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The Consumer Benefits of Patient Shared Decision

Making

rom patient-centered medical homes to consumer-

directed health plans, changes in the delivery,
financing and organization of healthcare are increasingly
touted as consumer- or patient-centered. Still, today’s
health system is far from reflecting consumers’ true needs
and preferences.’

Patient shared decision making (PSDM) is a technique
to incorporate patients’ needs and preferences into their
individual treatment plans. PSDM goes beyond traditional
informed consent in healthcare—it is an interpersonal,
interdependent process in which healthcare providers and
patients collaborate to make decisions about the care that
patients receive. Shared decision making not only reflects
medical evidence and providers’ clinical expertise, but also
the unique preferences and values of patients and their
families.

SUMMARY

Shared decision making is a process

in which clinicians and patients work
together to make treatment decisions in
a way that balances clinical evidence on
risks and expected outcomes with patient
preferences and values. Researchers find
enormous gaps between what patients
want and what doctors think they want.
Shared decision making can address this
communicatfion gap, improve outcomes
and increase patient and physician
satisfaction. It is a key component of
person-centered healthcare and should
become the standard of care.

Given that this strategy has considerable advantages
and few disadvantages, it is used far too infrequently.
Policymakers, payers and health systems should advocate
for patient shared decision making to be the standard of
care for all clinical encounters that have more than one
medically appropriate path forward.

This report describes patient shared decision making and
reviews the evidence supporting its use. Existing challenges
and strategies to expand the use of PSDM are also discussed.

What is Patient Shared Decision
Making?

Shared decision making is a key component of patient-
centered health care. It is a process whereby clinicians
and patients work together to make treatment decisions
and select tests, care plans and supportive services in a
way that balances clinical evidence on risks and expected
outcomes, with patient preferences and values.?

There are three essential elements that must be present
for shared decision making to occur:

o Both the healthcare provider and the patient must
recognize and acknowledge that a decision is required.

o Both must understand the risks and benefits of each
option.

» Decisions must take into account both the provider’s
guidance and the patient’s values and preferences.’

For some medical conditions, there is only a single
treatment path in which patient preferences play a minor
role. These situations might include a fractured hip repair,
surgery for acute appendicitis or antibiotics for bacterial
meningitis.* However, most diagnoses have more than
one medically appropriate path forward, with different
potential outcomes and side effects.” Examples of these
circumstances include treatments for early-stage cancer,
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primary prevention of coronary heart disease and the use
of genetic and blood screening tests.

When more than one medical treatment exists,
clinicians can facilitate shared decision making by
encouraging patients to voice their concerns and priorities.
They can also offer decision aids to increase patient
awareness and understanding of the various treatment
options and possible outcomes.

Patient Decision Aids

A well-designed patient decision aid provides actionable
information on the risks, benefits and burdens of treatment
options, and helps patients identify and communicate
their preferences.® These aids can be web-based, printed
materials or educational videos that help patients
understand relevant clinical evidence, develop informed
preferences and communicate them to their providers.” A
2011 study showed that decision aids perform better than
traditional, non-shared decision making care interventions
in clinical settings, and significantly improved patients’
knowledge of their conditions and treatment options.®

But shared decision making is more than just the use
of decision aids. It requires meaningful clinician-patient

engagement.

Barriers to Effective Patient-Physician
Communication

Patient shared decision making requires open and
respectful communication between the patient and
physician, but myriad factors can undermine this type of
exchange. For example, both patient and physician may
approach the conversation with pre-conceived notions that
hinder the shared decision-making process.

Some patients distrust or feel uncomfortable discussing
health concerns with doctors who they cannot relate to on
a personal level.” For example, elderly patients, patients
who speak English as a second language and those with
lower literacy levels may feel less engaged in the decision-
making process and have less confidence navigating the
healthcare system.'® Other patients might come from
cultural backgrounds that lack a tradition of individuals
making autonomous decisions, thus making it difficult for
them to engage with their provider.

Physicians can also unwittingly introduce barriers.
Many doctors believe that they are good at identifying
patient preferences, but there are enormous gaps between
what patients want and what doctors think they want.!' For
example, a physician may believe that a patient with prostate
cancer’s priority is to remove the cancer, while the patient’s
priority may be to maintain the best possible quality of life.
The misdiagnosis of patient preferences thus becomes a
deterrent to delivering patient-centered care.'> Moreover,
doctors may unknowingly hold biases toward patients
who they feel are not able to understand complex medical
information.”

Ineffective patient-physician communication can also
be attributed to the lack of emphasis on communication
skills during medical training. Most communication
training takes place during the preclinical years of
medical school in the form of lectures and role plays with
patients. During clinical rotations, students have direct
encounters with patients, but little attention is devoted to
communication abilities compared to diagnostic skills."*
Similarly, strong communication skills are often not
stressed in postgraduate medical training, leaving residents
and practicing physicians to learn to communicate
effectively on their own (see box).

