investment required to show
and discuss videos during consultation. As a result, no consensus emerged regarding an
optimal moment to introduce animated videos within the patient journal in complex
surgical oncology. These concerns may reflect broader apprehensions about losing
control over the consultation, uncertainty about how to meaningfully incorporate videos
into verbal information provision, or fears of inefficient use of already limited consultation
time 133, Notwithstanding that the use of new tools requires an initial time investment,
such concerns may become less prominent once clinicians are adequately trained and
supported 5491-94.134,

Another important consideration in determining how animated videos can be integrated
into the patient journey is the timing of patients’ first exposure to these materials.
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Although our review presented in Chapter 4 did not explicitly focus on timing, a closer
examination of the included studies reveals a remarkable inconsistency. Across the 37
included studies, patients were exposed to audiovisual materials at varying moments
pre-treatment. In many cases, patients had seen the video after the treatment decision-
making consultation, sometimes even on the day of treatment or right before treatment
planning. However, it remains unclear whether these videos were intended to facilitate
SDM, as none of the included studies justified their choice of the timing of patients’ first
exposure to the audiovisual intervention, aligning with the findings of a previous review .
It is therefore safe to say that the potential effects of when patients can access supporting
audiovisual materials remain largely underrecognized, despite evidence that the timing

and frequency of educational interventions influence SDM and communication practices
135-137

Recommendation for practice 3: Clinicians should develop competencies that enable
them to critically assess, discuss, and tailor the use of audiovisual materials to individual
patients’ needs.

Healthcare systems are increasingly moving toward a model in which both clinicians
and patients are envisioned as equal partners in care. In response to growing healthcare
demands and the rising prevalence of cancer among older adults **, international and
national initiatives have increasingly placed increasing emphasis on SDM and the use of
supportivetools. Inthe Netherlands, forexample, these ambitions are explicitly reflected in
the vision documents “Medical Specialist 2025” and “Samen Beslissen” of the “Federation
of Medical Specialists” 139, However, our studies raise important concerns about the
extent to which audiovisual materials can meaningfully support SDM when they are
primarily introduced after treatment decisions have already been made. When used only
post-treatment decisions, these tools risk shifting from genuinely supporting deliberation
of values, goals, and preferences to merely informing patients, thereby limiting their
potential to contribute to the SDM process. This concern is particularly relevant given that
high levels of decisional conflict and regret among patients with HNC remain common &9,
even when patients were initially satisfied with their treatment decision 1.

Importantly, opportunities to introduce animated videos in head and neck oncology are
constrained by the time-sensitive nature of the disease and treatment. Timely initiation
of treatment is essential to safeguard survival, oncological, functional, and psychological
outcomes *>1* In the Netherlands, national quality standards prescribe that primary
treatment should begin within 30 calendar days from a patient’s first outpatient clinic
consultation 4% leaving a relatively narrow window for deliberation of patient values,
goals, and preferences and decision-making. Consequently, this limits the feasibility of
lengthy reflection periods and requires careful consideration of when SDM-supportive
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tools, such as animated videos, can realistically be introduced. This emphasizes the need
to deliberately identify critical moments within the patient journey where additional
information and decision support are most needed and most impactful, rather than
assuming that SDM-supportive interventions can be flexibly added at any point. These
structural constraints further complicate the identification of an appropriate moment for
SDM-supportive interventions.

Giventhecurrentlackofexplicitguidanceandtrainingonintegratingaudiovisualmaterials,
such as animated videos, into SDM, | argue that strengthening clinicians’ competencies
in effectively combining patient-clinician communication with audiovisuals is essential.
Importantly, this goes beyond learning how to use such materials. Clinicians also need
to develop the skills to determine whether audiovisual materials are appropriate for a
particular patient and to explicitly discuss their potential use and content with patients as
part of the SDM process. This comprises exploring patients’ preferences for supplementary
information, their emotional readiness, and their ability to engage with the material to
determine an appropriate course of action. | recommend, for instance, explicitly framing
audiovisual materials as optional resources, discussing their potential added value, and
inviting patients to express their preferences regarding when and how they would like to
use them. Such dialogue can be considered part of SDM, recognizing that patients' values
depend on their informational and/or emotional support needs, emotional readiness,
and desired level of support.

