How to foster shared decision making through
guidelines
Corinna Schaefer, Andy Hutchinson
Corresponding author: schaefer@azq.de

Key messages of this chapter
• Healthcare professionals (HCP) have the responsibility of enabling shared
decision making (SDM). Guidelines guide HCPs to make clinical decisions. To
foster shared SDM in clinical practice, guidelines have to reflect this concept in
their structure, wording, content and tools.
• For a patient-centered guideline approach, it may be helpful to combine goal
setting, goal-based SDM, the consideration of contextual factors, and the
continuous evaluation of treatment goals, treatment burden, and barriers to
adherence.
•

Strategies to enable SDM through guidelines include:
− use of wording that supports discussion between the patient or service user
and health or social care professional about their care
− presentation of options and their harms and benefits in a way that enables risk
communication and discussion of options
− systematic identification and prioritisation of recommendations and clinical
situations that are most relevant to SDM
− provision of a generic chapter on SDM
− provision of guideline-based decision tools
− integrating SDM aspects and decision aids into the guideline, recommendations
and algorithms.

Top tips
• Implementing SDM-enhancing strategies in guidelines needs strategic planning
from the very beginning, including scoping, formulation of review questions, and
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evidence selection or interpretation. A clear responsibility within the guideline
production team for including SDM is helpful.
• The guideline team may not have all the expertise needed, or at its disposal, for
implementing SDM-enhancing strategies (for example, medical writers or
information specialists to design decision support tools for patients). Check
beforehand what expertise might be needed and seek collaboration.
• If resources are scarce, it is helpful to prioritise clinical situations or
recommendations in which SDM is of high importance when creating additional
tools for decision support.
• The guideline group should review and approve all additional tools (patient
information or decision support tools) to ensure consistency with the
recommendations.
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Aims of this chapter
This chapter provides a rationale for harmonising guidelines with shared decision
making (SDM) and discusses strategies for fostering SDM through guidelines. It
does not discuss the concept of SDM, the underlying evidence or the different types
of decision aids in use, nor does it provide evidence on their effects and how these
can be measured. Information on these topics can be found elsewhere, for example
National Institute for Health and Care (2021a) and Stacey et al. (2017). Instead, this
chapter focuses on the guideline developer’s perspective and aims to provide
practical support that is mostly based on experience from various guideline
development processes.

Rationale: SDM and guidelines
Theory and practice: definition of clinical practice guidelines
Guidelines can be understood as tools to support clinical decision making. In its
2011 standard reference work, ‘Clinical practice guidelines we can trust’, the US
Institute of Medicine (2011) states:
‘Rather than dictating a one-size-fits-all approach to patient care, [clinical practice
guidelines] should aid clinician and patient decision-making by clearly describing and
appraising the evidence and reasoning regarding the likely benefits and harms
related to specific clinical recommendations.’
SDM is a key element of the clinical encounter as reflected in patients’ views. Its
importance, and the need for input from healthcare professionals (HCPs) when
making a treatment choice, were recurrent findings in DECIDE research (Fearns et
al. 2016). The Institute of Medicine’s definition emphasises that guidelines can
support HCPs in guiding patients through the SDM process.
However, some considerations and insights from guideline research suggest that
clinicians’ misconception of the underlying evidence, the format of many guidelines,
and the wording of their recommendations might be a barrier to individual SDM:
•

Evidence from a large sample of various guideline groups and a review of
qualitative evidence (Carlsen et al. 2007) suggest that some clinicians may
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misinterpret guideline recommendations as absolute do's or don'ts that are
opposed to SDM. This seems to apply especially to recommendations in favour of
interventions.
• The development of guideline-based performance measures and pay-forperformance models may plausibly lead to clinicians following recommendations
rather than discussing options with their patients, especially when these impact on
either certificates or reimbursement (Legaré and Witteman 2013). The same may
apply to the increasing role that guidelines have in legal contexts, that is,
malpractice claims (Mackey and Liang 2011).
• A survey among physicians indicated that stronger and weaker guideline
recommendations may be perceived as equally binding (Nast et al. 2013).
• In the literature, guidelines have been largely criticised for not providing guidance
for individual situations that may need to go beyond the generalisation of a given
guideline recommendation. This may be especially so when patients have
comorbidities or multimorbidity (Elwyn et al. 2016; Young et al. 2015).