ExAMPLE OF INEFFECTIVE PATIENT-PROVIDER
COMMUNICATION

In 2010, Amy, a nurse, was diagnosed with stage

IV inflammatory breast cancer. Amy knew that her
breast cancer was not curable and had been a strong
self-advocate for aligning her treatment choices with
her personal goals and values. “I have no problem
saying, ‘Listen, | don’t understand what you are trying
to tell me. Explain it in terms | will understand,”” says
Amy. “If we want to get care that fits with our goals
and needs, we have to have basic information not
just about the diagnosis, but about the path. What's
it going to feel like to be on these medications? What
will it cost? What's it going to do to me? Right after

| was diagnosed, | went to an expert and he said
‘This is what we are going to do—chemotherapy,
mastectomy, radiation, then more chemotherapy,’—
the most intense my body could handle. He didn’t ask
a thing about what was important to me, nothing.”!
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Evidence Around Shared Decision
Making

The evidence around shared decision making is fairly
strong. Shared decision making has been shown to result
in treatment plans that better reflect patients’” goals;
increase patient and physician satisfaction; improve
patient-physician communication; have a positive effect
on outcomes; and, sometimes reduce costs.

Patient and Physician Satisfaction

Having a forum to voice their preferences and
understanding the risks and benefits associated with
their decisions makes patients happier with the care they
receive. One study found that patients who participated
in shared decision making were more knowledgeable
about their condition (compared to a control group) and,
when given their treatment of choice, reported higher
overall quality of life after six months.' Additionally,
these patients were far more likely to be satisfied with
their treatment, with about 71 percent satisfied, compared
to about 35 percent of patients who did not engage in
PSDM." Patients who made informed decisions were
also less likely to regret their treatment choices (about
5 percent, compared with 15 percent of patients in the
control group).'®

Shared decision making can also increase physician
satisfaction as a result of feeling that they are supporting
and listening to their patients while providing high-
quality care.”

Improved Communication

Shared decision-making techniques can help patients
establish trust with their providers and helps providers
engage and better communicate with their patients.

A 2013 study assessed the relationship between
African American patients and their providers

using conversation guides to lead patient-physician
conversations. Qualitative interview data showed
patients’ trust in physicians increased after using the
conversation guides.”® Researchers further noted that,
while PSDM can increase trust, using other specific
techniques incombination with PSDM was particularly

effective. Specifically, mistrust of physicians among
African Americans with diabetes may partially be
addressed through patient education efforts and
physician training in interpersonal skills and cultural
competence. Other research shows that, when physicians
understand cultural and other personal factors of a
patient, the patient is more inclined to trust the provider
with their care.”!

Positive patient-provider relationships are not just part
of good bedside manner; perceived respect has a strong
correlation with whether patients trust doctors to be
accurate and whether they adhere to their medications.
Thus, strong relationships should be considered a medical
priority and should be encouraged through training,
education and, potentially, compensation changes.”

Improved Outcomes

Research reveals that patients who are empowered to
make healthcare decisions that reflect their personal
preferences often report feeling more engaged in their
healthcare and experience better health outcomes,
like decreased anxiety, quicker recovery and increased
compliance with treatment regimens.*

A 2017 review of 105 studies showed that use of
decision aids reduced the number of patients that were
passive in their treatment and increased patient adherence
to recommended therapies.?* Patients also had increased
knowledge, more accurate perception of risk and reduced
internal conflict about healthcare decisions.

Reduced Costs

Preference-sensitive conditions, such as treatments for
joint arthritis, back pain and early stage prostate cancer,
are medical conditions in which the clinical evidence
does not clearly support one treatment option, and the
appropriate course of treatment depends on the values
or preferences of the patient.” People who are fully
informed about the risks and benefits of treatments and
screening for preference-sensitive conditions tend to
choose less-invasive, less-costly interventions and are
happier with their decisions.”

Concerns have been raised that offering patients
more options may increase costs.” To date, the cost of
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Tablel

Elements of Informed Decision Making Required for Each Decision Category

Elements of Informed Decision Basic Care Intermediate Care Complex Care
Making

Discussing the patient's role in Required Required Required
decision making

Discussing the clinical issue or Required Required Required
nature of the decision

Discussing the alternatives Not Required Required Required
Discussing the pros and cons of the Not Required Required Required
alternatives

Discussingthe uncertainties Not Required Not Required Required
associated with the decision

Assessing the patient's Not Required Required Required
understanding

Exploring patient preference Not Required Required Required

Source: Braddock, Clarence, et al., “Informed Decision Making in Outpatient Care: Time to Get Back to the Basics,” JAMA (Dec. 22, 1999).

implementing shared decision making has been studied
in only a limited number of practice settings and typically
in relatively small patient populations.?

One study compared the cost of care for an
uncomplicated menorrhagia among patients that
received a decision aid, patients that received a decision
aid followed by a nurse’s coaching to elicit patient
preferences, and a control group. The analysis found
that a decision aid, either implemented alone or with
coaching, had lower mean costs ($2,026 and $1,566
respectively) than the control group ($2,751).%°

In addition, a 2012 study showed that providing
decision aids to patients eligible for hip and knee
replacements substantially reduced surgery rates and
costs—with up to 38 percent fewer surgeries and a 12 to
21 percent savings over six months.*" Across a few studies,
as many as 20 percent of patients who participated in
shared decision making chose less invasive surgical
options and more conservative treatment than patients
who did not use decision aids.*

Nevertheless, more study is needed to understand the
net costs of implementing shared decision making in a
variety of treatment scenarios.

