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“Understanding and respecting patients’ values, pref-
erences and expressed needs are the foundation of
patient-centered care.” Harvey Picker [1]

In Crossing the Quality Chasm: A New Health System
for the 21st Century, the Institute of Medicine described
patient-centered care as “providing care that is respectful of
and responsive to individual patient preferences, needs, and
values, and ensuring that patient values guide all clinical
decisions” [2]. The operationalization of patient-centered
care requires shared decision-making (SDM), a process in
which “patients are encouraged to think about the available
screening, treatment, or management options and the likely
benefits and harms of each so that they can communicate
their preferences and help select the best course of action
for them” [3].

SDM is on the continuum between paternalistic and
informed decision-making [4]. The extremes of the con-
tinuum are characterized by unilateral decisions. In
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paternalistic decision-making, the patient complies with
a healthcare provider’s deliberation and decision, while in
informed decision-making, the healthcare provider offers
expertise and information to the patient, but deliberation
and decision-making are done by the patient. In situations
with limited options or room for varying preferences, e.g.,
in situations of high acuity and little time, patients may be
content with having a healthcare provider make decisions
on their behalf. However, the majority of care decisions are
potentially preference sensitive, i.e., they are characterized
by situations where the evidence for the superiority of one
treatment over another is either not available or does not
allow differentiation, and where the best choice between two
or more valid approaches depends on how individuals value
their respective risks and benefits [5, 6].

To date, diverse methodological and implementation
challenges have limited the large-scale, systemic integra-
tion of SDM into routine clinical decision-making. For
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system-level shifts toward SDM and patient-centered care,
it is critical to identify efficient means of discerning clini-
cally relevant treatment options, characterizing them with
respect to preference-relevant characteristics, eliciting valid
preferences from an individual patient, and facilitating their
integration into clinical decisions. SDM is deeply rooted
in interpersonal relationships and interdependence [7, 8].
In this era of machine learning, development of complex
algorithms and automated decision support, and an increas-
ing focus on precision medicine, building a stronger case
for interpersonal relationships and interdependence between
individuals has never been more crucial.

Owing to a convergence of administrative [9] and
research [10, 11] support for system-level shifts toward
patient-centered care, rapid advances in health preference
research (HPR) [12], and an increasing focus on the prac-
ticalities of implementing SDM and patient-centered care
[13, 14], the routine elicitation and integration of patient
preferences into clinical decisions is becoming a viable
option. To inform research, policy, and practice aimed at
providing patient-centered care, the International Academy
of Health Preference Research (IAHPR), at their 2018 meet-
ing in Montreal, Quebec, Canada, on 14 October 2018, held
a symposium and panel discussion entitled “Support Tools
for Preference-Sensitive Decisions”. This paper, which is
one of a series of articles reflecting on key issues discussed
at IAHPR meetings [15-17], summarizes the presentations
and discussion.

The symposium started with panelists’ presentations in
which they shared their experiences with the development
and/or fielding of support tools for preference-sensitive
decisions:

Dr. Deborah Marshall (DM) presented on an ongoing
pragmatic randomized trial of a patient-reported outcome
measures (PROMs)-based decision aid and surgeon report
for total knee arthroplasty (TKA) [18]. In the context of the
large (approximately 45,000 per year) and increasing num-
bers of knee replacements in Canada, long wait times (70%
of patients receive care within the benchmark of 182 days)
[19], and up to 30% of recipients being dissatisfied with the
results, the goal of the aid is to improve decision quality and
satisfaction by setting realistic, individual-specific expecta-
tions based on the experiences of similar individuals.

The decision aid presents patients with information on
how they compare (pre-surgery) on the five dimensions
of EQ-5D-5L health-related quality of life (mobility, self-
care, usual activities, pain/discomfort, and anxiety/depres-
sion) relative to similar patients (matched on age, sex, body
mass index), and the 3-month post-surgical outcomes of
similar patients (individualized to each patient based on the
aforementioned characteristics and baseline EQ-5D-5L).
The aid uses a database of over 6000 TKAs in Alberta with
PROMs to provide individualized information regarding the
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likely outcomes of TKA. The decision aid generates a sum-
mary report that is available for review and discussion by
the patient and surgeon during consultation along with an
appropriateness checklist that is completed by the surgeon
[20]. The appropriateness checklist was developed to assess
the appropriateness of joint replacement in patients with
osteoarthritis and has been used in clinical settings as part
of the BEST-Knee (Best Evidence for Surgical Treatment
for Total Knee Arthroplasty) prospective research study in
Alberta [21].