Key to success: harmonising guidelines with SDM
Guidelines, in a widely cited definition (Institute of Medicine 2011), are described as
facilitators of clinical decision making. However, their potential to impede patientcentred decision making has to be taken into account.
In their Guidance manual, the German Association of the Scientific Medical Societies
addressed this issue by explicitly stating:
‘Guidelines can be understood as "treatment and decision corridors” which can or
should be deviated from in justified cases. The applicability of a guideline or
individual guideline recommendations should be reviewed in individual situations in
the individual encounter according to the principles of shared decision-making.’
(German Association of the Scientific Medical Societies 2012)
Therefore, guideline adherence truly means meticulously considering whether to
deviate from a recommendation in the care of an individual person and discussing
this with them (Kühlein and Schaefer 2020). To support clinicians in doing so, it is
most important to integrate tools and elements into the guideline that facilitate talking
about these options and SDM. This is why guidelines and decision tools have been
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stated as maintaining an ‘inevitable relationship’ (van der Weijden et al. 2012). Such
a relationship seems crucial, because the format of many guidelines does not
provide even basic elements that enable HCPs to present options and their
probabilities to patients (Morgott et al. 2019).
The patients’ view seems to support this. Qualitative evidence from the DECIDE
project indicated that patients need health information that enables them to choose
between treatment options, including information about harms (Fearns et al. 2016).
They would like help with making such choices from HCPs, especially general
practitioners. Hence, guidelines have an important role here because they are mainly
aimed at HCPs.
The following sections provide some guidance about different tools and strategies
guideline that developers may use to enable and support SDM through guidelines.

Strength of the recommendation – a trigger for SDM?
Before presenting different enablers for SDM in guidelines, we will discuss whether
or not SDM is more applicable for some recommendations than others. We will also
discuss whether the strength of a recommendation has a role in deciding this.
Some models that assess the potential for SDM in guidelines suggest that weak
recommendations are most appropriate for sharing decisions. This applies especially
to the GRADE framework: ‘When a recommendation is weak, clinicians and other
health care providers need to devote more time to the process of shared decisionmaking by which they ensure that the informed choice reflects individual values and
preferences.’ (Andrews et al. 2013)
However, in their DECIDE work, Fearns et al. found that weak recommendations
triggered strong negative reactions from members of the public (2016). Although
they understood that a weak recommendation was less strongly endorsed, they often
interpreted it as the intervention not being effective.
Weak recommendations are made when there are different options, including no
intervention, that are equally sensible and choices may differ largely among
individual patients depending on their individual situations. Therefore, without any
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question, SDM applies here. However, SDM may be equally important in relation to
strong recommendations, if the situation is appropriate (that is, it is not an
emergency situation). It is assumed for strong recommendations that most informed
people would decide in favour of the recommendation. But this raises the question of
who makes that assumption. The experience, concerns and preferences of the
guideline developers may not be shared by all patients. Several people may decide
differently, in the context of their particular circumstances. These circumstances are
characterised by the International classification of functioning, disability and health’s
(ICF) contextual factors and may present good reasons for deciding against a wellestablished, evidence-based intervention (World Health Organization [WHO] 2001).
These contextual factors include:
•

environmental factors: factors that are not within the person's control, such as
family, work, government agencies, laws, and cultural beliefs

•

personal factors: factors such as race, gender, age, educational level, coping
styles, health status, and risk attitudes, which vary widely among individuals
and cultures.

Offering SDM enables patients to make a decision that best suits their individual and
environmental conditions. Box 1 provides an example of a guideline panel deciding
to provide a decision aid for a strong recommendation.
Box 1 Case study of decision support for a decision on taking statins for
coronary artery disease in the German national disease management guideline
on chronic coronary artery disease (Bundesärztekammer 2019)
Background
High grade evidence for statins in patients with coronary artery disease
(CAD) shows consistent effects on mortality and morbidity and only rare
adverse events. However, myalgia has often been reported under statin
use, although randomised control trials showed no difference between
intervention and control groups therefore suggesting a nocebo effect. Most
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guidelines give a strong recommendation in favour of statins for patients
with CAD.
Rationale
Based on clinical experience, the large multidisciplinary guideline panel
identified that the decision to start or continue statins was a key situation for
SDM, mainly for 2 reasons:
• they assumed there was considerable overtreatment in older patients on
polypharmacy, and
• according to their clinical experience, some patients refuse to take
statins because of the false belief that these caused muscle pain.
Intervention
A decision support tool was designed, based on the results of the
systematic review for the guideline, that provided a drugs fact box for
statins and additional plain language information, which clearly explained
why myalgia was most probably not caused by the medication. It was
formatted so that it could be printed and handed out to patients (as a short
leaflet) as well as being used online. The tool underwent formal consensus
and was integrated into and published with the guideline. It was provided to
clinicians (through the guideline and the webpage for physicians), but was
directly and freely accessible for patients (though the patient webpage).
Evaluation showed that physicians thought such tools were helpful in the
clinical encounter and that most would use them with their patients
(Schwarz et al. 2019).

