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PARTNER-project: A model and tools
to support shared decision making in
relapsed/refractory multiple myeloma
(RRMM) treatment

L. Sillis, PharmD?, A. Van Hecke, PhD?%, V. Foulon, PharmD, PhD?

SUMMARY

Introduction

Treatment options for multiple myeloma have increased substantially. To find the best therapy for each in-
dividual patient, patient preferences should be taken into account whenever a decision regarding relapsed/
refractory multiple myeloma (RRMM) treatment has to be made. Shared decision-making (SDM) is one of
the keys to person-centred care. Previous research, using semi-structured interviews, investigated the ex-
periences and preferences of Belgian RRMM patients and their carers regarding involvement in decisions
related to treatments. The aim of this part of the PARTNER-project was to develop a model and tools to
support the implementation of SDM in RRMM treatment.

Methodology

The practice model for SDM and the proof of concepts of the tools were developed using a 2-phase co-design
approach. First, results from the interviews were combined with data from the literature to draft the model
and tools. In the second phase, meetings with expert panels were set up to discuss the model and tools and
to adapt them according to the feedback.

Results

The PARTNER model for SDM in RRMM that has been developed as part of this project is a conceptual
framework, describing essential elements in the decision-making process. Four tools were designed to convert
the model into practice. It concerns 1) a question prompt list, to be used by patients to prepare for consul-
tations with clinicians; 2) knowledge clips for patients and healthcare professionals (HCPs) to enhance the
understanding of the SDM concept; 3) a conversation starter, aimed to open the dialogue among HCPs about
organising and implementing SDM; and 4) a conversation tool, which is a hands-on step-by-step guide for
conversations about treatment options between HCPs and RRMM patients. Additionally, suggestions on
dissemination strategies were formulated.

Conclusion

Efforts were made to enhance a fit of the PARTNER model and tools into the Belgian RRMM setting. For
some of the tools, evidence was provided on the improvement of the decision-making process, but none of
the tools were yet tested. Further research should focus on pilot testing and evaluating the tools regarding
their impact and feasibility to support SDM.
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INTRODUCTION

Over the past decade, treatment options for multiple
myeloma (MM) have increased remarkably, and many
more drugs are in the pipeline.!” As there is no single and
uniform guideline on which drugs to use in which cir-
cumstances, the selection of optimal anti-MM treatment is
difficult.* Ideally, patients are involved in the choice of the
treatment, but this can be overwhelming for patients and
informal caregivers. Clinicians may also feel uncomfortable
in discussing the options.” The complexity of the treatment
decision-making process in the haematological setting not
only requires critical review by the clinician but also a
two-way dialogue with the patient regarding treatment
goals, values, preferences, and needs of the patient.'® Pre-
vious studies, targeting individuals newly diagnosed with
MM, showed an increasing patient need for information
regarding treatment and for disease knowledge, specific
for those who are diagnosed with MM at a younger age.”
These studies indicate there is a need among MM patients
for disease- and treatment related information and a
willingness to participate in cancer treatment decision-
making.'

Recently, the American Society of Clinical Oncology (ASCO)
released a consensus guideline that recommends clinicians
to provide information oriented to the concerns and pref-
erences of the patient, and to consider patients’ treatment
goals.'' Enhancing shared decision making (SDM) in the
treatment of relapsed/refractory multiple myeloma (RRMM)
may provide an impactful opportunity to enhance person-
centred care.*!? Elwyn et al. defined SDM as: “An approach
where clinicians and patients share the best available
evidence when faced with the task of making decisions,
and where patients are supported to consider options, to
achieve informed preferences”!® The aim of SDM is the
collectively agreement of the healthcare professional (HCP)
and the patient on a healthcare choice that is based on
the best available research evidence, clinical expertise, and
the values of the informed patient.'*'® Today, it is unclear
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how SDM is performed in the RRMM setting, and how
patients with RRMM experience decisions regarding their
treatment.

In the first part of the PARTNER project, a prospective
and multicentric observational study on SDM in RRMM
patients, we examined current practice regarding patient
and informal caregivers’ involvement in decisions related
to medication. To get insight into patients’ experiences and
expected level of involvement, semi-structured interviews
with RRMM patients and their informal caregivers were
conducted. Besides, interviews with HCPs (haematologists,
nurses, onco-coaches and pharmacists) have been per-
formed to get insight into HCPs’ experiences and perceived
opportunities for patient and carer involvement. The aim
of the second part of the project was to develop a model
and tools to support the implementation of SDM in RRMM
treatment, using a co-design approach.

DEVELOPMENT OF THE MODEL AND

THE TOOLS

The practice model for SDM in RRMM treatment and the
proof of concepts of the tools were developed using a
2-phase co-design approach.

