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Extensive research into shared decision making (SDM) between patient and healthcare
professionals started in the 21th century, after the first models had been published in 1997"
and 1999.? Research activities in the SDM field may be categorized in four different domains;
(i) definition of SDM and development of frameworks, (ii) development and psychometric
testing of measurement scales, (iii) development and evaluation of SDM interventions and
(iv) implementation [of SDM] in routine practice.” While SDM interventions have been
developed and campaigns to foster SDM implementation have been started, we noted that
there were still measurement difficulties, and that SDM measurement was often limited to
physician behaviour, while patient responsibilities were described in the first SDM models.
Therefore, we set out to address the first two domains: we aimed to answer the following
two fundamental questions in this thesis; What is SDM and How can the SDM process be
measured, specifically for oncology?

We critically appraised the then available SDM measurement instruments, thereby informing
researchers on their strengths and weaknesses. There was an overall lack of evidence on
the quality of measurement instruments (Chapter 2). We showed both the variety and the
consensus in components present in forty SODM models, what roles healthcare professionals
and patients are described to have according to these models, and how the presence
of certain components has varied over time. We presented an SDM map displaying the
components seen as key per healthcare setting Chapter 3). In a qualitative study, we showed
that SDM in oncology extends to time outside consultations and includes both patient and
physician behaviours according to the relevant stakeholders (Chapter 4).

Informed by all these data and by using the original COnsensus-based Standards for the
selection of health Measurement INstruments (COSMIN) checklist,* > we developed the
iISHARE questionnaires. The iSHAREpatient and ISHAREphysician assess the SDM process
from different viewpoints, include both patient and physician behaviours, are aimed to
assess the full SDM process, and may also be administered before a final decision has
been made (Chapter 5). Finally, we validated the iSHARE questionnaires in a sample of
patients and physicians, including patients with different cancer diagnoses and treated with
varying intents, and physicians from differently specialties. The iSHARE questionnaires have
adequate measurement properties and are fit to assess specific parts of the SDM process
(Chapter 6).

In this chapter, we will discuss our main findings, reflect on the methods we have used and
propose implications for research and clinical practice.

Actors in SDM

Early SDM models already identified patient behaviour to be part of this decision-making
process, next to healthcare professional behaviour."? In our review of SDM models, we
found that patient and healthcare professionals are identified as actors in the majority of
the models published until September 2019 (Chapter 3). Still, it might feel uncomfortable for
healthcare professionals to give patients some responsibility, or to at least expect something
from them, to achieve SDM. We know from qualitative research and from studies using the
Control Preferences Scale (CPS) that patients want to participate in decision making and see
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specific roles for themselves, both in- and outside oncology.®'? Indeed, in our qualitative
study about SDM in oncology (Chapter 4) it became clear that patients have specific roles
in SDM. Patients and members of the general population emphasized the importance of
patients communicating openly, as was found before.®'* This may help physicians in getting
to know their patients, and patients need to feel 'known' to actively participate in SDM.™
Healthcare professionals should see patients as a person, not as just a patient.’*1®

Healthcare professionals and developers of SDM interventions should be aware of the
essence of time for patients’ role in SDM. Time in which the patient can reflect on the
decision, sleep on it, and discuss it with significant others if they wish to do so (Chapter 4).
Also in an oncology setting there is often time to take a few days before making the final
decision. This might implicate a different organization of healthcare, where time would be
routinely scheduled between the consultation in which a diagnosis, or a change in the status
of the disease, is communicated and possible treatment options are discussed, and the
consultation in which treatment decisions are made. First having time to process and accept
the diagnosis and thereafter considering the treatment options is expected to facilitate
patient involvement.’® "’

Next to the patient and physician, also others may have a role in the SDM process, such as
nurses,'® ® general practitioners,?® caregivers,?' family members, and significant others.?
Roles of others have only recently been described and may receive more attention in future
studies on defining and measuring SDM, but also when designing SDM interventions. A few
existing examples are a scale measuring role competency of oncology nurses?* and SDM
interventions aiming at nurses, both in oncology**and in primary care.?> Specifically for the
oncology setting, we found that treatment options are often discussed with relatives or the
general practitioner outside of the consultation with the specialist (Chapter 4).