Preference sensitivity
It is widely recognised that SDM is a concept to tackle preference sensitive decisions
(Elwyn et al. 2009). As indicated by the above ‘GRADE’ definition, a considerable
group of guideline developers and methodologists assume that weak
recommendations indicate such preference sensitive decisions. However, not all
guideline groups are consistent in their choice of the grade of recommendation for
How to foster shared decision making through guidelines
© Copyright GIN 2021

Page 7 of 33

identical clinical questions. Every recommendation is not only based on the
underlying evidence but on the collective value judgement of a specific group,
influenced by, among others, their experience, academic interests and professional
background. Hence, although there is some overlap between preference sensitive
situations and situations where guideline panels make weak recommendations, they
are not totally congruent. The concept of preference sensitivity needs to be
operationalised to help identify situations where SDM is most appropriate. An
example of operationalisation is shown in box 2.
Box 2 Case study on operationalisation of ‘preference sensitivity’ to guide the
development of decision support tools for guideline developers
The National Institute for Health and Care Excellence (NICE) uses an
operationalised concept of preference sensitivity in its process guide for
decision aids. The concept is used to determine whether or not a decision
point in a guideline needs more support to enable SDM, and has
characterised those decisions as follows:
‘Preference-sensitive decision points are points where the person’s values
and preferences are particularly important. They occur when either:
• There are 2 or more options for investigation, treatment or care that
deliver similar outcomes but:
− they have different types of harms and benefits which people may
value differently, or
− the likelihood of the harms or benefits may differ, or
− the practicalities of the options are different (for example, the choice is
between medicine and surgery, or the requirements for monitoring
differ), or
− people may consider the overall risks of harms for any of the options
outweigh the overall benefits compared with no treatment or
• The choice between an investigation, treatment or care option and the
option of 'no treatment' is finely balanced.’ (NICE 2018c)
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Strong recommendations against interventions – providing
rationales, not options
Strong recommendations against interventions are rare and usually made when a
panel is sure that an intervention provides no benefit but substantial harm. It is hard
to imagine that any reasonable and informed person would choose an option that
does them no good, but instead, puts them at risk of serious harm. SDM requires
commitment from patients and for some it may even be hard work discussing options
with their doctor, reading, understanding the evidence, weighing up the benefits and
harms, and making a decision. It is reasonable to ask whether the commitment, time
and resources are necessary when there is no sensible alternative, and if patients
and HCPs might rather need another type of information in these situations, that is,
information that explains and supports a recommendation instead of offering options.
Evidence from DECIDE indicates that when making a decision, patients want an
honest explanation of the rationale behind such a recommendation (Fearns et al.
2016).
For example, imaging for low back pain is not recommended in the absence of red
flags indicating a serious condition. Evidence has shown that imaging does not lead
to better outcomes but may cause unnecessary treatment and increase the risk of
the problem becoming chronic (Chou et al. 2011). Most guideline panels make a
strong recommendation against imaging for low back pain. However, research
indicates that patient expectation may be a driver of unnecessary testing because of
the false belief that imaging is beneficial, and because patients may feel
uncomfortable and not acknowledged when not getting a test or a treatment (Warner
et al. 2016, Parmar 2016, Pathirana et al. 2017).
The idea that recommendations against interventions need transparent
communication is reflected in the concept of ‘Choosing Wisely’. In the US, the
Choosing Wisely programme is collaborating with Consumer Reports to provide
patient leaflets for all Choosing Wisely recommendations. However, these
recommendations seem to not have been implemented very well (Hong et al. 2012).
They have also been shown to not adhere to international quality standards (Legaré
et al. 2016). This indicates that information supporting negative recommendations:
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• needs to be provided to patients and physicians at the same time, and
• has to be designed carefully and respect patients’ autonomy.
In the NICE guideline on dementia (NG97; NICE 2018a) a strong recommendation is
made against routine enteral feeding for people living with severe dementia. A
decision support tool on enteral (tube) feeding for people living with severe dementia
was developed to guide discussions between HCPs and patients, their carers and
relatives (NICE 2018b). Although being called a decision aid, the tool clearly explains
the certainty of the evidence regarding harms and the lack of evidence for any
benefit, thereby being strongly supportive of the recommendation.
In conclusion, we strongly suggest that:
• strong recommendations in favour of interventions (if not addressing
emergency situations) be carefully considered for SDM with decision tools
provided
• strong recommendations against interventions need careful discussion with the
patient, supported by information that explains the rationale rather than offering
options.

