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Abstract

Purpose of review: Implementing shared decision making (SDM) is a top international priority
to improve care for persons living with rheumatoid arthritis. Using SDM tools such as decision
aids improve patients’ knowledge and support communication with their clinicians on treatment
benefits and risks. Despite calls for SDM in treat-to-target, studies demonstrating effective SDM
strategies in rheumatology clinical practice are scarce. Our objective was to identify recent and
relevant literature on SDM in rheumatoid arthritis.

Recent findings: We found a burgeoning literature on SDM in rheumatoid arthritis that tackles
issues of implementation. Studies have evaluated the SDM process within clinical consultations
and found that uptake is suboptimal. Trials of newly developed patient decision aids follow high
methodological standards, but large-scale implementation is lacking. Innovative SDM strategies
such as shared goals and preference phenotypes may improve implementation of treat-to-target
approach. Research and patient engagement are standardizing measures of SDM for clinical uses.

Summary: Uptake of SDM in rheumatoid arthritis holds promise in wider clinicians’ and
patients’ awareness, availability of decision aids, and broader treat-to-target implementation
strategies such as the learning collaborative. Focused attention is needed on facilitating SDM
among diverse populations and those at risk of poorer outcomes and barriers to communication.
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Introduction

Implementing shared decision making (SDM) is a priority outlined in international
guidelines to improve quality of care for persons living with rheumatoid arthritis (1, 2).
SDM is a process by which rheumatologists collaborate with patients to provide high-quality
care based on best available evidence and eliciting patient’s values and preferences (3-5).
SDM is important in all aspects of care, from appropriately informing patients of the
rheumatoid arthritis diagnosis to generating a personalized treatment target and management
plan (3).

One of the key current challenges to managing rheumatoid arthritis is fully implementing the
treat-to-target approach (6, 7). Early, intensive and rapid control of the disease prevents
accelerated joint damage, loss of function and cardiovascular morbidity (6-8). The treat-to-
target approach involves choosing a shared goal for treatment, assessing progress and
making decisions to escalate treatments to reach a target (6, 9). SDM is an overarching
principle to help navigate the treat-to-target approach (6).

Many barriers have been identified to using SDM in rheumatoid arthritis care. Clinicians
perceived patients’ preferences and knowledge concerning medication to act as limiting
factor to the treat-to-target approach (8-10). Patients also often disagree with key treat-to-
target recommendations such as short-term treatment adjustments or targeting of low disease
activity and remission, instead favor quality of life and pain as targets (11). Of particular
concern, deliberation and SDM about the best treatment choices to reach patient goals was
sidetracked by third-party insurance providers that can approve or deny authorized
medication (8). This situation reflects the obstacles posed by a broken funding model in the
US-health care system to fully realize SDM when caring for patients.

Despite the emphasis on SDM to guide treatment choices, studies in rheumatoid arthritis
were underrepresented in a 2017 Cochrane review of 105 studies of decision aids with only
one published trial and two ongoing studies (12). Another Cochrane review on strategies to
increase use of SDM by health professionals identified only one trial on a decision aid for
rheumatoid arthritis that enhanced knowledge and reduced decisional conflict (13, 14). A
recent systematic review of interventions to support SDM in treatment decisions in long-
term conditions included 23 studies, none of rheumatoid arthritis (15).

An evidence gap is evident between the proposed principles by large organizations in
rheumatology and what occurs in real-world practice. Patients’ experience of SDM is
suboptimal, particularly for persons with communication barriers such as limited health
literacy (14, 16). We explore the universe of SDM and reflect upon the most significant
recent advances for persons living with rheumatoid arthritis.

1. Is shared decision making happening in clinical consultations?

Designing strategies to foster SDM in clinical practice requires an understanding of whether
and how decision-making processes happen in clinical consultations (17, 18). This is the
starting point of both the Oftawa Decision Support Framework and the Mayo Clinic’s
method of direct observation of consultations during the design of decision aids (17, 18).
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This evidence is limited for many decision-making processes happening in clinical
consultations for rheumatoid arthritis.