In phase 1, the research team combined the results from
the interviews with data from the literature to develop a
first draft of a practice model for SDM and tools to support
practice.

In phase 2, three meetings with expert panels were set up
to discuss the model and the tools. Table I gives an overview
of the expert panels: two panels with HCPs (haematolo-
gists, onco-coaches, hospital pharmacists) from different
hospitals in Flanders and one with representatives of the
Flemish MM patient organisation. Hospitals participating
in the co-design process were also included in the first
part of the PARTNER project (interviews). Participants of
the co-creation meeting signed an informed consent in
advance. Meetings were audiotaped to facilitate the pro-
cessing of the data.

TABLE 1. Composition expert panels participating in the co-design process.

Expert panel 1 Expert panel 2

2 haematologists 1 haematologist

2 onco-coaches 2 onco-coaches

Expert panel 3

3 patients/ representatives Flemish
MM patient organisation

1 hospital pharmacist
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MAIN FINDINGS OF
INTERVIEWS WITH HCPs (N=19)
AND PATIENTS / CARERS (N=25)
BUILDING BLOCKS

Current understanding and practice FROM THE LITERATURE

of SDM:

» Concept largely unknown to patients
but also to HCPs, especially
operationalisation

Mainly reactive behaviour of HCPs:

v

Three-talk model (2012,
2017) for shared decision
making by Elwyn et al. 131

v

occurs ad hoc, depending on the patient » Discussion aids —
Lack of essential exploration of
patients’ needs and preferences

v

Question Prompt Lists 2022

v

Key elements for
communication with
(haemato-)oncological
patients 2528

Widespread misconceptions on
implementation of SDM, among patients
and HCPs:

> Patients: ‘knowledge needed’;

v

Key elements for the
education and counselling
of patients on oral anti-
cancer drugs »

‘doctor is too busy / doesn’t have
time for this’
» HCPs: ‘too difficult for patients’;
‘only for strong patients’
Main barriers for implementation
of SDM:
» Lack of communication between HCPs
> Limited reference and reflection
framework

PHASE 1

MODEL AND TOOLS

MAIN FINDINGS OF MEETINGS
WITH EXPERT PANELS

PARTNER MODEL

v

The PARTNER model matches

FOR SDM the vision and intuition of experts;
it is complete and feasible
> Elaboration on exploration of
QUESTION preferences and needs in model
PROMPT LIST and tools is essential

v

Be careful with making model
and tools too concrete, as this
could hinder wide adoption
Enthusiasm for the Question
Prompt List: concrete, ready to
implement in practice, patients
feel empowered

Efforts needed to get the tools
‘behind the desk’ of the HCPs
Need for a well-established

KNOWLEDGE CLIPS

v

CONVERSATION
STARTER

v

v

implementation strategy

CONVERSATION TOOL

PHASE 2

FIGURE 1. Summary of the 2-phase co-design development of the PARTNER model and tools.

The co-design meetings started with presenting the results
of the interviews of the first part of the PARTNER project.
Then the draft versions of the model and tools were shown
one by one, with breaks in between to start the discussion.
Experts were explicitly asked to give their comments, and
to make suggestions for adaptations. The model and tools
were then adapted according to these suggestions, in an
iterative process.

At the end of this process, a meeting with an HCP (haema-
tologist) affiliated to a hospital in Wallonia was organised
to validate the results that were obtained from the co-design
process with HCPs from Flemish hospitals. A similar
meeting was set up with a representative of the Walloon
MM patient organisation.

RESULTS

A full overview of the 2-phase co-design development of
the PARTNER model for SDM in RRMM treatment and
tools can be found in Figure 1. This figure represents the
main findings of the interviews that were combined with
building blocks from the literature (left panels) to con-
struct the draft versions of the PARTNER model for SDM
in RRMM treatment, and the tools. The right panel shows

the main findings of the meetings with the expert panels
that provided evidence for modifications of the model and
the tools.

In what follows, we describe for the model and each of
the tools the aims and characteristics, the findings from
the interviews that demonstrated the need for the model
/ tools, evidence from literature that was used to construct
the model/tools, and data from the co-design process with
experts that were used to finalise the materials.