Strategies to foster SDM in guidelines
In the following paragraphs, we present some strategies that might help to
harmonise guideline recommendations with SDM. However, developing a guideline
in a way that enables and promotes SDM will require strategic planning by a
guideline team who is committed to this concept, oversees the whole guideline
production process, and creates a guideline format that is most appropriate to enable
SDM for the specific condition or topic in question.
Strategic planning and the provision of additional guideline-based knowledge and
decision tools also need resources and expertise. Not every guideline group will be
able to adopt all the strategies suggested in this section and they will not be suitable
for every recommendation in a guideline. Therefore, the group will need to prioritise
which strategies to use and which recommendations to choose. Some suggestions
on how to identify such recommendations are given at the end of this chapter.
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Based on qualitative interviews with guideline and SDM experts and group
discussions with international participants, a team of experts developed a framework
of suggestions on how guidelines could be adapted to enable SDM. They
characterised these strategies as those:
• aimed at HCPs or patients, or
• generic or aimed at a specific recommendation (see table 1; van der Weijden et
al. 2013).
Table 1 Strategies for implementing SDM in guidelines (adapted from van der
Weijden et al. 2013)
Strategies within

Strategies within
the guideline,
aimed at the HCP

Strategies linked to
or within the
guideline,
aimed at the patient

Generic strategies

Recommendationspecific strategies

Generic strategy

•

•

•

the guideline,
aimed at the HCP

•

Separate chapter
on SDM
Language that
involves patients

•

Cluster 1:
Structuring
options to
increase option
awareness
Cluster 2:
Structuring the
deliberation
process

Patient version of
a guideline

Strategies linked
to or within the
guideline,
aimed at the
patient
Recommendationspecific strategies
•

Cluster 3:
Providing
patient support
tools linked to
or within the
guideline

Some of the suggested elements have generally been shown to be effective, such as
decision aids (Stacey et al. 2017); others lack direct evidence and are based on
reasoning, experience and expert opinion. The list of strategies is not complete and
they should be understood as suggestions that have been found to be helpful and
feasible, based on experience in various guideline groups.
In the following sections, we discuss generic strategies and then move on to those
aiming at a specific recommendation or topic.
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Changing the wording in recommendations
A very simple strategy that highlights the importance of patient-HCP interaction is
using wording that encourages discussion and engagement in SDM. For example,
using ‘offer’ or ‘recommend’ instead of ‘perform’, and ‘discuss with the patient’
instead of ‘do’. Currently, it seems that several guidelines have adopted this wording,
as shown in an investigation of 2 national guideline programmes in Germany
(Schaefer et al. 2015).
The GRADE wording of ‘we recommend’ and ‘we suggest’ reflects this idea,
although some guideline groups were not altogether comfortable with ‘suggest’
always indicating a weak recommendation. This might not offer enough guidance,
because it does not allow differentiation between options that are poorly
investigated, and options that have high-grade evidence showing benefit
outweighing harms, but with a risk profile or treatment burden such that individual
choices are likely to be highly preference sensitive.

Presenting options and their benefit–harm profile in the guideline
This strategy aims to present the options discussed in the guideline in a way that
enables HCPs to adequately discuss them with patients. The presentation should
also include evidence-based options that may be viewed as second best by
professionals (for example, because they are deemed to be less effective), but that
may be embraced by patients (for example, because of less intense side effects).
It seems a promising strategy because evidence suggests that some physicians
have difficulties in understanding relative risks and adequately communicating those
(Wegwarth et al. 2012). It includes:
• listing all the options including no intervention in a comparable format, ideally in
tables or graphs
• providing the benefit–risk profile with important outcomes, including treatment
burden (Dobler et al. 2018) that allows comparisons of options by:
− providing absolute effect sizes rather than relative reductions
− using the same framing for all options and outcomes presented
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− avoiding wording that suggests a value judgement (such as ‘dramatic reduction’
or ‘minimal increase’)
− highlighting uncertainty (in wording and effect size, with confidence intervals).
For evidence on some of these options see the systematic reviews in Lühnen et al.
(2017).
However, a study investigating international guidelines on cardiovascular disease
and diabetes found that the vast majority did not provide absolute risk reductions or
the numbers needed to treat for interventions (Morgott et al. 2019). Therefore, they
did not allow HCPs to grasp the relevance and effect size of the options in question
and compare them.