Furthermore, to operationalize the use of animated videos in complex surgical oncology,
| believe several interrelated considerations should be addressed. The use of animated
videos requires that patients be given sufficient opportunity not only to view the materials
but also to ask questions and reflect on their meaning *. Findings from Chapter 5
indicate that both patients and paramedics preferred watching videos with a healthcare
professional rather than independently, particularly to allow immediate clarification and
reduce the risk of misinterpretation. Therefore, | argue that paramedics, such as nurse
practitioners and nurses, can play a vital role by sitting with patients during video viewing,
offering follow-up consultations or (video)calls in which questions can be addressed or
even final treatment decisions can be confirmed "%, At a minimum, patients should
be given time to reflect on how the information presented relates to their own values,
goals, and preferences before final treatment decisions are confirmed, even if certain
preparatory arrangements for treatment have already been made.

At the same time, creating such opportunities for patients to consider and reflect on
treatment options considering their values, goals, and preferences poses challenges not
only regarding clinicians’ workflow but also regarding the Dutch guideline-driven standard
to initiate primary cancer treatment within 30 days of the first outpatient consultation
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144145 Even though these structural constraints further complicate identifying suitable
moments for SDM-supportive tools, room can and should be created within the patient
journey for these materials to contribute to SDM meaningfully. Rather than restricting
their use to a single consultation, such as the treatment decision-making consultation,
their use may be better distributed across clinicians and presented at carefully selected
moments in the patient journey, where information is most relevant and needed. One
promising approach to identifying such moments is the use of methods such as Metro
Mapping 1“4, This method supports the (re)design of care trajectories in oncology by
visualizing both clinical processes and parallel information streams, thereby identifying
opportunities to embed SDM better. Metro Mapping is currently applied within the
European 4D Picture research project, which aims to improve the patient journey by
developing and evaluating solutions (i.e., design-based data-driven decision-support
tools and redesigning care paths) that enhance awareness and integration of patient
values, goals, and preferences in light of treatment options 1%, Based on this project,
| recommend that clinicians reflect on their clinical workflows and provide insight into
feasibility constraints and opportunities for the use of audiovisual materials, such as
animated videos, within the patient journey. In the meantime, although further research
is needed to investigate how these supplementary resources can optimally fit within
clinical workflows, | encourage clinicians to ask their peers who already have experience
in discussing online health information and/or showing audiovisual materials during
consultation for tips and recommendations, or to attend one of their consultations to
observe 1132 Considering that clinicians are lifelong learners, some of these peers may
have refined their skills through informal learning in clinical practice 117,

Insight 4: There is a tension between patients’ need for transparent, comprehensive
audiovisual information and clinicians’ concerns about creating unrealistic expectations
given the unpredictability of treatment outcomes.

In our focus group study in Chapter 5, many patients expressed a clear preference for
detailed clinical and procedural information, seeking to understand exactly what surgical
procedures, including tissue reconstruction, and (pre)treatment stages might involve.
Newly diagnosed surgical oncology patients regularly seek information related to cancer
treatment, alternative therapies, and surgery **3. Additionally, a majority of patients with
HNCindicatewantingtoreceiveasmuchdetailas possibleabouttheircancerandtreatment
1823 In contrast, clinicians and informal caregivers expressed concerns, cautioning that
videos with detailed clinical information could create unrealistic expectations due to the
unpredictability of treatment and its outcomes ***1%¢. A similar pattern emerged regarding
psychosocial information, in which patients also predominantly preferred animated
videos to elaborate on the impact of treatment on daily life, thereby highlighting the
diversity of potential consequences. However, informal caregivers and clinicians again
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expressed their reservations. Earlier research revealed that patients feel underprepared
forthe impact of treatment on their lifestyle regarding possible physical and psychological
consequences, despite clinicians’ explanations 2157 At the same time, clinicians’
hesitations about providing too much detailed information on clinical and impact on daily
life could also indicate a broader struggle with them communicating uncertainty in the
context of variable and probabilistic outcomes 151, Discussing treatment risks, outcome
variability, and the limits of prediction thereof is already fundamentally difficult, but
potentially even more so when audiovisuals influence patients’ expectations. Moreover,
clinicians’ reservations may similarly point out their underlying concern about causing
patients more distress or fostering unrealistic expectations. Nevertheless, patients in our
focus group study reported preferring an honest and realistic portrayal of information,
which may suggest that patients prefer clinicians communicating about uncertainty **,
even if this is shocking and discouraging, since this could help patients to assess the
potential impact of their disease and treatment 1. It therefore appears that the diverging
perspectives are less a disagreement over the quantity of information than a matter of
differences in psychological and practical purpose. While patients seemed to reflect on
video content from an emotional perspective, clinicians predominantly perceived the
animated videos as a medium for informing patients and informal caregivers.