PARTNER MODEL FOR SDM IN RRMM
TREATMENT

The PARTNER model for SDM in RRMM is a conceptual
framework, describing essential elements in the decision-
making process regarding treatment. The aim of this model
is to enhance the understanding of how SDM can be prac-
ticed, to support the development of care that enables SDM,
and to avoid ad hoc and reactive behaviour of HCPs. This
model functions as an elicitation of the central idea of
SDM, the fundament for tools to implement this approach
in practice. Once HCPs are familiar with the central idea
of the model, they can adopt the tools that will assist them
in converting the PARTNER model for SDM into practice.
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A CONVERSATION ABOUT MAKING DECISIONS BETWEEN DIFFERENT TREATMENT OPTIONS

» “Before you tell, ask”
» Explore preferences regarding treatment

» Give information on each option (option talk)

TOOLS: Conversation tool as a guide.

TIME TO REFLECT

TOOL: Supported by the question prompt list.

the previous period

TOOL: Conversation tool as a guide.

» Explain that there are different treatment options and that choices can be made (choice talk)

» Explore need for information and participation
» Emphasise that the patient can and may be involved in the choice for a treatment (team talk)

Supporting patients (and HCP) with question prompt Iist.ﬂ

» Ask how much time is needed for the patient to make the decision

» Explain where the patient can find additional information (patient guidelines, decision aids) and who
(contact with peers, caregivers, GP) can assist in the meantime

» Specify the contact person for questions in the hospital

THE CONVERSATION WHERE THE DECISION FOR A TREATMENT WILL BE MADE

» Explore the reflections on the different treatment options that were made by the patient during

» Combine these reflections with your own expertise and make the decision together (decision talk)

=

i
Takeda UNIVERSITEIT

GENT

FIGURE 2. PARTNER model for SDM.

During the interviews, we noticed that HCPs in the field of
RRMM need a clear guidance that mirrors the decision-
making pathway. Therefore, a linear model was developed.
The theoretical basis of this model can be found in a
combination of the 2012 and the 2017 three-talk model
developed by Elwyn et al.™' In the 2012 model, they
distinguished the following parts: ‘choice talk’, ‘option talk’
and ‘decision talk’. A revised version was made in 2017:
among other modifications, the term ‘choice talk’ was
replaced with ‘team talk’. Although reasonable arguments
were formulated for this modification, we agreed that both
terms (and in fact both steps) are relevant for the RRMM
setting.!’” In the interviews, it became clear that patients
and caregivers often do not have insight in the possibility
to make choices between multiple treatment options.
Based on this finding, the research team concluded to use
the term ‘choice talk’ to describe the first step in the SDM
process. Besides, patients often interpreted participating
in a decision as being faced with the task to make a deci-
sion on their own. For this reason, it felt important to also
retain the term ‘team talk’, and to fully integrate talking
about the fact that patients are considered part of the team

\/O |_U M E,I 2NOVEMBER2021

deciding on the treatment options, in the model. The model
can be found in Figure 2.

HCPs in the expert panels stated that the model matches
their vision and intuition; they called it ‘complete’ and
‘feasible’. While this model seems to visualise their ideal
practice, they acknowledged that current practice is not
always according to the model. HCPs emphasised that
they are especially struggling with exploring needs/prefer-
ences/expectations, before they explain options. This
confirmed our results from the interviews. We adapted
the model in that way, which we highlighted and further
elaborated on the exploration phase. Besides, HCPs ad-
vised to be careful with making the model too concrete, as
it could hinder a wide adoption.

Patients commented that ‘time to reflect’ can be a torment
and will not be necessary for each patient or decision.
As the interviews with patients and informal caregivers
showed that for some patients ‘time to reflect’ is needed to
make an informed and shared decision, and that this is
often forgotten by HCPs, we concluded that ‘time to reflect’
should be included as a theme in the model, but we visual-
ised it as less mandatory. A sentence was added to the



model, to stimulate HCPs to ask how much time the patient
would need to make an informed decision, and to come
back for the ‘decision talk’.

PARTNER TOOLS TO SUPPORT SDM

Four tools were developed to support SDM in practice. It
concerns 1) a question prompt list, to be used by patients
to prepare for consultations with clinicians, 2) knowledge
clips for patients and HCPs to enhance the understanding
of the SDM concept, 3) a conversation starter, aimed to
open the dialogue among HCPs about organising and
implementing SDM, and (4) a conversation tool, which is a
hands-on step-by-step guide for conversations about treat-
ment options between HCPs and RRMM patients.

Question Prompt List

Since patients clearly mentioned to experience a threshold
to ask questions to clinicians, a question prompt list (QPL)
was built. This is a list of questions patients can ask during
the decision-making process. This tool was designed
based on the topics that were addressed in the interviews,
combined with topics from previous or generic QPLs and
is aimed to trigger a two-way dialogue during decision-
making consultations.***? In previous studies with QPLs,
it was found that patients never ask literal questions
from the list, but adjust them to their circumstances.?® For
this reason, additional space was provided on the QPL to
make notes.