In order to fully integrate the decision aid into routine
TKA decision-making, several lessons were learned and
challenges were identified: (1) embed it within the exist-
ing infrastructure; (2) leverage existing relationships at the
clinic; (3) sufficient volumes of PROMs data are needed to
provide individualized outcomes; (4) the need to ensure that
patients complete the online decision aid before the surgeon
consult visit, with adequate time for reflection; and (5) the
need to collect PROMs data for patients who do not proceed
to surgery for comparison.

Dr. France Légaré (FL) described the development, use,
and evaluation of a decision guide to facilitate informed,
value congruent decision-making related to housing deci-
sions of the elderly in Quebec, Canada. The tool allowed for
the qualitative and quantitative elicitation of patients’ pri-
orities: individual priorities were identified qualitatively in
the form of pros and cons for alternative care arrangements;
their value was described using quantitative importance
ratings. The training of care teams in the use of the tool
resulted in increasing confidence levels among providers,
and facilitated the capture and use of relevant information in
a large-scale, ongoing trial. Evidence suggests positive rat-
ings by home care teams, improved participation in decision-
making by caregivers of cognitively impaired older adults,
and a greater match between caregivers’ preferred and actual
participation in decision-making; the evidence also high-
lights limitations due to cognitive abilities among impaired
seniors and complicated decision-making situations [22-24].

Dr. Janine van Til (JT) presented the results of a sys-
tematic review of value clarification methods (VCMs)—
strategies intended to help patients evaluate the desirability
of diverse feasible options to determine which option they
prefer [25]. After describing various VCM approaches (e.g.,
option grids, rating scales, pros and cons) and highlighting
the diversity of underlying theories (e.g., expected utility
theory, conjoint analysis, multi-attribute utility theory), Dr.
van Til characterized VCMs for patients with prostate cancer
with respect to the characteristics and prioritization of attrib-
utes, the design and implementation of survey instruments
(generally implemented using adaptive conjoint analysis),
and the presentation of results. The summary was followed
by a case study that described how personalized attribute
selection and preference elicitation using an analytical
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hierarchy process (AHP) can be incorporated into a decision
aid that is prospectively being evaluated in clinical practice.

Dr. Jan Ostermann (JO) presented on challenges faced
in the development of a decision support tool for the prefer-
ence-concordant selection of antiretroviral regimens (ARVs)
for the treatment of HIV. He highlighted methodological
challenges related to the large number of available treatment
options, a similarly large number of preference-relevant
characteristics of ARVs [26], and substantial preference het-
erogeneity in the patient population. Additional challenges
related to incomplete, inconsistent, and/or changing clini-
cal trials evidence, scientific and statistical uncertainty sur-
rounding estimates of preference-relevant characteristics of
ARVs, such as risks of adverse effects and long-term com-
plications, and frequently non-definitive treatment guide-
lines, all of which complicate the translation of treatment
options into patient-relevant information, decision rules,
and/or weights in a decision support tool.

Dr. Nick Bansback (NB) presented a framework for path-
ways or policy options aimed at improving the uptake of
information on patient preferences in clinical practice. Eight
options, along a push—pull continuum, were mentioned as
potential means of increasing the value attributable to patient
preference information and facilitating its widespread use:

¢ demonstrate that clinicians’ consideration of patient pref-
erences improves outcomes;

help clinicians feel like they are doing a better job;
provide better and more accessible tools;

help clinicians save time;

provide protection against litigation;

have patients demand it;

have payors require it; or even

pay clinicians to do it.

Dr. Bansback further described experiences with and les-
sons learned from the development and use of a versatile
decision support platform.

1 Where Are We?

With rapid technological advances, artificial intelligence,
machine learning, and the robotization of decision sup-
port and decision-making activities, ever more preventive,
curative, and palliative care decisions are becoming poten-
tially preference sensitive. Never have we as a society been
exposed to a more urgent need in delineating what is ‘opti-
mal’ preference elicitation and decision-making support, as
this is at the core of an ethical approach to decision-mak-
ing. There is a growing body of evidence that preference-
concordant care can improve patient satisfaction [27] and
health outcomes [28]. The SDM process with its two-way

information exchange—healthcare providers provide infor-
mation based on their expertise, and patients inform their
providers about their concerns, values, and preferences—is
the key to optimizing healthcare decision-making.

The presentations and subsequent discussion highlighted
the fact that there are no standardized or generalizable ways
of conducting SDM. On the one hand, this leaves us with
perhaps more variation in clinical practice than may be opti-
mal. It is unclear if practice varies due to SDM approaches
or actual differences in patient and provider preferences. On
the other hand, a single, idealized approach to SDM does not
exist, and the innovations to improve SDM covered in the
symposium should be viewed as a progression toward better
integration of patient perspectives with the evidence base,
leading to informed value-congruent decisions.