While patient behaviour is part of the SDM process, existing SDM measurement instruments
most often only assess healthcare professional behaviour (e.g., OPTION,?® CollaboRATE?),
or include both patient and physician behaviour in one item (e.g., nine-item SDM-
Questionnaire (SDM-Q-9)%® and SDM-Questionnaire-physician-version (SDM-Q-Doc)#¥). We
urge researchers who develop SDM measurement instruments to include items dedicated
to patient behaviours. In the ISHARE questionnaires, we included items on either physician
or patient roles. The iISHARE questionnaires therefore can also be used to assess the effects
of campaigns and interventions aiming at patient behaviour. Note that we deliberately chose
to include only patient and physician behaviours. Others may be involved, but if they are
not, SDM is no less.

Development and validation of the iISHARE questionnaires

We used the original version of the COSMIN checklist* ® to rate the development and
validation studies included in our systematic review (Chapter 2). We further used the
checklist as a guideline during the development and validation process of the iSHARE
questionnaires, although it had been developed to rate the methodological quality of studies
on measurement properties. In recent years, many different COSMIN checklists and tools
have been published: the risk of bias checklist®® (which substitutes the original checklist)
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and guideling,® both for systematic reviews of patient-reported outcome measures
(PROM); the study design checklist;*? the methodology for evaluating the content validity of
PROMS;* the risk of bias tool to assess the quality of studies on reliability or measurement
error of outcome measurement instruments;* and the reporting guideline for studies on
measurement properties.*®> We recommend researchers to use the appropriate COSMIN
tools and to report on this, and especially to use the reporting guideline,*®> to make sure all
necessary information is reported for future users of the measurement instrument.

To date, the guidelines available are relevant to the development and the validation of
measurement instruments based on a reflective measurement model, and to a lesser
extent when a formative measurement model is assumed. The former is more common.
However, to us, such guidelines would have been useful, given that we assumed a formative
measurement model for the iISHARE questionnaires. The COSMIN group might develop a
guideline on how to deal with item selection and validation of a measurement instrument
when a formative measurement model is assumed.

During all the phases of the development and the validation of the iSHARE questionnaires,
we asked patients and physicians for their opinions and incorporated their feedback. Their
involvement contributed to the design of questionnaires that turned out to be feasible
during the cognitive interviews (Chapter 5). We also aimed to reach acceptable agreement
between the scores on the iISHAREpatient and iISHAREphysician, by using this approach. The
low number of missing values in the validation study (Chapter 6) suggested acceptability of
both the iSHAREpatient and the iISHAREphysician.

We tested content validity quantitatively in a sample of 12 cancer patients and 11 physicians.
The then available original COSMIN checklist did not make a difference between quantitative
and qualitative data collection for content validity testing, and >10 was considered to be an
adequate sample size.*> The more recent COSMIN study design checklist®? (and the COSMIN
risk of bias checklist®®3¢) now recommends content validity testing using a sample size of
>50 for quantitative studies. We performed content validity testing of the iSHAREphysician
at the level of the domains (note, the 13 iISHARE domains are clustered in six dimensions),
while the original COSMIN checklist (and the more recent COSMIN risk of bias checklist3®
3¢ and COSMIN study design checklist®?) states it should be done on the item level.*> We
indeed asked patients to assess each item but decided against asking this from physicians,
due to the time investment it would require. Somehow, it is strange though that we were
hesitant to ask additional time investment of healthcare professionals to test the items
while at the same time asking so much more time and effort of patients. We, as researchers,
should consider the time we ask from both patient and healthcare professionals in the
development and validation of measurement instruments. A measurement instrument is not
directly beneficial to either patients or healthcare professionals, other than for example, a
decision aid. For future development and validation studies it might be smart to reduce the
individual burden by only presenting half of the items that should be assessed to one group
and the other half to another group, thereby doubling the required sample.

We tested hypotheses about the correlation between the scores on the iSHAREpatient
(dimensions) and the scores on several measurementinstruments from the patient viewpoint
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(the SDM-Q-9, the Decisional Conflict Scale (DCS), the Combined Outcome Measure for Risk
communication And treatment Decision-making Effectiveness, and the five-item Perceived
Efficacy in Patient-Physician Interactions (PEPPI-5)) to determine construct validity. We were
only able to determine construct validity of the iISHAREphysician by formulating a hypothesis
aboutthe correlation between the scores on the iISHAREphysician and the scores on the SDM-
Q-Doc. At the start of the validation study, no other measurement instrument was available
to assess the SDM process from the viewpoint of the physician that had been validated in
Dutch. This is still true today. Also, no questionnaires measuring related constructs from the
physician viewpoint are available, on which to base hypotheses for validation. When these
will become available, it will be valuable to formulate hypotheses on the dimension level to
further validate the iISHAREphysician.