When presenting the QPL to the expert panels, their feed-
back on this tool was very positive. HCPs found it a con-
crete tool, which they could immediately implement in
practice. Patients mentioned that a QPL would really help
them. First, they felt that a QPL would support them, and
make them more empowered. It would help them to open
the dialogue when they have a tool to refer to. They also
stated that the questions were relevant and the list was
complete. This was confirmed by the HCPs. Their advice
was to not address which HCPs need to answer which
questions, and to leave it up to the hospitals to adjust this
to their specific setting. Patients preferred to have a paper-
version over a digital one, although availability of a down-
loadable form on the websites of hospitals and patient
organisations would be welcome.

» This tool can be found in Appendix 1: Question Prompt List

Knowledge Clips
Instructional avatar movies on SDM, called ‘knowledge-

clips’, were suggested to make HCPs and patients familiar
with the concept.
During the interviews, it became clear that SDM is a com-
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pletely unknown concept to RRMM patients. Misidentifi-
cation of the concept made it sometimes difficult to answer
the questions posed in the interviews with patients in the
first part of this research project. A short movie could act
as a revelation for patients, to show them what SDM is
about and that they can play a role in the decision-making
process. Having watched a video on SDM might help
patients to take up their role, when SDM is introduced in
their treatment.

Patients in the expert panel acknowledged that they prefer
a video over a text to introduce the concept of SDM. They
considered it more accessible and easier to reach all groups
of patients. To enhance recognisability, patients suggested
including quotes from peers. HCPs suggested running the
movie on LCD screens in waiting rooms, to share it on
websites of patient organisations and hospitals, and to
make it accessible with a QR-code on leaflets for patients.
Since the concept of SDM is not only unknown to patients
but also to HCPs (especially its operationalisation), instruc-
tional movies for HCPs were suggested as well. The idea
was in fact to develop two knowledge-clips for HCPs:
a first one elaborating on the concept of SDM (what it is
and why both patients and HCPs would benefit from it),
and a second one on implementing SDM, including a
presentation of the model and tools developed as part of
the PARTNER project.

The feedback on knowledge-clips for HCPs was less
straightforward than the feedback on a short movie for
patients. Some experts thought it would certainly be a
good idea, while others were hesitating, especially regard-
ing the uptake in practice. It became clear, however, that
efforts would be needed to make the materials known to
the target group, and that a combination of approaches
might be essential.

Although the idea of making knowledge clips was received
with some enthusiasm, caution was advocated in its imple-
mentation, in order to avoid excessive expectations in
patients. Therefore, it was thought that the further devel-
opment of these tools would be better part of a larger
implementation project.

Conversation Starter

The conversation starter is a guide and a presentation
kit to support an open dialogue among HCPs about organ-
ising and implementing SDM. Given the current lack of
framework and vision on the concept of SDM and its
implementation in practice, the conversation starter is
thought to contribute to the development of a more struc-
tured approach for SDM in RRMM care.

The conversation starter could be used to structure and
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support interdisciplinary meetings among HCPs on the
level of the care unit. During these meetings, HCPs could
reflect on the current decision-making process. This re-
flection, combined with the knowledge gained from the
knowledge-clips and PARTNER model for SDM in RRMM,
would allow to open the discussion and to have an in-depth
dialogue on the topic within the team or care unit. The
slide-kit would further support making concrete agreements
on how SDM, the model and tools could be implemented
in the hospital.

When introducing a preliminary version of this tool to the
expert panels, different reactions came up. Some HCPs
mentioned that talking about organisation of care and
patient consultations within the team or care unit is dif-
ficult, and that a meeting on how to organise care is
currently not happening in most hospitals. Therefore,
HCPs advised to introduce and moderate such meetings
by external moderators, who would be able to take up a
more neutral role, and to stimulate the dialogue as well as
coming to concrete agreements. During the discussions, it
became also clear that patients are currently not involved
in the development of care pathways in hospitals. However,
given the topic of the proposed meetings, it would be a
good idea to invite patients as well in order to discuss the
concrete implementation of SDM. Some HCPs and patients
of the expert panels showed openness towards this idea,
but thought it would only work as part of a larger imple-
mentation project.