Providing a generic chapter on SDM in guidelines or developing a
guideline on this topic
The rationale for a generic chapter on SDM in guidelines is that it could potentially
raise awareness of SDM among HCPs, address perceived enablers and barriers to
SDM expressed by HCPs, and offer solutions (van der Weijden et al. 2013). There
are different examples of such chapters in various guidelines, and they differ in
length, content and format. To our knowledge, to date, none of these chapters has
been evaluated or tested with guideline users. Therefore, their impact on guideline
users remains unclear. Potential downsides of this approach are that:
• its impact may be limited if it is not referred to in the diagnostic and treatment
recommendations
• it may easily be ignored by guideline users if it stands separately, and
• it may only be read carefully by those who are already aware of the importance of
SDM.
We suggest that if this strategy is adopted, the chapter should not be designed as a
textbook. Instead, it should offer practical examples on how to integrate SDM and
patient centeredness into treatment planning and evaluation and the examples
should be referred to in all relevant recommendations. Discussing treatment goals
and planning or evaluating treatment is a core principle of health care provision.
Therefore, the concept of goal-based SDM may provide a valuable link between
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guideline structure and SDM (Elwyn et al. 2020). Box 3 provides an example of a
comprehensive generic SDM chapter and its content.
Box 3 Case study on a generic chapter on SDM and treatment planning in the
German national disease management guideline on the treatment of type-2
diabetes (Bundesarztekammer 2021b)
Background: Among specialty societies, such as the American Diabetes
Association (2020), it is largely accepted that optimal treatment of diabetes
requires discussion of individualised disease-specific treatment goals
(HbA1c, blood pressure, cholesterol), and continuous evaluation and
adjustment of treatment strategies and goals. The German national disease
management guideline (GNDMG) on type-2 diabetes provides, to our
knowledge, the first model on how to integrate treatment planning and SDM
in a guideline.
Content: The chapter was structured to highlight the close relationship
between goal setting, SDM and evaluation. The guideline panel made
consensus-based recommendations and offered practical advice on the
following topics:
• Agreement on and continuous evaluation of treatment goals:
− considering and prioritising fundamental, functional and diseasespecific goals (Elwyn 2020).
• Risk communication on diagnostic and treatment options:
− principles of adequate risk communication in the context of the clinical
encounter (Elwyn et al. 2006, German Network for Evidence-based
Medicine 2015).
• SDM:
− presentation of the SDM-Model and suggestion of questions and
phrases to enable HCPs’ engagement in SDM (Bieber et al. 2016,
Elwyn et al. 2017).
• Assessment of contextual factors that may influence prognosis, goals,
treatment burden and adherence:
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− before prioritising goals and planning therapy, assess and consider
contextual personal and environmental factors (WHO 2001).
• Continuous evaluation of goals, treatment burden and adherence:
− if goals are not met, before changing treatment strategies:
 assess contextual factors as potential reasons and offer solutions,
and
 evaluate if individual goals are still valid, and if not, agree new
goals.
The guideline underwent public consultation. Comments on the SDM
chapter highlighted its importance and that it was very helpful. However,
others indicated that they felt that, although helpful, it was too complex.
(Bundesärztekammer 2021b)

Recently, the NICE guideline on shared decision making (NG197; NICE 2021)
issued the first ever, to our knowledge, clinical practice guideline on SDM (see
box 4). Many of the advantages and limitations discussed earlier may apply equally
to this guideline. However, it has already demonstrated its potential to raise
awareness and it is unique in addressing system-related factors that may enable or
hinder SDM in practice, referring to the concept of organisational health literacy.
Box 4 Case study on development of a specific guideline on SDM (NICE,
NG197, 2021)
Background: Every NICE guideline includes a statement emphasising that
it is not mandatory to apply the recommendations and that, although
professionals and practitioners should take the guideline fully into account,
they should also consider individual’s needs, preferences and values, and
make decisions in consultation with them and their families and carers or
guardian. NICE has also recommended SDM in several general guidelines,
such as on patient experience in adult NHS services (CG138, NICE 2012),
medicines optimisation (NG5, NICE 2015) and multimorbidity (NG56, NICE
2016). Topic-specific guidance also often explicitly recommends SDM for
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specific decisions. But because SDM is not yet routinely practised in the
National Health Service (NHS), NICE was asked to produce guidance
about facilitating SDM and embedding it in everyday practice.
Content: The NICE guideline on shared decision making (2021a)
addresses the ‘three legged stool’ of the implementation challenge for
SDM: engaging and empowering patients and people who use services;
engaging and supporting individual HCPs; and engaging senior managers
to embed SDM into healthcare organisations and systems. The guideline
covers:
• Embedding SDM at an organisational level, including:
− making a senior leader accountable for embedding SDM within
healthcare organisations
− identifying senior HCPs and service users as champions for SDM
− developing an organisation-wide improvement plan to put SDM into
practice
− ensuring that training and development for HCPs in SDM includes
specific components
− promoting SDM to people who use services.
• Putting SDM into practice, including:
− supporting SDM by offering interventions at different stages, including
before, during and after interactions in which a healthcare decision
might be made.
− giving guidance on what that support should include.
• Patient decision aids (PDAs), including:
− how HCPs can make best use of PDAs
− how organisations can facilitate use of PDAs by HCPs.
• Communicating risks and benefits, including
− discussing consequences in the context of each person's life and what
matters to them
− giving specific recommendations on how to discuss numerical
information with service users.
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The guideline generated a large number (more than 1,100) of comments at
public consultation. These were generally supportive. Regarding the
development of the guideline, NHS England and NHS Improvement
commissioned the development of the NICE Standards framework for
shared-decision-making support tools, including PDAs (NICE 2021c). This
will help users assess the usefulness and quality of a PDA and help PDA
developers conduct a self-assessment of the quality of their tools and
processes. To support implementation of the guideline, Keele University
and NICE worked in partnership to develop a free online SDM learning
package (NICE 2021b).