Recommendation for practice 4: To support SDM, clinicians should wisely use a
combination of audiovisual materials, online sources, and verbal communication to
mitigate the difference in information preferences among patients.

The recent technological developments in maxillofacial and reconstructive surgery, as
described in the introductory Chapter 1 of this dissertation, complicate the discussion of
effective animated videos to involve patients in SDM in head and neck surgical oncology.
These advantages in virtual surgical planning have made it possible to develop detailed
3D models for tongue tumor resections, which might be helpful in the future to predict
postoperative functional outcomes to enable well-founded decisions by the tumor
board on functional inoperability %>, Nonetheless, the findings in this dissertation
clearly suggest that the earlier assumption made by our colleagues warrants critical
consideration. That is, based on the discoveries made, this assumption that realistic
visualizations can serve as opportunities to actively involve patients in SDM by visually
guiding them through highly technical, surgical treatment processes may have become
irrelevant. Rather than expressing a desire to engage deeply with complex technical
information about treatment, many patients in our studies across Chapters 2, 3, and 5
appeared primarily concerned with treatment possibilities for survival and, in several
cases, with the impact of treatment on daily functioning and QoL. Initial ambitions to
translate highly complex, technical virtual models directly into person-centered support
tools may therefore be overly ambitious and insufficiently aligned with patients’ needs
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and capacities. In fact, it became clear that there is a need for a simpler way of presenting
the information. | therefore strongly believe that supplementing clinicians’ verbal
communication requires deliberately conveying the uncertainty and unpredictability of
surgical outcomes to support patients’ deliberation in SDM.

To genuinely support SDM, audiovisual materials, such as animated videos, must be able
to communicate the uncertainty and unpredictability of treatment outcomes in ways
that are explicit yet sensitive. For example, this can be achieved by presenting outcome
ranges rather than single-point estimates, using clear visualizations (e.g., icon arrays or
probability scales), providing plain language explanations of risks and limitations, and
explicitly acknowledging what is unknown or variable. At the same time, information
should be framed with supportive language and accompanied by opportunities for
patients to ask questions or discuss concerns with their clinician. Moreover, in line with
the concerns and worries expressed in Chapter 5, | recommend that animated video
content provide treatment information in a more explanatory manner, leaving room for
clinicians to personalize it during SDM conversations. For example, instead of showing
a specific tumor resection, as if it were already decided, animated videos could explain
that surgical decisions, such as the extent of resection, reconstruction type, or donor skin,
depend on findings during surgery and therefore cannot be fully predicted in advance.
Similarly, the videos may lend themselves well to explaining what tumor staging entails, in
which category the patient’s tumor falls, why surgical resection margins are needed, and
why reconstructions with donor tissue may be necessary. Meanwhile, animated videos
focusing on the psychosocial perspective of treatment could, for example, clarify the
clinical, physical, psychological, social, and contextual factors that generally determine
treatment (functional) consequences. They can also explain what aftercare involves. As
a result, the burden of managing expectations does not rest entirely on clinicians or the
patient-clinician encounter. However, it is supported by the design of the videos and can
be tailored to the patient’s information needs. In doing so, informational transparency
can be balanced with attention to emotional well-being, thereby enabling patients’
meaningful involvementin SDM. Ultimately, design choices are no longer merely aesthetic
decisions but ethical ones, as they may directly influence how patients interpret potential
treatment outcomes and subsequently deliberate about treatment options.

