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Although support among policy makers and academics
for the wide scale adoption of shared decision making
(SDM) is growing, actual implementation is slow, and
faces many challenges. Extensive systemic barriers
exist that prevent physicians from being able to cham-
pion SDM and lead practice change. In other areas of
public health where implementation has been a chal-
lenge, community-based participatory research (CBPR)
has effectively engaged resistant stakeholders to im-
prove practice and the delivery of care. Might CBPR,
defined broadly as research that engages participants
in the conception, design, and implementation of
relevant health programs, be a more effective way to
engage physicians, patients, and managers in the
implementation process? Consequently, we argue that
adopting a participatory approach may help to over-
come recognized barriers to progress in this area.
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INTRODUCTION

Shared decision making (SDM) is being widely advocated as a
means to improve patient engagement in health care.'” Yet,
despite the high level of interest among policy makers, the
challenge of how to promote and implement SDM into routine
care remains unsolved.” Seen by many as the pinnacle of
patient-centered care, SDM is a process in which physicians
and patients collaborate, using the best available evidence, in
order to make informed treatment decisions.
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For more than a decade, advocates have sought to
implement SDM into routine clinical practice, and yet,
practical progress has been slow.® There are some notable
examples where organizations have implemented video and
text-based patient decision support interventions as a way of
operationalizing SDM. Among these are the work done by the
SDM Center at Dartmouth-Hitchcock” and the recent report of
similar tools being used for surgical conditions at Group
Health, Seattle.® Importantly, the effect of making these tools
available to patients does not, alone, equate with conducting
shared decision making in practice. Indeed, a recent systematic
review of attempts to introduce these types of tools finds that
clinicians are reluctant to use them, making it challenging to
introduce innovative tools into current health care systems.” It is
possible that traditional decision support interventions, such as
those used primarily outside the clinical encounter, have more
trouble fitting into current workflows, while the effectiveness of
more innovative methods, developed for use inside the clinical
encounter, remains unconfirmed. Adding to the challenge is the
lack of incentives, either extrinsic (payments or performance
reports) or intrinsic (enhanced status or esteem), to support the
adoption of these approaches. In fact, undertaking SDM may
lengthen clinical encounters, or lead to potential loss of fee-for-
service if patients decline procedures, issues that physicians
may view as barriers. Patients also report a fear that physicians
react negatively to individuals who ask questions or voice
personal preferences.” In summary, many practical obstacles
face those who wish to implement SDM into practice.

Lessons from Kurt Lewin’s field theory and Paulo Freire’s
community-based learning have shown that public health
interventions are most effective when developed and
implemented in partnership with communities, rather than
when imposed on them.'® Similar patterns are observed when
efforts are made to introduce decision support tools without
the full engagement of relevant stakeholders. Could it be that
the goal of bringing patients and physicians together might be
enhanced if proven methods of community engagement can be
harnessed to help overcome the resistance to SDM? Moreover
still, could these participatory methods be used to further assess
collaborative tools inside the clinical encounter?
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COMMUNITY-BASED PARTICIPATORY
RESEARCH—A POTENTIAL SOLUTION

The resistance of physicians and others in multidisciplinary
teams may be analogous to the suspicion and mistrust felt by
underserved and minority communities when confronted by
researchers wielding “another good idea.” Given the many
challenges facing physicians, adding one more good idea
(SDM), which proposes to alter patient—physician relationships,
could easily trigger resistance similar to that observed in
underserved communities. These communities are the typical
focus of community-based participatory research (CBPR), a
well-recognized method that excels in the conception, design,
and deployment of culturally appropriate public health inter-
ventions, and might be helpful to those who advocate SDM.

A review of CBPR studies reported that when commu-
nities initiate activities, individuals are more likely to
participate, take action to find solutions, and build leader-
ship skills."" Given the success of CBPR methods to reduce
disparities,'? organizations like the National Healthy Start
Program (NHSP) have welcomed CBPR as a useful model
for organizational empowerment among diverse stake-
holders in settings where recognized methods for evaluation
and program design have previously fallen short.'*'* Might
a CBPR approach, fostering a co-developed rather than an
imposed solution, overcome perceived barriers to the
adoption of SDM? An example of one such co-developed
solution could be a decision support tool that serves the
needs of the patient and physician by promoting collabora-
tion within the clinical encounter rather than outside it. Two
examples of these types of tools are Option Grids'> and
Issue Cards.'® Also, might CBPR foster mutual understand-
ing of the unique challenges faced by physicians and the
fears felt by patients?

BARRIERS TO INNOVATIVE IMPLEMENTATION

We could not identify examples where SDM advocates
embrace a CBPR approach or where CBPR overcomes
payment system barriers. Much more is known about the
barriers to SDM implementation. According to physician
reports, practical issues such as time constraints and clinical
resistance make SDM too intrusive to be useful.'” Additionally,
physicians suggested that tools to promote SDM in the clinical
encounter were not relevant to individual patients.>'” Addi-
tional factors contributing to physician resistance include: peer
groups, organizational influences, and informational overload.
Increased patient expectations are also important—ranging
from growing demand for more information to better
engagement in decision making.'® At the same time, many
patients feel reluctant to adopt assertive roles, lest they be
regarded as adversarial.’