Conversation Tools

The interviews showed that, within current care, the ex-
ploration of preferences and needs of patients is rather lim-
ited. Clinicians also struggle to have an open discussion
with patients on the treatment options. These findings are
in line with findings from previous research on physician
communication styles in haematological cancers.*

The conversation tool therefore concerns a hands-on sys-
tematic guide for conversations about treatment options
between HCPs and RRMM patients, including examples of
key questions and phrases, and suggestions for an empathic
and clear approach. Two different conversation tools were
developed to cover both parts of the PARTNER model for
SDM: a conversation tool for the choice, option and team
talk, and a conversation tool for the decision talk. Funda-
ments for these tools were found in the optimisation
opportunities that were suggested in the interviews, and
in evidence from previous research on communication
with (haemato-)oncological patients and care goals.'>!%2>-2
HCPs in the expert panel appreciated the format and
content of the conversation tools. However, they highlighted
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the difficulties of implementing this kind of tools in prac-
tice. Suggestions were made to print it on a desk coaster or
make a pocket format. The tool should remind them on a
regular basis of all essential steps in the process.

The conversation tools do not address which HCPs should
be involved in the different parts of the conversations, as it
became clear in the interviews that the organisation of
care varies among hospitals, and that decisions on this
aspect should left open to the hospitals. However, we recom-
mend considering the involvement of the onco-coach in
the option talk, since patients seem to appreciate their
communication skills and approachable contact. This was
also suggested by the patients’ expert panel.

» This tool can be found in Appendix 2: Conversation Tool

DISCUSSION

While reviewing the literature as part of this project, it
became clear that there is no single solution to implement
SDM, and that it is important to work tailored to the
envisaged setting.!” Therefore, the PARTNER model and
tools have been developed in co-design with all stake-
holders: starting from interviews with a high number of
patients, carers and HCPs affiliated to different Belgian
hospitals, and integrating feedback from diverse experts.
By using this approach, we were able to enhance a fit of the
developed model and tools into the Belgian RRMM setting.
Moreover, the model and the tools are intertwined, and
focus on different aspects that are essential for the imple-
mentation of SDM. Limiting the adoption to one of the
tools might not lead to the desired shared decision-making
process.

During the co-design process, it became clear that some
participants were very enthusiastic about the different
tools, and were hoping for a rapid implementation in
practice. However, the model and the tools have not yet
been tested in practice. We learned during the co-design
process that simply diffusing the model and the tools into
practice will probably not lead to sustainable changes; this
has been clearly confirmed in previous implementation
research.’® The first focus should therefore be on pilot-
testing and evaluating the tools with regard to the impact
on patient / caregiver involvement in decisions related to
treatment and the perceived impact and feasibility of the
tools to support SDM in practice. To make an evaluation of
the integrated model and tools, the FAME framework
could be used.** Next; efforts will need to be made on
communication about the model and tools to increase
awareness among stakeholders, and to obtain a sustainable
implementation in practice. Therefore, we believe a larger
implementation project is needed.
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KEY MESSAGES FOR CLINICAL PRACTICE

patients’ treatment goals.

RRMM treatment.

developed to support SDM in practice.

1 The American Society of Clinical Oncology (ASCO) released a consensus guideline that recommends
clinicians to provide information oriented to the concerns and preferences of the patient, and to consider

2 Results from interviews with patients, carers and HCPs have shown that the concept of SDM is largely

unknown: it only happens ad hoc, depending on the patient.

3 Patients and carers would benefit from open conversations with active listening and in-depth exploration
of preferences and the need for involvement, when faced with the task of making treatment-decisions.

4 The PARTNER model describes all essential elements of the shared decision-making process for

5 The Question Prompt List, Conversation Tool, Conversation Starter and Knowledge Clips are tools

For some of the tools, there is clear evidence that they
might improve the decision-making process, as shown by
previous research in other groups of oncological patients.
A cohort study of terminally ill cancer patients showed
that patients who were provided with a QPL asked more
questions and reported less unmet needs.** Besides, the
introduction of a QPL in oncology consultations led to an
increase of expressed preferences.” In a systematic review
on the effects of a QPL in oncological settings, Keinki et al.
concluded that QPLs are inexpensive tools that influence
communicative processes positively.** Moreover, introduc-
tion of a QPL did not increase the consultation time.*>3°
Based on the results of the co-design meetings, we are
convinced that it will not suffice to just distribute the
list to patients; the QPL should be implemented in the
consultations and HCPs need to refer to the list proactively.
This advice is supported by previous research of Brown et al.,
who concluded that a QPL only improved information
recall and decreased anxiety levels when HCPs specifically
addressed the QPL.>" The same study observed a signifi-
cantly shorter consultation length when a QPL was actively
endorsed by an HCP.

The idea of using videos to inform and educate patients
in SDM was previously used in other oncology settings:
instructional video’s showed positive results in SDM on
prostate antigen-testing.’®*° Besides, multidimensional
interventions aiming to improve SDM often include videos
as patient education material.” To our knowledge, less
evidence can be found on the use of instructional videos

to educate HCPs on SDM.