We decided to not compare the iSHARE questionnaires to a measurement instrument
assessing the SDM process from an observer viewpoint (e.g., to the OPTION-12 or the
OPTION-5) for two reasons. First and foremost, poor correlations have been found between
scores on self- versus observer-based SDM measurement instruments. 33 The different
perspectives on the SDM process may be due to differences in the construct underlying
the respective measurement instruments, as well as to an inherently different view on the
extent to which SDM occurred from these different perspectives. If the correlation between
the scores on the iISHARE questionnaires and an observer-based coding scheme was low,
we should doubt whether this informs us about the validity of the iSHARE questionnaires.
Second, we would have faced logistic challenges which we could not solve in a pragmatically
enough manner to be able to collect the necessary data.

In the field, Pearson®* 4% and Spearman®® correlations have been reported as parameters
of test-retest, inter- and intra-rater reliability (Chapter 2). However, the COSMIN group
recommends to calculate intraclass correlation coefficients for continuous scores and
(weighted) Kappa's for dichotomous, nominal, and ordinal scores as reliability parameters.?*
3+ We were not able to calculate weighted Kappa's because the data were not distributed
normally (Chapter 6) and therefore calculated agreement, which is considered to be
a parameter of measurement error for dichotomous, nominal, and ordinal scores. To
determine measurement error for continuous scores, calculation of the Standard Error of
Measurement, Smallest Detectable Change, Limits of Agreement or Coefficient of Variation
is recommended.?>** We call upon the field to calculate and report both on reliability and
measurement error, if possible.

Response scales

In a side-study, we tested four different response scales to determine the most appropriate
one for the iISHARE questionnaires (Chapter 5). We were in particular interested in possible
ceiling effects, as SDM measurement instruments from the patient viewpoint have shown
to be prone to them.#** We compared the scores obtained with the different response
scales, using the draft version of the iISHAREpatient questionnaire. We had anticipated that
a five-point scale ranging from ‘not done at all' to ‘done completely’ would show fewer ceiling
effects compared to a five-point scale ranging from ‘totally disagree’ to ‘totally agree’, due to
the focus on actual behaviour in the response options. Further, respondents tend to agree
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with questionnaire items regardless of their content, referred to as acquiescence bias.* We
also tested a five-point positively unbalanced scale, ranging from ‘not done at all' to ‘done
completely’, i.e., with more labels on the positive end of the scale. The scale provided more
choice and detail if someone would like to rate the item positively. This unbalanced format
is known to reduce ceiling effects, when compared to a balanced scale in patient satisfaction
measurement.*® Finally, we included a visual analogue scale (VAS) with the ends labelled as
‘not done at all'’ and ‘done completely’, as the VAS is known to show fewer ceiling effects
compared to a Likert scale.*®

The results obtained by the VAS scale showed fine results for the mean, standard deviation,
range, and the coefficient of variation. Upon further inspection, the histogram showed
a bimodal distribution (i.e., two distant peaks in the distribution), which can indicate
inconsistent use of response options.*’ This underscores the importance of visual inspection
of collected data. During the cognitive interviews we also saw problems with the completion
of the VAS, and we decided against the use of the VAS scale based on these observations.

The five-point unbalanced ‘done’ scale showed favourable results as well. Informed by these
findings, and in combination with the results of the cognitive interviews, we decided to use
a six-point scale with two negative response options (‘not at all' [helemaal niet gedaan] and
‘hardly’ [bijna niet gedaan]), and four positive response options (‘a little’ [een beetje gedaan],
‘for a large part’ [voor een groot deel gedaan], ‘almost completely’ [bijna helemaal gedaan],
and ‘completely’ [helemaal gedaan]). Despite our attempts to limit ceiling effects, they were
undeniably present in our validation study and scores were even higher (the SDM-Q-948 4°
and the PEPPI-5%50.5T) and lower (the DCS*® “°) than in other Dutch oncology samples. We
have discussed the possibility of researcher, physician, and patient bias (Chapter 6). Another
explanation might be that patients and physicians did not closely read the labels and may
have in fact used it as a '‘balanced’ scale. A different approach, in which the response options
are presented as words that should be circled instead of boxes that should be checked*
might result in patients and physician closely reading the labels.