When unpredictability and uncertainty are not sufficiently defined or explained, patients
may struggle to distinguish among various outcomes. As Chapter 5 suggests, the added
value of animated videos will eventually not depend solely on their format, but rather on
how clearly they communicate complex information, variability, unpredictability, and the
uncertainties of treatment outcomes to remain accessible and comprehensible to patients.
However, developing audiovisual materials that can clearly and responsibly convey the
unpredictability and uncertainty of treatment outcomes poses not only considerable
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content challenges but also design challenges. As illustrated in this chapter, patients and
clinicians differed substantially in how they perceived and experienced the information
provided in these animated videos. As such, it is important to carefully consider how best
to design and use audiovisual materials, such as animated videos, with respect to explicit
depictions of treatment, its outcomes, and (functional) consequences, since this may
influence patients’ interpretation of the certainty and predictability of those outcomes.
Given the many divergent perspectives of patients, clinicians, and informal caregivers,
| believe that no single optimal way to use tools that support SDM in complex surgical
oncology exists. Rather than striving for one fixed design, animated videos should enable
adaptability. This would allow clinicians to use the materials in a tailored, deliberate
manner that explicitly addresses the inherent uncertainty and unpredictability of
treatment and its outcomes, while also accounting for the variety in information needs .

Lastly, based on previous research ¥, interactive and modifiable 3D-animated videos may
offer additional possibilities for tailoring information provision, for instance by adjusting
viewing perspectives or annotating elements in the video using a digital pen and a tablet
during consultation. Additionally, patients would be able to take home personalized
videos, preventing misinterpretation of uncertainties and unpredictability surrounding
treatment and outcomes. Ultimately, however, it is that such a tool should remain
supporting clinicians’ verbal communication about the uncertainty and unpredictability
of treatment and its outcomes.

Methodological considerations

This dissertation, to the best of our knowledge, is the first to thoroughly explore whether
and how SDM in complex surgical oncology can be improved, using oral cancer as a
context. By adopting a multiperspective and interdisciplinary approach, we integrated
expertise from health(care) communication, head and neck surgery, and phonetics to
develop a holistic understanding of the research problem. Despite these strengths in
collaboration %1 several methodological considerations warrant reflection beyond the
limitations discussed in each chapter.

In Chapter 3, our OPTION"“ proved to be a valuable instrument forassessing the objective
levelof SDMinheadandneckoncology. The OPTION"“instrumentwasoriginallydeveloped
to examine SDM in decision-making among older adults with multiple chronic conditions
o1 "and was adapted for the setting of this project. The instrument is relevant in head
and neck oncology, as patients with HNC, including oral cancer, are predominantly older
and often experience comorbidity 2. Although other instruments to assess objective SDM
exist, the OPTION instruments are frequently recognized as one of the most suitable 1317,
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A key strength of the more recent OPTION" is that it assesses all elements of the SDM
process, including the explicit scoring of the elicitation and integration of patient values,
goals, and preferences. As collaboration and discussion around patient values, goals, and
preferences lie at the core of SDM 175 this represents a notable advantage. In addition,
the instrument enables the assessment of triatic SDM by accounting for the participation
of patients and informal caregivers alongside that of the clinician "*". Despite the
considerable number of coding systems available to systematically assess the interaction
among patients, clinicians, and informal caregivers, a recent review found that only one
other system, the PaeD-TrICS, includes triadic communication behaviors, focusing on
preventive dental consultations with preschool-aged patients and their families . Taking
note of the triadic intent of the SDM process, the OPTION"® therewith surpasses many
coding systems, as well as its predecessors, the OPTION® and OPTION*?, by also taking into
account the communicative behaviors of patients and informal caregivers.