Chhabra et al. confirmed our finding from the interviews
that HCPs tend to ‘broadcast’ information on different
treatment options. This one-directional manner of com-
munication and the overabundance of information seemed
to increase anxious emotions and confusion in patients.”
The authors concluded that HCPs who apply a more invit-
ing communication style, encourage patient participation.
The conversation tools that we developed are specifically
designed to meet that need, and to enhance bi-directional
communication in conversations related to making treat-
ment decisions.

To our knowledge, there are no previous initiatives which
aim to support an open dialogue among HCPs about organ-
ising and implementing SDM, which is the purpose of the
conversation starter that we developed. However, there is
ample evidence that changes in organising care are only
successful if they are discussed with all relevant HCPs.*

CONCLUSION

Using a rigorous co-design approach with integration of all
stakeholders, we developed the PARTNER model for SDM
in RRMM treatment and tools to support SDM in practice.
For some tools, there is clear evidence that they will improve
the decision-making process. Before the desired impact
can be measured and a large implementation can be strived
for, further research should focus on pilot testing and eval-
uating the tools regarding their impact and feasibility to
support shared decision-making.
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APPENDIX 1. Question Prompt List.
Also available in French on BJH.be

Informatie voor relapsed refractory multiple myeloma (RRMM) patiénten

HOE KAN IK MEE BESLISSEN OVER MIJN BEHANDELING?

BESLISSEN DOE JE NIET ALLEEN!

Beslissen over een RRMM behandeling doe je niet alleen. We streven naar gedeelde besluitvorming.
Bij gedeelde besluitvorming ga jij met je zorgverleners (en mantelzorgers) samen op zoek naar de
meest geschikte behandeling voor jou. De beslissing wordt daarbij niet alleen genomen op basis van
wetenschappelijke evidentie, maar ook op basis van jouw voorkeuren, waarden, verwachtingen en

doelen. Jij als patiént bent een actieve partner in het beslissingsproces.
WAT KAN GEDEELDE BESLUITVORMING VOOR MIJ BETEKENEN?

Gedeelde besluitvorming is een belangrijk onderdeel van kwaliteitsvolle zorg, waarin jij als patiént
centraal staat. Het aantal opties voor de behandeling van RRMM is de laatste jaren sterk toegenomen,
waardoor het behandelend team én de patiént samen kunnen kiezen uit verschillende mogelijkheden.
Aan de hand van gedeelde besluitvorming komen jullie samen tot een behandeling die aangepast is

aan jouw wensen en situatie.

» Jouw voorkeuren, waarden, verwachtingen en doelen zijn van groot belang bij het nemen
van een beslissing voor een behandeling

» Je mag vragen stellen aan jouw zorgverleners, het is belangrijk dat jij inzicht krijgt in de
mogelijkheden

» De behandeling die je krijgt zou aangepast moeten zijn aan jouw noden en verwachtingen;
deel deze met je zorgverleners

» Je mag tijd nemen om na te denken over de opties

» Jij maakt deze beslissing niet alleen, en ook jouw zorgverleners maken deze niet alleen.

Jullie maken deze beslissing samen, als team!

Tijdens een project van KULeuven / UGent werd onderzocht hoe relapsed refractory multiple myeloma patiénten betrokken kunnen
worden bij het beslissingsproces van hun behandeling en hoe ze hierbij ondersteund kunnen worden. 44 patiénten, mantelzorgers en
zorgverleners werden geinterviewd. Deze flyer en voorbeeldvragen op de achterzijde werden ontwikkeld tijdens dit project.

e
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APPENDIX 1. Question Prompt List (continued).

VOORBEELDVRAGEN BIJ HET NEMEN VAN

EEN BESLISSING VOOR EEN BEHANDELING

Kreeg je recent de diagnose relapsed refractory multiple myeloom? Zal je binnenkort een keuze
maken voor een behandeling? Hieronder vind je vragen die voor andere patiénten belangrijk waren
tijdens het beslissingsproces; misschien zijn ze voor jou ook belangrijk. Duid de vragen aan waar jij
graag een antwoord op zou krijgen. Je kan de voorbeeldvragen ook aanvullen met je eigen vragen.

Neem deze flyer mee naar je volgende afspraak en bespreek dit met je zorgverleners.
BESLISSINGSPROCES
[J Heb ik inspraak bij de keuze van mijn behandeling? [ Hoe kan ik mee beslissen over mijn behandeling?