We encourage researchersin the SDM field to test different response scales when developing
a measurement instrument. This enables them to choose the one with the largest range, the
most variation, and fewest ceiling or floor effects. Next to these quantitative parameters, the
focus of research on response scales should also be on their interpretability and feasibility
for respondents.

Using the iSHARE questionnaires

The iISHARE questionnaires were developed and tested in Dutch, implying exclusion of cancer
patients who do not speak or read Dutch. We involved patients throughout the development
process and made efforts to formulate clear items, but the samples in which we tested
feasibility and acceptability were highly educated (Chapters 4, 5 and 6). We therefore do not
know whether low literate patients may experience difficulties in understanding the items. We
did not explicitly test the iSHAREpatient in low literate patients and recommend developers
of SDM instruments to do so. Users of the iISHARE questionnaire and other measurement
instruments may perform additional testing in patients with various levels of education and
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health literacy, especially when translating existing measurement instruments.

The iISHARE questionnaires may be used to establish baseline levels of SDM in a particular
setting, or a change in the SDM level due to an intervention or training. We expect that the
iISHARE questionnaires show fewer ceiling effects in a new sample compared to the effects
demonstrated in our validation study (Chapter 6), allowing the detection of improvement.
Of course, responsiveness of the ISHARE questionnaires should be assessed first.
Responsiveness is a measurement property that is seldom assessed; it was only done for
the CollaboRATE (Chapter 2). Responsiveness needs to be assessed in a longitudinal design
in which a measurement instrument is administered twice and a change should be expected
between the two assessments, e.g., as a result of an intervention. A priori hypotheses on
the change scores need to be formulated. A feasible option to assess responsiveness,
is to include the questionnaire under study (e.g., the iSHAREpatient) next to another
questionnaire (e.g., the SDM-Q-9) which is used to evaluate the effect of an intervention
to foster SDM. The construct approach may then be used,* > in which hypotheses are
formulated about the expected direction and magnitude of correlations between change
scores on the SDM-Q-9 and the iSHAREpatient. Note that in this case, the data collected for
the iISHAREpatient should only be used to determine responsiveness of the iISHAREpatient
and not to draw conclusions about the effect of the intervention. Apart from the possibility
of the iISHARE questionnaires and other questionnaires to measure change over time, it
might be valuable to discuss what change is clinically relevant in what context, compared
to being statistically significant. We call upon the field to determine the minimal important
change values in future research, and anchor-based methods may be used to that end.”*
> Future users of the iISHARE questionnaires who aim to use the questionnaires to assess
the effect of an intervention, may critically review its dimensions and individual items, to
determine in advance on which of them their intervention might have an effect. If only
relevant dimensions or items are included in a questionnaire, study load for both patients
and healthcare professional decreases. For example, items 9 and 10 (i.e., 9. The doctor
said that it matters what | think is important and 10. The doctor checked whether he/
she understood what was important to me) may show higher scores when a patient has
completed a PROM and patient and healthcare professional have discussed it during the
consultation. Although PROMs are increasingly linked to SDM,*¢ 57 their impact on SDM has
not yet been assessed. In the future, specific dimensions of the iSHARE questionnaires
might be used to do so. We also encourage future users to critically assess whose viewpoint
should be measured. Since the agreement between the iSHARE questionnaires is moderate,
it might be enough to assess only one viewpoint, thereby reducing study burden.

Our validation study (Chapter 6) indicates that for the majority of decision-making processes
(131/149), patients and physicians agree on whether a decision has been made. This is
higher than was found previously in an oncology setting.”® We cannot be sure whether this
agreement was specific for our sample, and therefore ask future users of both iSHARE
questionnaires to report their findings.

We described how to calculate a total score on both iISHARE questionnaires (Chapter 5) and
reported this in our validation study (Chapter 6) to inform future users. We urge them to
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carefully consider the use of total versus dimensions scores, since dimension scores are
more informative for a formative construct. We do not explicitly describe weighing of the
dimensions to arrive at a total score (Chapter 5), but we did so by combining dimension
scores into a total score, instead of computing a total score based on individual items.
Combining dimension scores results in proportionally giving more weight to dimensions
with fewer items. If we would have computed total scores based on individual items, the
total score would largely be determined by the seven of 15 items that refer to asking for and
providing medical information. The information component makes up a large part of SDM
measurement instruments e.g.,”® and therefore has a major impact on the obtained SDM
scores. We consider all dimensions to be of equal importance and call on future users to
follow this approach.