Traditionally, communities have been viewed as being
composed of neighborhoods, many of which have been
marginalized or underserved, and are thus suspicious of
researchers’ intent. It is possible to consider health care
institutions and those within them as communities where the
principles of consultation, engagement, and co-production
could be equally valuable. An example of a health care
institution as a community with multiple stakeholders may be
a hospital, where patients have unmet needs and physicians and
others can’t meet growing institutional and patient demands. In
the context of CBPR applied to SDM, we choose to define the
term community as patients, physicians, and managers working
together to make SDM a part of routine care. We believe the
time is right for physicians to learn how CBPR might overcome
barriers to SDM implementation. In the discussion that follows,
we explore this issue to stimulate further conversation around
the potential contribution of CBPR.

Table 1. Potential Contribution to the Implementation of SDM

Contribution of the community-based
participatory research (CBPR) approach

How CBPR might help the implementation
of SDM in clinical settings

The effects of a leveling approach

* Equity of power: community members are assumed to have
an equal footing

» Equity of contribution: all members get a chance to
contribute and comment

The effects of co-leadership

* Idea generation: joint-deliberation may lead to innovation
or the formation of new processes and alliances

* Co-learning: as knowledge is shared, attitudes shift and the
potential for shared beliefs and expectations is increased

The impact on sustainability

 Alignment: implementation is more likely to be aligned to
stakeholder needs and requirements

* Embedded into organizational cycles: jointly developed plans
and processes are more likely to be part of planned financial budgets

* Bring patients, physicians, and managers to the same table
* Foster equal contribution to the agenda, shaping the
implementation plan and process

* Generate collaboration that leads to joint learning and
ownership

* Ensures that patients, physicians, and managers view
leadership as shared

* Greater likelihood that meetings will be held at times and
locations that are accessible to wider stakeholder groups

* Increased chance that the responsibility for success

(and failure) will be shared more widely, i.e., team-based

* Greater likelihood that patients, physicians, and managers
regard the process as meaningful and rewarding, and not as a
‘short term’ project.

* Higher chance that success will become a priority for those
engaged in the work and therefore part of a positive effort

*Modified from Israel;*® Wallerstein & Duran®
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OUTLINING THE POTENTIAL CONTRIBUTION OF CBPR

CBPR succeeds by developing relationships that strengthen
rapport and trust with communities, recognizing the value of
context and culture, and empowering participants to identify
and overcome barriers to implementation. The Community
Action Against Asthma (CAAA) project successfully applied a
CBPR approach to overcome significant systemic barriers
affecting the health status of children. Bringing together
multiple community organizations, academic institutions, a
service-agency, a state agency, and a community member,"”’
CAAA implemented a research program that was both
acceptable to the community and effective in reducing the
burden of asthma in the community. Researchers at UCLA have
successfully partnered physicians and communities through the
Community Health Improvement Collaborative using a mod-
ified CBPR approach to promote, improve diabetes prevention
and management and engage the community in depression
care.” A recent systematic review of CBPR methods provided
an interactive logic model that profiled the available evidence
about how the method achieved its impacts.”' Evidence showed
that CBPR successfully linked communities with campuses
(i.e., research institutions) and served as a useful example for
hospital and health organizations seeking collaboration with
both local communities and research institutions.”> A study of
self-care dialysis found that care pathways were easier to
implement and more effective when patients were included in
the development of the implementation approach.”> We also
know that when physicians partner with clinical staff to shape
care pathways, and implementation strategies are tailored to
physician routines, long-term sustainability of interventions is
more likely.>*

Table 1 outlines how a CBPR approach might help the
implementation of SDM in clinical settings. Three major
mechanisms appear to be important:

1) Leveling: By leveling the dialogue among stakeholders,
rather than imposing an external solution, we suggest that
those who want to introduce SDM should first acknowl-
edge the “expertise” of patients and physicians. This is
possible by fostering their equal contribution and shaping
design and implementation in order to generate collabo-
ration, joint learning, and ownership.

2) Co-leadership: Requiring co-leadership would ensure
that patients, physicians, and managers would be more
likely to collaborate in planning meetings, convened at
times and locations accessible to wider stakeholder groups.

3) Impact on Sustainability: When stakeholders collab-
orate at all stages of development, sustainability is
more likely to support a process that patients, physi-
cians, and managers regard as meaningful and reward-
ing. A commitment to engaging those affected by
process changes increases the likelihood that success
will become a priority for those engaged in the work.

CONCLUSION

Perhaps SDM advocates have focused too narrowly on
research goals, and have not included stakeholders with the
most leverage to modify how clinical systems operate—i.e.,
patients, physicians, and managers. We think the time is
ripe to adopt a more collaborative approach. Before this
can happen, all stakeholders must openly confront the
many real barriers to implementation, at the organiza-
tion, practice, and patient—physician level, so that those
who have the most insight and potential impact are
engaged to find solutions.

The Institute of Medicine (IOM) has led the way by asking
for CBPR to be a new competency for all health professional
students,” and the Patient Centered Outcomes Research
Institute (PCORI) has clearly laid out the challenge to include
relevant stakeholders as part of good practice. We feel the time
is right to ensure that physicians and others are seen as part of a
participatory solution, rather than as barriers to progress.
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