Systematically identifying and prioritising situations needing SDM
support in the guideline
Some clinical situations described in a guideline will be essential for supporting
SDM, but others may be of lesser importance. It may be helpful to systematically
identify and prioritise such situations. This helps with structuring the guideline
process, raising the guideline groups’ awareness of emphasising SDM in the
guideline, and assigning resources to the clinical situations that are key for decision
support. The aim is to highlight throughout the guideline those recommendations that
are most important when providing recommendation-specific decision support tools.
For setting up a structured process, it is important that a guideline group includes
HCPs and patients or lay persons. It may be achieved through a criteria-based group
rating or other consultation methods (see the chapter on how to conduct public and
targeted consultation). For example, the German Association of the Scientific
Medical Societies has systematically developed a very elaborate process to identify
recommendations suitable for Choosing Wisely, based on rating criteria with a 4point Likert scale (German Association of the Scientific Medical Societies 2020). This
process can easily be adapted to identify SDM-priority recommendations.
Nevertheless, simple surveys among the guideline group or other consultation
methods can be equally helpful.
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Developing guideline-based patient-directed knowledge or decision
tools
When a situation with specific need for decision support has been identified,
respective tools should be provided. Van der Weijden et al. (2013) suggested a
patient version of the guideline, although awareness of other information formats for
patients that may accompany a guideline has increased over time. For more
information on patient versions of guidelines, see chapter on how to develop
information from guidelines for patients and the public.
However, the concept of patient versions of guidelines is not well implemented. For
example, a structured analysis of the German Guideline registry indicated that only
35% of all guidelines provided patient versions (Ollenschläger 2018). Furthermore,
many providers use patient versions to give specific information in an easy-to-read
manner rather than as a tool that the patient and health care provider can use
through an SDM process.
A group of researchers recently presented a framework to characterise and
categorise the various patient-directed knowledge tools, including those that may be
suitable to supporting clinical decisions (Dreesens et al. 2019). For a detailed
description of this framework, see the chapter on how to develop information from
guidelines for patients and the public.
Furthermore, quality criteria regarding the production of guideline-based patientdirected knowledge tools have been formulated (van der Weijden et al. 2019). They
should inform the development process
Among the suggested formats to support decision making, the framework presented
by Dreesens et al. (2019) lists decision trees, pre- or post-encounter patient decision
aids, patient versions of guidelines, and encounter decision aids (see table 2). But
only encounter decision aids are labelled as engaging SDM, based on the existing
evidence (Coleywright et al. 2014, Wyatt et al. 2014):
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Table 2 Patient-directed knowledge tool types (adapted from Dreesens et al.
2019)
Purpose

To inform or to
educate
To provide
recommendation(s)
To support
decision-making
To engage in SDM