BEHANDELOPTIES

[0 wat is het doel van de behandeling? Op korte en [0 Hoe lang duurt de behandeling?
lange termijn? [0 Hoe vaak moet ik naar het ziekenhuis voor de

[0 Kan ik genezen van de behandeling? Waarom is behandeling? Hoe regel ik mijn vervoer?
genezing niet mogelijk? [ zijn er klinische studies waar ik aan kan

[0 Zal deze behandeling ervoor zorgen dat ik langer deelnemen? Wat zijn de voor en nadelen van
ga leven? Hoe lang? deelnemen aan een klinische studie?

[0 wat is de kans van slagen van deze behandeling? [ zijn er andere behandelingen die goed zouden
Wat mag ik verwachten? zijn, maar die ik in dit ziekenhuis niet kan krijgen?

[J wat als de behandeling niet werkt? [J Kan ik overwegen om geen behandeling te

[0 wat zijn de voordelen van de behandeling? starten/mijn behandeling stop te zetten?

[0 Welke nevenwerkingen kan ik verwachten? Wat zijn de gevolgen dan?
Op korte en lange termijn? [J Heeft deze behandeling een invioed op de

[0 Heeft de behandeling een invloed op mijn werk/ behandeling van mijn andere ziekte(s)?
hobby’s/reizen? Kunnen deze behandelingen tegelijk?

[0 Hoe lang duurt de behandeling? [ Hoeveel tijd heb ik om na te denken over de

keuze voor de behandeling?

ONDERSTEUNING

[0 Hoe gaan jullie mij begeleiden tijdens mijn [0 waar kan ik ervaringen van multiple myeloom
behandeling? patiénten terugvinden?

[0 wie is mijn aanspreekpunt bij vragen? Voor welke [J wat kan ik zelf doen om mijn behandeling te
vragen kan ik terecht bij wie? ondersteunen (bv. bewegen, voeding)?

[0 waar kan ik betrouwbare informatie raadplegen? [0 Hoe behoud ik zo lang mogelijk een goede kwaliteit

[J waar kan ik terecht voor psychosociale van leven?
ondersteuning voor mezelf en mijn naaste? O

[0 wat vertel ik over mijn ziekte aan mijn directe

omgeving en hoe betrek ik deze erbij? O

[0 Hoe kom ik in contact met andere multiple

myeloom patiénten? O
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APPENDIX 2. Conversation Tool.

EEN GESPREK OVER KEUZES MAKEN TUSSEN VERSCHILLENDE BEHANDELOPTIES

OPENER

DOEL: Algemene toestand exploreren, ontspannen en vertrouwde omgeving creéren.

» ‘Hoe gaat het met jou?’, ‘Hoe voel je je?’
MEEDELEN SLECHT NIEUWS

DOEL: Duidelijke informatie geven over verandering in gezondheidstoestand, empathisch.
> Wees eerlijk en direct

» Maak ruimte voor emoties
¢ Exploreer actief emoties:
« Je ziet er geschrokken uit.’, ‘lk merk dat dit nieuws je triest maakt.’
¢ Beantwoord emoties niet met feitelijke informatie
¢ Valideer emoties
e ‘Het is normaal dat dit nieuws je van slag maakt.’

» Hou stiltes

':_@:’ Waarschuw dat slecht nieuws volgt, dit vermindert het shockeffect.

STEP BACK

VAT SAMEN: ‘We weten nu wat het probleem is, we bekijken nu samen wat we kunnen doen.’
BEWUST MAKEN DAT ER OPTIES ZIJN

DOEL: De patiént begrijpt dat er meerdere opties zijn en waarom het belangrijk, maar ook
veilig is dat hij/zij een rol opneemt in de beslissing.

» Creéer inzicht in de mogelijkheid van meerdere opties: wees eerlijk over het beslissingsproces

» Maak duidelijk dat er een keuze gemaakt kan worden:
¢ Persoonlijke voorkeur: ‘Behandelingen hebben verschillende gevolgen, sommige zullen voor
Jjou meer van belang zijn dan voor anderen.’
« Effectiviteit: patiénten zijn zich vaak niet bewust van onzekerheden binnen geneeskunde.
Durf hier open over te communiceren: ‘Uitkomsten op individueel niveau zijn onvoorspelbaar.’

CHOICE TALK

» Benadruk het team-aspect: ‘We maken deze beslissing samen: je staat hier niet alleen voor.
Ik ben er om je te helpen.’ (team-talk)

-:@- Wees je ervan bewust dat patiénten het presenteren van opties soms verkeerdelijk linken
<~ met een vorm van onwetendheid of incompetentie.

NOOD AAN INFO EN PARTICIPATIE EXPLOREREN

DOEL: Toestemming vragen.
» ‘Vind je het oké dat we samen de verschillende mogelijkheden overlopen?’

» ‘Hoeveel info over de behandelingen en het verdere verloop van de ziekte zou je graag krijgen?’