However, the OPTIONM does not allow evaluation of the precise content or quality of the
discussion, nor of the bi-directional interaction among patients, clinicians, and informal
caregivers. For example, more active elicitation by a clinician may lead to greater patient
involvement, and vice versa, potentially resulting in higher OPTION scores for either the
clinicianorthepatient. Nevertheless,the OPTION"<C inwhicheach SDM dimensionisscored
on a Likert scale for the clinician, patient, and informal caregiver separately, is too limited
to capture these dynamic, reciprocal processes in detail. A more fine-grained approach,
with greater attention to interactional nuances, for instance through qualitative research
methods such as conversation analysis or in-depth observational studies, could provide
richer insight into how specific communicative behaviors influence patient involvement
throughout the decision-making process. Moreover, the OPTIONM itself would benefit
from further development, particularly with respect to scoring precision, explicitly paying
attention to clinicians’ conscious or unconscious steering (i.e., implicit persuasion) '™,
and identification of missed opportunities to facilitate SDM 817", Although the original
scoring manual provides some guidance on scoring per OPTION-item, clarifications are
rather limited, with only a few clinician examples provided and even fewer descriptions of
what patients’ and caregivers’ participation could entail *'8. In particular, the items related
to eliciting and integrating patient values and preferences (items 5 and 6, respectively)
are given limited guidance in the OPTION" manual. Notably, all OPTION" items are
weighted equally, with each item scored from 0 (passive) to 4 (active), despite discussion
of patient goals having a high priority in SDM and the fact that the tool draws heavily
from and integrates core principles of the three-talk model and goal-based model #1%17,
Future research would therefore benefit from more detailed analyses of individual SDM
instrument items to gain deeper insight into patients’, clinicians’, and informal caregivers’
performance in eliciting and integrating values, goals, and preferences. Moreover,
further investigation into how, when, and by whom deliberation about values, goals, and
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preferences is initiated and integrated into treatment discussions would help clarify the
mechanisms underlying value-based decision-making and inform the development of
interventions to support meaningful patient involvement in these contexts better.

In addition, the OPTION would benefit from guidance on interpreting the objective
level of SDM. Now, similar to the earlier-developed OPTION® instrument guide, scores for
each individual OPTIONM item (0 to 4) are summed to create a total score, followed by
conversion to a relative score between 0 and 100. Without any clear-cut-off indications
for these scores, it is currently difficult to interpret this overall score. In our SDM study
presented in Chapter 3, we treated the scoring as having three levels (low, moderate,
high). Future developments could use this three-level interpretation of the objective SDM
level asinspiration, but should preferably also include some description per level to assist
its users in what these scores could entail in terms of patients’, clinicians’, and informal
caregivers’ decision-making behavior, what this overall score implies, and what could be
recommended to improve in that instance.

In Chapter 3, we also assessed the subjective level of SDM as perceived by head and neck
surgeons and patients. We used the SDM-Q-DOC/9-questionnaires #82 which are widely
applied across clinical contexts, including cardiovascular diseases #% dermatology
185 anesthesiology %, mental illnesses %% otolaryngology '*, traumatology '*°, and
oncology 1%, Additionally, since their development in 2009, they have been translated
into many languages **%. The questionnaires provided insight into the perspectives of
the clinician and patient (i.e., dyadic SDM) and enabled comparison between the two,
revealing inconsistencies in perceived SDM. However, the questionnaires assess only
the extent to which specific behaviors occurred (0= completely disagree, 5 = completely
agree). They do not specify how these behaviors should be performed, nor do they provide
clear scoring criteria, for instance, on how “strongly agree” meaningfully differs from
“somewhat agree”. As a result, patient responses on the SDM-Q-9 may partially resemble
their overall satisfaction with the clinician rather than what he/she did or said during
consultation. Consequently, we should interpret the findings from these questionnaires
with caution.