Patient
information
and
educational
material
+

Decision
tree

Independent/
pre- & postencounter
PDA

Patient
version
of
guideline

EncounterPDA

-

+

+

+

-

+

-

+

-

-

+

+

+

+

-

-

-

-

+

Encounter decision aids are short tools designed to be used during consultation
(‘point of care’ tools). They may vary in format and may be presented, for example,
as Option Grid decision aids, drug facts boxes (Schwartz and Woloshin 2013), or
interactive online tools, such as tools for GPs.
The International Patient Decision Aid Standard (IPDAS) Collaboration and NICE
(2021c) have published advice and quality criteria for SDM support tools, including
PDAs.
Decision aids have proven to be effective. A Cochrane review found high to
moderate quality evidence that decision aids improved a variety of outcomes, such
as knowledge or risk perception and reduced decisional conflicts (Stacey et al.
2017). However, a follow-up study of this review showed that many of the decision
aids included in the Cochrane review, that had been rigorously developed, tested
and proven to be effective, were not implemented in routine care (Stacey et al.
2019). The most commonly reported barriers were lack of funding, outdated PDAs,
and clinicians disagreeing with use of the PDA. Enablers included design for and
integration into the care process. The authors suggested that ‘to improve subsequent
use, researchers should codesign decision aids with end users to ensure fit with
clinical practice.’ (Stacey et al. 2019). This shows how involving the guideline panel
may be helpful in the development of decision aids. The panel would be able to
provide a broad range of clinical expertise and practical experience from different
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health care professions and patients. This would ensure that the guideline and the
decision support tools are consistent and complement one another, and encourage
uptake of both.
There are several ways to provide decision support tools alongside a guideline.
Some possible approaches are described here.

Check out what already is out there
For some situations, high quality decision tools may exist. For example, see the
Ottawa Hospital Research Institute’s repository for English language decision aids
and the Option Grids decision aids list. If there is consensus, a guideline panel can
recommend suitable decision tools and provide a link to them instead of producing
new ones.

Production by an external team
A team of information specialists, researchers and patients can develop decision
tools for prioritised situations after the guideline has been published, using its
systematic searches and evidence tables as basis for the decision tools. Ideally,
members of the guideline group should review the draft for consistency with the
guideline and the underlying evidence. The tools should be available for patients but
also for HCPs, and be linked to the guideline documents (NICE 2018c).

Content management system-based semi-automated production
Guideline development tools and content management systems, such as MAGICapp
or GRADE Pro, enable guideline groups to produce semi-automated electronic
decision aids for use in the clinical encounter (Agoritsas et al. 2015, Vandvik et al.
2013). These are produced directly from the datasets of the systematic review and
critical appraisal for each guideline recommendation or the underlying clinical
question and are available directly through the app or other front ends, and so are
linked to the guideline itself. Although representing a helpful tool to support the
discussion between patient and clinician, a patient decision aid also needs input from
patients or patient representatives, because they can shape the value elicitation
statements or narratives that are needed to turn it into a decision support tool.
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Production during the guideline development process
After having identified relevant situations for SDM, guideline groups can develop
decision tools for the guideline. They can be published as print, PDF, and web- or
app-based or interactive online tools.
An advantage of these decision tools is that they are directly linked to the guideline
and use the same body of evidence. However, they remain separate tools with
additional features for interested guideline users, and do not necessarily raise
awareness of SDM among guideline users in general. Only if integrated into and
referred to by the guideline itself, do these tools gain importance and awareness, as
explained in the next section).

Integration of SDM and decision aids in guideline algorithms and
recommendations and provision of SDM tools as part of the
guideline
Probably the best way to harmonise guidelines with SDM is to integrate all
processes and develop a product that reflects the need for clinical guidance as well
as the need for sharing decisions. This means integrating SDM in guideline
recommendations and algorithms and putting decision tools at the heart of the
guideline itself.

Integrating decision tools into the guideline
Decision tools for clinical encounters can be integrated into the guideline by:
• publishing them as integral part of the guideline rather than separately (for
example, as an appendix or supplement)
• cross-referencing and referring to the decision tools in the context of the
recommendations in question (either in the recommendation itself or the
background information)
• a formal consensus process for all decision tools, indicating formal approval of the
guideline panel and therefore the same level of credibility and relevance as
recommendations or other guideline elements.
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Recommending the use of decision aids
Guidelines make recommendations for HCPs. In clinical situations with high
relevance, the use of decision aids can be part of a recommendation. For example,
based on expert consensus, the GNDMG on CAD recommends:
‘Before receiving cardiac catheterisation, we strongly recommend the use of the
respective patient decision aid (see annex). The consultation and use of the decision
aid has to be documented.’ (Bundesärztekammer 2019)
An encounter decision aid was developed for this recommendation, presenting the
risks and benefits of all treatment options (medical treatment, stenting, coronary
artery bypass grafting) in the form of an option grid. The decision, aid as well as the
recommendation, underwent formal consensus. This recommendation was reflected
and referred to in the treatment algorithm.
Similarly, in its guideline on urinary incontinence and pelvic organ prolapse in
women, NICE (2019a, 2019b) recommends:
‘If a woman is thinking about a surgical procedure for stress urinary incontinence,
use the NICE patient decision aid on surgery for stress urinary incontinence to
promote informed preference and shared decision making.’
The PDA referred to is a longer format PDA because of the complexity of the
decision. It was developed by members of the guideline committee (including patient
members) and PDA specialists and was formally consulted on.
Other recommendations that include the use of a decision aid might cover issues
such as agreeing on individual treatment goals or evaluating treatment strategies.