Mathijssen et al. recorded 168 clinical consultations with rheumatoid arthritis patients in two
centers in the Netherlands to investigate if and how SDM occurred in clinical practice (19).
The authors audio-recorded consultations and assessed them using the “observing patient
involvement in decision making” (OPTION) scale, a 5-item tool that measures SDM from an
observer perspective. OPTION was scored between 0 and 100, with a higher score
representing higher level of SDM. The authors found a mean OPTION score of 28.3, and a
range from 0 to 75, which they interpreted as representative of substantial variability and low
to moderate levels of SDM when deciding on rheumatoid arthritis treatments. The authors
found that a longer consultation time of 10 minutes was associated with slightly higher SDM
score, and that decisions to make changes to a patient’s treatment (e.g. stopping medication)
required more SDM.

We consider this article highly relevant to the field. Data collection happened between 2015
and 2017, coinciding with the publication of international guidelines calling for SDM in
rheumatoid arthritis. This study provides a clear picture of usual clinical practice because
participants were not aware that they would be assessed for SDM during data collection. The
suboptimal level of SDM underscores the need to develop tools and strategies to foster SDM
in clinical consultations. Future studies should assess if and how SDM occurs in order to
map the diversity of decisions that happen in rheumatoid arthritis care and allow for
carefully designed interventions to facilitate uptake.

Key messages: SDM is not yet embedded in clinical consultations for rheumatoid
arthritis. There is a need to develop and test effective strategies and tools to foster SDM in
clinical practice.

2. Designing Innovative Strategies to Foster Shared Decision Making

Recent literature highlights teams who are designing innovative strategies to foster SDM in
clinical practice. In this section, we delineate SDM innovations as 1-decision aids, 2- goal
sharing strategies and 3- identification of preference phenotypes.

2.1 Advances in decision aids—Decisions aids are one of the best known and
effective strategies to foster SDM in clinical practice, but are rarely used in rheumatoid
arthritis (12, 20). L/ et al. conducted a mixed-methods study to assess the impact of an
interactive online patient decision aid (ANSWER-2) on patients’ decisional conflict,
medication-related knowledge and self-management capacity (7). In fifty patients with a
median disease duration of 5 years, using the decision aid significantly improved the
proportion of patients with a decisional conflict score lower than 25 (20% before and 52%
after the intervention, p<0.001), which is associated with a higher likelihood of following
through on a decision.

Lj et al. followed high quality standards for the design of decision aids including working
with knowledge users (e.g. rheumatologists and patients) (7). The decision aid targeted the
decision to begin or switch to a new biologic or small-molecule agent. SDM in rheumatoid
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arthritis involves specifying the context for the decision with SDM being most relevant after
patients have had an inadequate response to methotrexate monotherapy. ANSWER-2 uses a
web-based format and multi-level adaptative design that progressively provides relevant
information to patients. This is an important step forward for rheumatoid arthritis care where
many options with complex benefits and risks occur.

However, this study showed that some patients expressed mixed reactions to the usefulness
of the decision aid (7). Some found it helpful in improving knowledge while others stated it
was “the rheumatologist’s job’ to describe medication attributes: “/...J I really think it’s a
waste of time. [...] It’s the rheumatologist’s job, Iif he’s going to do his job properly, to relay
this information to the patient” This contrast highlights a key point in SDM : tools cannot
replace the conversation and collaboration between patient/family and clinician. Tools can
support and facilitate SDM. This patient’s response underscores the importance of eliciting
patient preferences for involvement, and tailor knowledge transfer and decision making
processes to each individual patient/clinical context who faces their own unique situation
(22).

In anather trial, Pablos et al. developed and tested a decision aid to support treatment
decisions among patients in Spain with moderate to severe rheumatoid arthritis who didn’t
achieve therapeutic goals with their current treatment (22). In their beta testing with 54
patients and 6 rheumatologists, the authors showed that using the decision aid reduced
decisional conflict score by 8.6 points.

In contrast to many decision aids developed in the United States, for use mainly in a private
healthcare system, this trial focused on a European population. Implementing SDM in other
healthcare systems and cultures will likely require developing new or adapting decision aids
in contexts where options and costs may differ significantly. Also, there may be variation
across cultures regarding expectations of healthcare, the patient-clinician dynamic, and thus
require interventions to help raise awareness and train clinicians to implement SDM.

We observe that decision aids for rheumatoid arthritis focus solely on medication treatment
choices. Newer decision aids should consider incorporating other treatment options. Sepucha
et al. published the DECIDE-OA trial comparing two decision aids for helping patients with
osteoarthritis decide about surgical options. This choice is relevant for a subset of patients
with rheumatoid arthritis (23, 24). Our patients also benefit from rehabilitation interventions
early during their disease and it will be fundamental to discuss these options in future SDM
conversations.