While both SDM assessment tools were useful to gain insight into the objective and
perceived SDM, the SDM-Q-DOC/9-questionnaires and OPTIONM® cannot be directly
compared. Although the latter reflects the three-talk model of SDM, its items cannot be
directly equated with those of the SDM-Q-9 and SDM-Q-DOC questionnaires' items. For
example, OPTIONM jtems 1 (‘goal talk’), 3 (‘team talk’), 6 (‘integrative decision talk’),
and 7 (‘evaluation talk’) are not included in the SDM-Q questionnaires. Previous research
has likewise found no statistical correlation between items from both measures that
assess similar aspects of the SDM process 2. To enhance comparability and conceptual
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coherence, future research would benefit from aligning questionnaire items more closely
with the observational instrument, ensuring that similar constructs and phases of the SDM
process are assessed across methods. Furthermore, we only measured SDM exclusively
during the treatment decision-making consultation, representing one single time point.
This consultation was deliberately selected because it is typically the phase when most
information is exchanged between patients and clinicians, and treatment decisions
are made. However, as mentioned in Chapter 1, SDM is not confined to this moment
and may unfold well before and after this encounter *'. We did not include questions
assessing whether patients had spoken with other clinicians prior to the recorded
consultation, either to receive information or to express their preferences. Additionally,
no questions addressed whether patients had sought informational or emotional support
from other resources, such as online platforms, peer patients, family members, friends,
acquaintances, written or printed materials, or their electronic patient portal %20:-2%3, |t
therefore remains unknown to what extent SDM occurs throughout the patient journey.
Recent developments have addressed these limitations, such as the oncology-specific 15-
item iISHAREphysician and iSHAREpatient questionnaires 2°42%°, However, we were unable
to consider these questionnaires because our study had started (May 2021) before they
were tested and validated (May 2022) 2,

Another important methodological consideration concerns the application of a
user-centered design (UCD) approach in the development of health communication
interventions such as the animated videos described in Chapter 5. UCD emphasizes the
active involvement of key end-users throughout all stages of intervention development
206208 Applying this approach can help ensure that the intervention meets the needs
and preferences of end-users and can increase the (continued) acceptability of health
interventions, such as animated videos. In our study, patients, informal caregivers, and
clinicians were considered the primary, secondary, and tertiary end-users of the animated
videos % and recruited to participate in our focus groups. Unfortunately, not all potential
end-users of this type of video were well represented. For instance, participation by
informal caregivers, nurses, nurse practitioners, and speech therapists was relatively low,
and patient participants were predominantly highly educated and female. This contrasts
with the broader head and neck patient population, in which patients diagnosed with HNC
are predominantly male, of lower socioeconomic status, and older 1221211, Consequently,
this raises questions about whether enough input from these various potential end-
users was collected in this study. Nevertheless, the combination of patients, surgeons,
and informal caregivers in a single focus group session proved worthwhile. Although the
overall attitude of this group appeared to be less favorable to the use of (animated) videos
in surgical oncology counseling than in the focus groups with patients only, bringing
them together added value through the group dynamics that emerged. These dynamics
differed from those observed in the separate patient and healthcare professional focus
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group sessions, specifically the one with only surgeons. It would have been interesting
to include a broader mix of key end-users in joint sessions to explore how different group
dynamics might have stimulated thought-provoking discussions and generated additional
insights. However, conducting separate focus groups may have ensured that participants
felt sufficiently comfortable to express honest opinions and views, without experiencing
social pressure to provide socially desirable responses in each other’s presence.

Looking ahead

Now that | have reflected on my own dissertation’s insights and outlined their practical
implications and recommendations, it is time to look beyond this project and consider
the future. In the next section, | present my philosophies on what could come next after
conducting this research, as it has inspired ideas on how to continue, both in terms of
multidisciplinary collaboration and potential research studies beyond those discussed
earlier in this dissertation.