Measuring SDM in future research

In 2017, we identified 40 SDM measurement instruments, including 21 original versions, four
revised versions, and 15 translated versions (Chapter 2). In subsequent years, adapted (e.g.,
CollaboRATEredatric60) gnd translated versions (e.g., the Japanese versions of the SDM-Q-9
and SDM-Q-Doc®"® and an Arabic version of the SDM-Q-9%) have been published, as well
as papers on the development and validation of a patient questionnaire; the SDM Process
Scale.®#%¢ The SureScore® and the Alberta Shared decision-maKing Measurement Instrument
(ASK-MI)%8 questionnaires have recently been developed to assess SDM, with both a patient
and a clinician version. Also, a new observer measurement instrument has been developed,
the 4SDM.*° Both the 4SDM and the OPTION'? were able to detect change as a result of an
SDM training for oncologists, and we therefore recommend to further validate the 4SDM
(e.g., content validity, construct validity, intra-rater and inter-rater agreement) and to publish
about its development and validation process.

We recommend further validation and reliability testing of existing instruments, including the
iISHARE questionnaires. In addition to further validation, we call authors to always describe
their construct when developing or validating a measurement instrument, or to explicitly
refer to a source in which the construct is described. It will help future users to determine
whether the construct matches their SDM model, and thus whether the measurement
instrument is useful to assess SDM in their study.

If one assumes a somewhat different underlying SDM construct than the ones underlying any
of the already existing measurement instruments, one may edit an existing measurement
instrument to meet one’s purposes. However, authors should not simply edit items or remove
or add items and refer to the original questionnaire without mentioning the changes. The
known measurement properties do not longer apply to an adapted version. One solution
is to explicitly describe the changes and the reason for them in the Methods section of an
article, or to include the adapted version in an Appendix. Another approach is to present it
as an officially adapted version of an existing measurement instrument and to give it a new
name. An example of adapting an already existing and validated measurement instrument
to match another SDM model, is the adaptation of the OPTION-5 into OPTIONM 5% The same
may apply if SDM needs to be measured from another viewpoint. CollaboRATE, a patient
questionnaire, was adapted into the CollaboRATEPedatc in German to assess SDM from the

200



General discussion | 7

patient, parent, and parent-proxy viewpoint.®® The SDM-Q-9 and SDM-Q-doc have been
adapted into the Care SDM-Questionnaire for care receivers (SDM-C-patient) and the Care
SDM-Questionnaire for care providers (SDM-C-provider), to measure SDM between patient
and healthcare professionals other than physicians.’”® We strongly recommend to determine
the measurement properties of these instruments. Adaptations of existing measurement
instruments may also include adding an assessment of behaviour of others, next to that of
the patient and the physician.

It might be valuable to set up an international item bank for SDM, given the many
measurement instruments available (Chapter 2). Especially if a formative measurement
model is assumed and given that many different SDM models exist, researchers might
benefit from the opportunity to create their own SDM measurement instrument based on
the SDM model that fits their setting best. Researchers then do not have to formulate new,
unvalidated items, and can compose a fitting combination of validated dimensions or items,
which matches their specific construct. For this reason, we need more data on measurement
properties on both the dimension and item levels, over and above information on a total scale
level. We provide evidence on agreement on the item level for the iSHARE questionnaires,
and for some iSHAREpatient items hypothesis testing was done on the item level (Chapter 6).
Item scores for the SDM-Q-9 have also been published.*? To the extent that such evidence
is available for other SDM measurement instruments, it may be included in the item bank
to inform future users. The dimensions and items should have a clear description and all
information available on measurement properties in different settings should be reported.
Validated versions of the items in other languages may also be included. Note that item
response theory (IRT) only applies to reflective, and not formative measurement models. If
one assumes a reflective measurement model, IRT is normally used to determine the item
characteristic curves (i.e., a plot that shows the association between a patient's underlying
ability and the probability of a particular response to the item) of the items. Item difficulty
and patient ability are linked to each other in an IRT model,”" and may inform researchers
on which items to select from the item bank, but this approach is not applicable to an SDM
item bank. SDM items do not by definition differ in difficulty, other than for example items
on walking ability (a unidimensional construct). Someone who cannot walk will by definition
not be able to run either and will answer items accordingly. Researchers should instead
select items from the item bank based on their content.