Most decision aids for rheumatoid arthritis are at the pilot trial stage. We have yet to see a
large-scale randomized trial that assesses longer-term outcomes such as adherence to
treatment sequences, healthcare utilization and improvement in health outcomes (25). The
SUNDAE reporting guidelines for trials of decision aids will likely guide researchers in their
implementation and trial initiatives (26, 27).

2.2 Shared goals to foster SDM—Many current SDM frameworks skate over the
goal-setting phase of the decision making process (28). Setting goals is a key aspect of
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rheumatoid arthritis care, including the start of the treat-to-target approach when choosing
targets (6, 9, 11). A recent systematic review identified over 400 patient goals and
expectations in rheumatoid arthritis (29). Patients expressed a diversity of goals such as
improving pain, lowering stress, increasing well-being, having better peer support and
education about the disease, access to services and tools to communicate with healthcare
providers (29). The goal setting phase of rheumatoid arthritis care is vital to patients’ lives
and goes beyond composite measures of disease activity targets.

Shared goals between patients and clinicians are far from being achieved: a recent survey
found that half of patients with rheumatoid arthritis are uncomfortable raising concerns or
fears with their physicians, while the latter wished patients would discuss more their goals
(30). Barton et al. examined goal conceptualization in a qualitative study with 19 rheumatoid
arthritis patients and 18 rheumatology clinicians (31). The authors identified two
overarching domains of shared goals: knowledge and stress (31). Knowledge was important
for making informed decisions for patients, and ensured adherence and medication safety
was key for clinicians. Stress impacted patients’ experience with healthcare and their
treatment choices. The authors found a misalignment between patients’ and clinicians’ view
on shared goals in rheumatoid arthritis.

This study is highly relevant to implementing SDM in a treat-to-target approach to reach
concordance in goal setting. Direct quotes from patients and clinicians show that we are not
addressing clear mechanisms of the SDM process in rheumatoid arthritis care, including
knowledge and alignment with value and preferences. Thus, if a clinician and a patient can’t
agree on shared goals, the SDM process cannot occur, nor can they effectively follow a treat-
to-target approach. The authors are designing a tool to improve goal elicitation and
alignment of shared goals in rheumatoid arthritis management.

Integration of patient-reported outcomes into clinical encounters may also facilitate
communication about goals and expectations (32). In one study, patients completed Patient-
Reported Outcomes Measurement Information System (PROMIS) measures before
consultation with a rheumatologist (33). Using PROMIS improved communication and
facilitated SDM about treatment options by better understanding the patient’s symptoms,
behaviours, lifestyle and preferences for treatment. Teams aim to implement patient outcome
measures in real time using an electronic dashboard, which will make it easier to integrate in
rheumatology clinics (34).

2.3 ldentifying preference phenotypes—Eliciting patients’ values and preferences is
a central aspect of SDM, yet a complex endeavour in rheumatoid arthritis due to the
uncertainty of the disease trajectory. Fraenkel et al. assessed preference phenotypes to
facilitate the SDM process (35). Among 1273 participants with rheumatoid arthritis who
failed methotrexate monotherapy, the authors identified five preference phenotypes that
would likely have the strongest impact on their subsequent treatment decisions. Most
patients’ decisions would be impacted by the cost of medication, followed by the risk of
bothersome side effects, risk of rare side effects, mode of administration of medication,
onset of action and risk of serious infections (35). Simplifying preference phenotypes before
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clinic visits is an innovation in SDM that has the potential to make it easier for clinicians to
acknowledge, elicit, and address patients’ preferences.

Guided by the preference phenotypes, Hsiao et al designed a value clarification tool to
support SDM for treatment escalation decisions (36). The tool differs from traditional
decision aids: it anchors the process on preference phenotypes likely to impact subsequent
treatment decisions based on their values and goals. Ninety-six clinician-patient dyads used
the tool which resulted in more medication choices offered to patients and a higher number
of visits in which medication characteristics and costs were discussed. More patients
expressed their values and preferences concerning treatment escalation decisions and these
decisions were more likely to be concordant with what mattered most to patients (36).