Broadening interdisciplinary teamwork

One overall lesson from this project is that transdisciplinary teamwork is necessary
for studying, developing, and optimizing patient counseling in the context of complex
surgical oncology #2. While the research project in this dissertation could not have
progressed without the support and input from academic colleagues working both
inside and outside head and neck oncology, such as health(care) communication
experts, medical technicians, phonetics expert, speech therapists, nurse practitioners,
and head and neck surgeons, the scale and complexity of the project described in this
dissertation could have benefitted from further holistically broadening this expertise. In
other words, bringing science, clinical practice, and industry together may have led to
greater progress, as many healthcare communication interventions often stagnate in the
end phase, facing difficulties in implementation in daily clinical practice or in maintaining
their success once they have left the research context. Therefore, | recommend that future
projects expand the variety of experts involved, including not only clinicians such as
nurse practitioners, nurses, and speech therapists, but also professionals in the areas of
patients’ QoL, implementation strategy or consultancy, eHealth, animation development,
video editing, healthcare law, policy, quality, and insurance. Especially, patients can
provide fundamental experimental knowledge relevant to all stages of health and social
care research, from development through implementation, and can help identify sources
of distress, miscommunication, or unrealistic expectations that researchers may have
missed initially 2*#4, While involving additional stakeholders may initially introduce
logistical and methodological difficulties, future projects will be substantially stronger
and less likely to stagnate in the implementation phase #°. At the same time, it is also
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important to ensure that not too many stakeholders are closely involved in every phase
of such a project. Therefore, | would recommend working primarily with a core research
team that is closely embedded within the larger team. This would allow us to work and
meet in smaller teams, sometimes alternating with larger group meetings. Depending on
the research phase and the input needed, different experts may be involved. Ultimately, it
is crucial to coordinate everyone’s involvement and contribution to the research project
and to have a clear view of everyone’s responsibilities.

Collaborating to achieve a shared objective

Although much emphasis in this dissertation is placed on clinicians’ performance in
SDM and person-centered care, | also believe that the healthcare ecosystem as a whole
should bear responsibility for guiding and supporting patients in decision-making. This
not only includes clinicians and policymakers, but also third-party stakeholders, medical
educators, the government, researchers, and patients themselves. In light of this, recent
developments are increasingly made to improve SDM in the Netherlands, especially since
the arrival of the Dutch Integrative Care Agreement (IZA) #¢. This agreement has been
brought to life by several Dutch parties, including the Ministry of Health, Well-being,
and Sports (VWS), the Federation of University Medical Centers (NFU), the Association
of Hospitals (NVZ), and the Federation of Medical Specialists (FMS). Herein, plans were
made to ensure that healthcare remains of quality, accessible, and available to all. This
includes focusing on ensuring that care remains appropriate by providing information
that matches the patient’s abilities, delivered through a cooperative decision-making
process centered on the patient. Accordingly, the adoption of the agreement makes the
research, development, and implementation of audiovisual patient education materials
an even greater priority in the near future.

Future research directions

Beyond transdisciplinary collaboration, successful complex healthcare communication
interventions require a systematic, methodologically rigorous approach to their
development, implementation, and evaluation, grounded in solid scientific evidence
2215 Guidance from the UK Medical Research Council (MRC) frames this process as a
continuous progression through four research phases: the development or identification
of the intervention, feasibility testing, implementation, and evaluation ?*. Taking the
MRC framework into account, | recommend the following future studies to build on this
dissertation and develop evidence-based, implementable healthcare communication
interventions.

To deepen our understanding of how SDM is employed in complex surgical oncology,

particularly in head and neck, it is essential to conduct qualitative analyses to further
investigate the clinical interactions among patients, clinicians, and informal caregivers.
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Although Chapter 3 reports qualitative findings regarding SDM from one single center,
data collection for this study was deliberately multicenter to enrich the data for future
studies. Two of these studies are currently ongoing, with the audiotaped consultations
from both centers being transcribed and analyzed for implicit steering and missed
opportunities. Moreover, additional follow-up focus group sessions were held at both
institutes in which head and neck surgeons reflected on the combined results of all three
related studies. These complementary data sources may provide more in-depth empirical
evidence and offer insights into where and how clinicians’ communication efforts fall
short. Such insights are not only valuable for identifying gaps in current practices but
also for guiding the development of healthcare communication interventions. More
importantly, by making these shortcomings visible, they may raise awareness among
clinicians on their SDM skills, thereby motivating them to engage in training and to adopt
supportive interventions such as animated videos. In that way, animated videos could be
positioned as practical tools that may not only facilitate patient understanding but also
help bridge communication gaps.