2 Where Do We Want To Go?

SDM’s defining characteristic, the concerted selection of
the best course of action by patients and providers, requires
a shared understanding of patient preferences and clinically
relevant treatment options, and a joint decision-making pro-
cess. The systemic integration of SDM into clinical practice
requires the availability, accessibility, and use of tools that
facilitate the communication of patient preferences to pro-
viders, the communication of the characteristics of poten-
tial courses of action and their consequences to patients,
and systematic deliberation and joint decision-making. It
also requires the skills needed by clinical teams to opera-
tionalize SDM [29]. The standardization of these processes
will ensure that variation in clinical decision-making across
patients is the result of heterogeneity in treatment prefer-
ences and clinical indications, and not the result of limited
information flow, or heterogeneity in SDM participation
preferences by either patients or providers.

3 How Do We Get There?

The symposium discussion highlighted the oft-made obser-
vation that SDM can bridge the paternalistic versus informed
decision-making divide. Yet, the ideal implementation of
SDM is elusive. One clinician’s or researcher’s perspec-
tive may clash with another’s or with that of his or her own
patients, returning us back to the origin, or to one view at the
expense of another. HPR can potentially solve this dilemma
by reminding us all that SDM relies on information flow
based on optimal interpersonal relationships, and by pro-
viding support tools for effectively and efficiently carrying
out SDM.

To accomplish this, clinical guidelines should include
patient perspectives informed by HPR, and clinical teams
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require relevant training. This serves as a conduit between
the patient population and clinical practice. Rather than a
naive one-size-fits-all approach, modern HPR must take
into account heterogeneity in preferences and nuances of
the populations and clinical domains when building a deci-
sion aid. The presentations by DM, FL, and JT provided
examples of this. In practice, this might be as simple as a
conversation between the provider and the patient, using
HPR-informed SDM support tools as a starting point. The
dialog helps the clinician (and the patient) to understand
the individual patient’s preferences and tailor the healthcare
experience. The presentation by JO covered challenges of
actually carrying this out, while NB’s talk covered eight
options and considerations during this process.

Symposium discussions on the next steps toward the
development and integration of support tools in preference-
sensitive decisions centered on three ‘A’s: Accountability,
Accessibility, and Adaptability.

Accountability requires the development and implemen-
tation of a legal, regulatory, and administrative framework
for the use of preference-oriented decision support tools.
Critical to this framework is the involvement of regulators
and payers, and appropriate institutional oversight, e.g., by
institutional review boards. Litigation is also a concern as it
is closely associated with decision regret [30].

Accessibility is critical to the large-scale adoption of
support tools, and to achieving buy-in from patients and
clinicians. This requires a systematic identification of deci-
sion points, the characterization of preference-relevant
aspects of these decisions, and their effective communica-
tion to patients. Costs for development, implementation,
and maintenance of the technological and human resource
infrastructure to support preference-relevant decisions were
mentioned as a major potential barrier. An open-source man-
date from funders, and contributions from payers, patients
and providers, were discussed as potential funding options
for development and fielding of support tools. The increas-
ing connectivity of patients and providers was discussed as
providing new opportunities for communication outside of
the traditional in-person encounter between patients and pro-
viders. It also requires additional training of clinical teams.

Adaptability was a common theme in the discussion,
as support tools must be flexible enough to accommodate
changes in preferences, technologies, and evidence over
time. This area seems particularly challenging and will need
to be considered by future researchers and clinicians. Key
points include the adaptation of SDM to reflect dynamic
clinical trials evidence and a changing evidence base, chang-
ing technologies, and the potential role of electronic medical
records. As daunting as some of these may feel, this is not
new or unique to HPR and SDM. Science must always adapt,
and clinical guidelines are revisited regularly by professional
associations, panels, and advisory boards.
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4 Conclusion

The need for SDM can be viewed as a consequence of the
advancement of modern medicine. Historically, not only
was medicine paternalistic in nature, but there were few
(legitimate) options available for treatment. Early cancer
treatment was limited to surgery only; and not until 1903
did radiation therapy become an option [31]. Decades later,
however, we have an amazing array of potential alternatives
for many chronic and acute conditions, which can be over-
whelming for clinicians without guidelines, and overwhelm-
ing for patients without SDM. HPR holds the potential to
provide the critical tools required for the advancement of
SDM and to fully utilize clinical advancements. By facilitat-
ing the communication of preferences between patients and
providers, and assisting with valuations, we are positioned
to move into the era of patient-centered care and precision
medicine with greater confidence and, potentially, economic
efficiency.
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