Key messages: New trials of decision support tools showed effectiveness to improve SDM
process concerning treatment options in rheumatoid arthritis. Innovative SDM strategies
including setting shared goals and phenotyping patients’ preferences are being leveraged to
guide treatment decisions and support the treat-to-target approach. Large-scale trials that
implement SDM tools and strategies in clinical practice are needed along with rigorous
standardization of SDM measures of impact.

3. OMERACT Core Outcome Domains to Measure SDM in Rheumatology

A barrier to implementing SDM in clinical practice is deciding whether SDM occurred and
how to measure its impact. In 2015, OMERACT (Outcome Measures in Rheumatology)
created a working group on SDM to identify core outcome domains to be used in trials of
SDM interventions in rheumatology (37, 38). The group published a white paper outlining a
6-step process for SDM and five Core Outcome Domains (39). The proposed five Core
Outcome Domains to measure the impact of SDM include:

1. Knowledge: does the patient know more about treatment options and benefits
and risks after being exposed to a SDM intervention?

2. Alignment with values and preferences: does the SDM tool help the patient
choose the treatment that has the characteristics that matter most to them?

3. Confidence: does the patient feel that they made the best decision?
4, Satisfaction: is the patient satisfied about the decision-making process?
5. Adherence: did the patient follow through with the chosen option?

The working group will publish concise whiteboard videos early in 2020 to describe their
process and outline the proposed domains. After establishing consensus on core domains,
the group will then identify of a core set of measurement tools for SDM in clinical practice.
Several tools already exist to measure SDM, but mainly for research purposes (40). A recent
paper focused on the comparison of three short SDM measures (SDM Process_4,
CollaboRATE and SURE) and found these measures to have valid psychometric properties
(41), however broad use of the measures in rheumatology is lacking. These measures are
easy to use and could be implemented in clinical care for rheumatoid arthritis.
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Key messages: Collaborative efforts to identify and standardize core domains to assess
the impact of SDM interventions on patients with rheumatoid arthritis are actively underway.
The next phase will be to identify best current and practical tools for measuring SDM in
clinical practice and develop new ones if required.

Conclusion

Our understanding of SDM in rheumatoid arthritis is in its infancy but expanding rapidly.
Current evidence addresses barriers to the implementation of SDM that may serve other
fields of medicine. The rheumatology community must define the best ways to foster
meaningful SDM in clinical consultations, unravel innovative SDM interventions and
measure SDM in clinical practice. We need to design multifaceted implementation strategies
that combine clinician training and SDM tools to fully realize SDM in practice. We propose
a set of research priorities and unanswered questions that will improve our understanding of
SDM (Table). Ongoing exploration of this expanding universe must continue.
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Key points

. Shared decision making is not yet embedded in clinical consultations for
rheumatoid arthritis.

. New trials of decision aids improved patient knowledge and reduced
decisional conflict concerning treatment options, but large-scale trials are
lacking.

. Innovative strategies including shared goals and preference phenotypes

support implementation of SDM in a treat-to-target approach.

. Core outcome domains are being identified to measure the impact of
incorporating shared decision making in clinical practice which may spur
research on training or easy-to-use tools.
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Proposed research priorities and research questions to improve our understanding of SDM in rheumatoid

arthritis.

Research components

Research priorities

Research questions

1. Shared decision making
process at the level of
clinical consultation

« Assess if and how shared decision making happens in
diverse clinical consultations for rheumatoid arthritis.

« What are the different decisions facing patients
with rheumatoid arthritis at the different steps of
their care process?

2. Strategies to foster
shared decision making in
rheumatoid arthritis.

« Pursue development of new decision aids using
adaptative and computer-assisted designs.

« Pursue large-scale pragmatic randomized trials of
decision aids and/or clinician training to determine
their effectiveness.

 Expand innovative SDM strategies such as shared
goals and preference phenotypes.

« Are there more effective implementation strategies
beyond the learning collaborative to support uptake
of SDM in clinical practice?

« Is there a differential effect of SDM tools among
persons with limited health literacy?

3. Measuring SDM and its
impact in clinical practice

« Following consensus on Core Outcome Domains for
SDM, identify valid, reliable and easy-to-use tools to
measure the impact of SDM in clinical practice.

* Does SDM improve rheumatoid arthritis outcomes
(e.g. disease activity, quality of life)?

« Can SDM reduce disparities in health outcomes in
rheumatoid arthritis?
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