It would also be advisable to initiate a Delphi study (Barrett & Heale, 2020), ideally
conducted across multiple centers, to further develop the animated videos for head
and neck oncology, specifically oral cancer treatment. Delphi studies are fundamental
to reaching expert consensus on the development of interventions such as 2D and 3D
animated videos, as they involve multiple rounds in which experts are asked questions
and/or to provide feedback ?*. An additional benefit of this approach is that participants
can see the results of previous rounds and thus respond to their own or others’ views
accordingly. Part of this Delphi study should be an in-depth exploration of the timing of
these animated videos. In addition, think-aloud studies are useful for developing digital
health interventions, as they provide insights into users’ thought processes and help
identify usability issues and areas for improvement 22222,

Based on our systematic review in Chapter 4, we concluded that few studies adopted
a randomized controlled trial (RCT) with a longitudinal design or assessed long-
term outcomes. Additionally, in none of the studies were audiovisual materials used
during treatment decision-making consultations. In light of this gap, | propose an
RCT to investigate the effectiveness of the animated videos, with two study arms to be
compared. The first arm would consist of standard verbal care without any intervention,
and the second arm would involve the implementation of animated videos within the
patient journey, after clinicians have participated in a communication training focused on
integrating these materials into their workflow and consultations. Additionally, it would
be recommendable to conduct this study over a longer period whereby patient outcomes
are measured at several points in time, for instance before, during, shortly after, over a
certain period, and a longer period. Additionally, it would be important to include patient
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outcomes that might relate to the effectiveness of audiovisuals on facilitating SDM, such
as patient involvement in decision-making, patient readiness for SDM, decisional conflict
and regret, and patient satisfaction. In addition to short-term effects, long-term outcomes,
such as QolL, should also be assessed to determine the intervention's sustained impact.
Moreover, outcomes related to clinicians and the consultation itself are important to
consider if we aim to understand better the effects of using audiovisual materials, such
as animated videos. It would therefore be valuable to complement quantitative findings
with qualitative findings. In doing so, consultations in both study arms will have to be
video-recorded before and after the introduction of the animated videos. This is not only
to conduct qualitative content analyses to investigate how SDM has been employed, but
also to conduct a qualitative self-assessment (i.e., a within-subject comparison). For this,
clinicians would have to review several of their own consultations to assess their SDM
performance. After this, they could also assess several of their colleagues’ consultations
before and after the implementation of animated videos. This could potentially increase
their awareness of the quality of SDM before and after the implementation of the
audiovisuals.

Finally, in exploring the use of animated videos to facilitate SDM in complex surgical
oncology settings, future research should consider the potential role of Artificial
Intelligence (Al) in developing such videos. The overarching project, from which this
dissertation originated, initially envisioned personalized audiovisual representations
of head and neck treatment outcomes, initially by creating personalized virtual surgical
models (i.e., “Digital Twin”) that could present outcomes for an individual patient. Ideally,
these models could both inform multidisciplinary tumor board meetings and treatment
decision-making consultations. Although creation of a personalized Digital Twin is
challenging, usage thereofis gradually expanding within healthcare . Looking ahead, the
continued progress in biomedical modeling, together with the growing capabilities of Al,
are likely to substantially improve the sensitivity of predictions of functional impairments
25 As such, Al (i.e., machine learning) may enable more accurate modeling of surgical
details, improving the development of personalized Digital Twins. Nevertheless, as also
mentioned above, the initial ambitions to use these highly complex, technical virtual
models during treatment decision-making consultations may be overly ambitious and
insufficiently aligned with patients’ needs and capacities. Instead, to improve SDM during
treatment decision-making consultations, it would be interesting to explore the potential
of Al in assisting in the development of tailored animated videos that are based upon
these personalized Digital Twins.

276



GENERAL DISCUSSION

Concluding thoughts

Despite its growing popularity over the past two decades, it has become increasingly clear
that SDM is a more complex intervention than initially assumed. This dissertation shows
that improving SDM in complex surgical oncology requires more than good intentions. It
calls for structurally strengthening information provision, explicitly integrating patients’
values, goals, and preferences, and thoughtfully embedding supportive tools such as
audiovisual materials into clinical practice. Only through deliberate communication,
transdisciplinary collaboration, and sustained attention to patients’ lived experiences can
SDM move from principle to practice in surgical oncology. Still, while this dissertation’s
findings have shed light on current communication and information provision practices
and laid the groundwork for developing and implementing audiovisual materials in
complex settings, such as oral surgical oncology and beyond, many important questions
remain.
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