Algorithms or decision trees
Algorithms provide a concise and dense overview of clinical decisions on the
diagnosis or treatment of a condition. They are among the most cited and best
implemented elements of clinical practice guidelines (Vader et al. 2020). The
GNDMG on type-2 diabetes (Bundesärztekammer 2021a) provides a treatment
algorithm that asks for SDM and the evaluation treatment goals before initiating and
before modifying treatment (see figure 1). This is expressed through the symbol of
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speech bubbles indicating: ‘agreement on treatment goals and therapy strategy
using shared decision-making’.

Figure 1 Treatment algorithm for type-2 diabetes based on SDM
(Bundesärztekammer 2021a)

Shaping guidelines as unique tools to enable SDM – going beyond
recommendations
The Canadian PEER initiative proposes an even more radical approach: They advise
the use of so called ‘simplified guidelines’ that do not offer treatment
recommendations. Instead, they suggest thresholds for discussing different
treatment options with patients, therefore being designed to guide the patientHow to foster shared decision making through guidelines
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clinician encounter rather than providing guidance for clinicians only (Allen et al.
2017). So far, guidelines for lipid management in primary care, management of
opioid use disorder, and prescription of cannabis in primary care have been
developed. The idea that guidelines do not provide general guidance but enable
individual conversations challenges the concept of guidelines as understood by most
guideline developers and users. Giving it serious consideration might pave the way
for future patient-clinician decision support tools that could address some
shortcomings of actual guideline development. However, these tools may not be
appropriate for all clinical situations and conditions. There will be some indications
for which more concrete guidance is needed, and other situations in which enabling
discussion is more than adequate.

Conclusion
So far, robust evidence on which strategies are most effective in supporting SDM
through guidelines is lacking. Therefore, the content of this chapter is mostly based
on experience and expert opinion. To the best of our knowledge, there are no
experimental studies on the performance of SDM in practice, in which a guideline
with SDM strategies is compared with a guideline with ‘classic’ recommendations.
However, because SDM is widely regarded as an ethical obligation to assure patient
autonomy (Steckelberg et al. 2011), we strongly recommend the use of practices
supporting SDM that align with a guideline developer’s resources and goals.
SDM for individual patients can be promoted through population-level guidelines
using a broad range of methods. These comprise interventions aimed at patients
(providing decision support tools) and at HCPs (increasing awareness, encouraging
engagement in SDM, enabling adequate communication). Some of the strategies are
rather simple and do not require much planning or resources (consider wording that
encourages discussion); some are moderately resource demanding (presenting
information on options, developing generic chapters, highlighting situations with
specific demand for SDM, production of semi-automated decision aids); but some
entail a lot of additional work (producing decision tools for the guideline and assuring
their visibility in the whole guideline context, formulating recommendations on the
use of decision aids, on SDM and goal setting). Guidelines are produced in various
settings. Some are very constrained, others have broad opportunities and resources.
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See table 3 for a summary of the strategies to encourage SDM that are presented in
this chapter.
Therefore, not every intervention presented in this chapter will be helpful in all
settings. However, even small changes in guideline production may contribute to the
aim of enabling SDM through guidelines.
Table 3 Summary of proposed strategies to encourage SDM
Intervention

When

Who

Revise wording of
recommendations
Present options and
their benefit–harm
profile in the
guideline
Identify and
systematically
prioritise clinical
situations needing
SDM support
Provide either a
generic chapter on
SDM in guidelines
or a specific SDMguideline
Provide guidelinebased decision
support tools

During guideline
production
During guideline
production

Guideline group

Integrate SDM and
decision aids into
guideline algorithms
and
recommendations
and provide SDMtools as an integral
part of the guideline

During guideline
production

Guideline Group,
content management
system support
possible
Guideline group

+/-

Before or during
guideline production

Guideline group or
former guideline
groups

+/++

During production or
after publication

External teams,
information
specialists and
medical writers,
guideline group
Guideline group,
possibly supported
by medical writers or
others

+/++

During guideline
production
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