BEFORE YOU TELL, ASK

_‘@)’_ Wijst de patiént je voorstel meteen af? Ga goed na wat hier de reden voor kan zijn.
“S" Weet dat deze nood gedurende het ziekteverloop kan wijzigen.
Denk ook aan minder expliciete signalen die kunnen aantonen dat de patiént graag betrokken wordt.

v euven RGPS
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APPENDIX 2. Conversation Tool (continued).

VERVOLG - EEN GESPREK OVER KEUZES MAKEN

TUSSEN VERSCHILLENDE BEHANDELOPTIES

EXPLOREER VOORKEUREN

DOEL: De zorgverlener begrijpt waar de patiént nood aan heeft, wat hij/zij belangrijk vindt.
De patiént voelt zich betrokken.

» Leg uit waarom je vragen stelt
> Stel open vragen

* ‘We hadden het zonet over de resultaten van de recente onderzoeken: dat was geen goed nieuws.
Wat betekent dit nieuws voor jou?’, ‘'Hoe komt dit nieuws binnen?’

e ‘Wat is voor jou belangrijk in het verder bepalen van de stappen?’

» ‘Wat verwacht je op dit moment van een behandeling?’

e ‘Waar maak je je zorgen over?’, ‘Waar heb je angst voor?’

e ‘Wat is voor jou belangrijk bij de keuze van therapie?’

* ‘In welke mate is je familie op de hoogte van jouw voorkeuren en wensen?’

BEFORE YOU TELL, ASK

» Pas de vragen aan naar het stadium

e ‘Nu je zieker wordt, hoe ver wil je gaan om meer tijd te winnen?’

e ‘Hoe vaak wil je nog naar het ziekenhuis komen?’

 Ga tijdig het gesprek aan over ‘wat als je zieker wordt’; voer dit samen met mantelzorger(s)
¢ Weest niet bang om een palliatief traject aan te halen

» Luister actief

OPTIES VOORLEGGEN

DOEL: De patiént heeft een goede notie van de mogelijkheden.
» Splits de info op in kleine ‘verteerbare’ deeltjes

» Wees zo concreet mogelijk, vermijd technische details

OPTION TALK

',@: Kom terug op elementen uit het exploratiegesprek
» Vermijd eenrichtingsverkeer
> Lijst opties op, werk visueel

» Hou het neutraal, maar spreek voorkeuren uit wanneer de vraag komt
VAT SAMEN EN EVALUEER

DOEL: De patiént heeft alles begrepen, de zorgverlener heeft dit nagevraagd.
De patiént weet hoe het nu verder gaat.

» Vat samen en vraag de patiént om de info in eigen woorden te herhalen (teach back)
> Sta open voor vragen

» Leg de volgende stappen uit: geef het nodige info-materiaal mee + de question prompt list,
en wijs de contactpersoon aan

T
‘ DNIVERSITEL]
GENT

\/O |_U M E,I 2NOVEMBER2021



_BJ. 31/

APPENDIX 2. Conversation Tool (continued).

EEN GESPREK WAARIN BESLIST WORDT OVER DE BEHANDELING

OPENER

DOEL: Algemene toestand exploreren, ontspannen en vertrouwde omgeving creéren.

> ‘Hoe gaat het met jou?’, ‘Hoe voel je je?’

NAAR EEN BESLISSING OVERGAAN

DOEL: Het is duidelijk dat de patiént klaar is om samen een beslissing te nemen.
» ‘Hoe heb je de voorbije periode ervaren?’

> ‘Ben je klaar om een keuze te maken?’
* ‘Heb je nood aan meer tijd?’

» ‘Welke vragen heb je nog?’
« Vraag actief naar wat de patiént heeft aangeduid in de question prompt list!

FOCUS OP VOORKEUREN

DOEL: De patiént en zorgverlener weten wat belangrijk is bij het nemen van een beslissing.
» ‘Wat is voor jou nu het belangrijkste?’
» ‘Welke optie heeft jouw voorkeur? Waarom?’

> Luister actief

HET NEMEN VAN DE BESLISSING

DOEL: Er wordt een gedeelde beslissing genomen.

DECISION TALK

> Lijst de opties opnieuw op

» De voorkeur van de patiént wordt besproken, aangevuld met de expertise van de arts
BESLISSING EVALUEREN

DOEL: De patiént en arts overlopen de gedeelde beslissing.
De patiént weet hoe de behandeling nu verder verloopt.

> Vat de beslissing samen en vraag de patiént om de beslissing in eigen woorden te herhalen
(teach back)

» Sta open voor vragen

> Leg de volgende stappen uit: geef nodig info materiaal mee, wijs contactpersoon aan
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