We studied the SDM process, which includes time during and outside consultations. These
consultations were face-to-face consultations. This thesis started with a comparison
between the complex behaviours needed for this decision-making process, in comparison
to the more easy-to-implement behaviours recommended to slow the spread of COVID-19.
COVID-19 has changed much in the main SDM playing field: the consultation room. Patients
have been requested to come alone, not to shake hands, to wear a mask, and to keep physical
distance whenever possible. They have increasingly been invited to digital appointments
instead of in-person ones. Some of these and other effects of the pandemic on healthcare
delivery most probably will stay in the coming years. We do not yet know how this may affect
communication, and more specifically SDM between patients and healthcare professionals.
Attention should be paid to what different behaviours it may potentially require from the
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participants. The literature on remote SDM focusses on technological features and less
on how conducting consultations remotely affects collaboration between patients and
healthcare professionals.” A study with simulated consultations showed that perceived SDM
did not differ significantly between face-to-face and screen-to-screen consultation,”® which
is promising. However, to draw firm conclusions on how remote consultations impacts the
interaction between patients and healthcare professionals and SDM, more research in real-
life clinical practice is needed.

SDM as the norm

SDM between patients and healthcare professionals should become the norm, especially
when the patient wishes to be involved. Indeed, even in a more acute situation SDM is the
preferred approach to be used when there is clinical equipoise or uncertainty about the
best approach for this patient, when the patient can be involved, and when there is sufficient
time to do so.”* If a patient prefers to be involved but is not yet ready to be, due to e.g,,
patient-related characteristics, healthcare professionals’ directed efforts to help make the
patient ready may enable participatione.”> The given that SDM slowly becomes the norm is
reflected in its establishment by Dutch law’® and its promotion by healthcare professional
organisations, patient organisations, and the government.”” As a consequence, there might
be the tendency to formulate norms regarding the required level of SDM in a certain
setting. In Italy for example, the level of SDM was proposed as a quality indicator for breast
cancer care.”® However, it is questionable if making SDM a requirement for organizational
accreditation would benefit SDM implementation.” In fact, we call insurers and policy makers
to refrain from benchmarking for SDM. The SDM field has still work to do to guarantee valid
and meaningful measurement instruments for different contexts, to ensure that those in
charge of SDM implementation and reimbursement know wat they should measure.®® When
the level of SDM is used as a quality indicator or is used for accreditation, one should be
aware that the way it is measured may have a major impact on what behaviour is actually
promoted. It may result in rewarding easy to measure healthcare professional behaviour,
such as the use of decision aids, instead of promoting the awareness of all that is needed to
truly involve patients in making decisions about their care.®"#

Conclusion

Healthcare professionals and researchers should be aware of the role that patients have
in SDM and enable their participation. To that end, healthcare professionals should get to
know their patients and see them as a person with a condition, and not only as a patient.
Providing time to consider options outside of the consultation may be an important
facilitator of patient involvement. Intervention developers should design them in such a way
that the interventions support patients in their unique role, which may differ depending on
the setting.

The iISHARE questionnaires assess both patient and physician behaviours and cover the entire
SDM process. Both patients and physicians were involved in all steps of the development
and validation and they show adequate measurement properties. We recommend use of the
iISHARE questionnaires in an oncology setting.
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The variety of existing SDM models and measurement instruments is not necessarily a
problem and may be a natural result of the formative nature of the SDM construct. The
SDM map may be used to determine which SDM components are relevant in specific setting.
Both SDM models and SDM measurement instruments benefit from a clear description,
as this enables future users to apply them in appropriate ways. For SDM measurement
instruments, including the iISHARE questionnaires, further high-quality validation studies are
needed, and especially responsiveness should be assessed. We recommend using existing
measurement instruments, by adapting and renaming them if needed, or by building an
item bank, enabling researchers to compose a fitting combination of items or dimensions.
Instrument developers should consider the assessment of patients’ role and the formative
measurement model. Finally, we recommend to always involve patients and healthcare
professionals in the development and validation of SDM measurement instruments. While
this work continues, more knowledge on SDM measurement will become available. This will
help finding answers to challenges still present in the field.
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