Challenges to Expanding the Use of
Shared Decision Making

Despite the potential benefits, shared decision making
has not been widely implemented in clinical practice.
Many clinicians find PSDM difficult to accomplish, and
most healthcare systems do not view this approach as

the standard of care. In a study of more than 1,000 office
visits in which more than 3,500 medical decisions were
made, less than 10 percent of decisions met the minimum
standards for shared decision making (see Table 1 for
elements of informed decision making).*

Another study showed that only 41 percent of
Medicare patients believed that their treatment reflected
their preference for palliative care over more aggressive
interventions.* Additionally, patients report frustration
and dissatisfaction because they do not feel like they
have adequate (if any) input into clinicians’ decisions
that affect their health,” including not knowing enough
about their treatment options to make informed
decisions.

Challenges to expanding the use of shared decision
making include:
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o Belief that PSDM is not appropriate or necessary for
provider's specialty;

o decision aid shortcomings;

o provider time constraints;

 provider reimbursement not aligned with PSDM;
o provider training; and

» malpractice liability

Belief that PSDM is Not Appropriate or
Necessary for Provider’s Specialty

A systematic review of barriers to PSDM found that
many physicians perceive PSDM to be inappropriate for
their patients or clinical specialty.*® Health professionals’
tendency to decide which patients will prefer or benefit
from shared decision making is concerning because
physicians might misjudge patients” desire for active
involvement in their treatment.

A 2016 study focused on ulcerative colitis patients who
faced two treatment options with significant, life-altering
side effects.” Researchers hypothesized that patients would
be conflicted about the side effects of the treatments, but
a patient preference analysis revealed otherwise. Patients
were fundamentally concerned with the progression of their
ulcerative colitis.”® These results demonstrated that doctors
do not always know what matters most to patients.

Other common barriers include the perception that
shared decision making is already occuring, that patients
don’t want it, that it is ineffective® and that many patients
cannot understand their options.” According to a 2014
Altarum survey, 37 percent of physicians believe that
patients want the doctor to make the decisions regarding
their medical treatment (with minimal input from the
patient), but only 7 percent of patients selected this as
the role they wanted doctors to have." Nearly 9 in 10
consumers say if their doctor provides them with material
when diagnosed with a health condition, they read it as
soon as possible.*

Decision Aid Shortcomings

The use of decision aids is a key component of PSDM.
Providers have reported that decision aids increase
cohesion among team members (including patients)

37 percent of physicians believe that patients
want the doctor to make the decisions
regarding their medical treatment (with
minimal input from the patient), but only 7
percent of patients selected this as the role they

wanted doctors to have.

and facilitates patient education in both clinical and
telemedicine settings.* But decision aids are only effective
if they are accurate and present the information in ways
that patients with varying literacy levels, language and
cultural backgrounds can understand. For example, some
Latina patients were more responsive to a patient decision
aid designed as a short soap opera that tells the story of a
person in a similar situation.*

Another challenge for patient decision aids is to keep
pace with rapidly changing developments, including new
treatment alternatives and new information concerning
treatment efficacy and complications. Although the
International Patient Decision Aid Standards (IPDAS)
Collaboration has created a standard checklist* for high-
quality decision aids, there is currently no national body
responsible for certifying decision aids that adhere to
the checklist. Certification helps providers, patients and
payers evaluate the quality of decision aids and is needed
to ensure that decision aids are unbiased, comprehensive,
accurate and up-to-date.* Barriers to certification include
the cost and laborious process of certifying materials.

Provider Time Constraints

Time constraints remain the most frequently cited barrier
to implementing shared decision making in clinical
practice.”” Specifically, time pressures make it difficult
to listen to patients, address their needs and emotional
concerns and help them make decisions that are consistent
with their values and preferences.

PSDM’s impact on consultation length is unclear,
as studies have shown both increases and decreases in
consultation length after patients have viewed a decision
aid.*® More research is needed to understand the impact of
shared decision making on providers’ work schedules.
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Provider Reimbursement is Not Aligned with
PSDM

Another barrier to integrating PSDM into common
practice is that fee-for-service payment systems do not
typically reimburse clinicians for time spent engaging with
patients in shared decision making.*

There has been considerable debate over whether
to reimburse providers for participating in PSDM
or if PSDM should be part of routine care that is not
reimbursed separately. As noted above, PSDM’s impact on
consultation length is unclear, leaving the implications for
reimbursement ambiguous.® Also debated is the type of
providers that should engage with the patient (specialist,
primary care or nurse) in PSDM.

Regardless of reimbursement, health systems have
struggled to supply hospitals and other care settings with
sufficient resources (such as decision aids or education
campaigns for patients and providers) to incorporate
PSDM into the care process.

Provider Training

PSDM training has has been shown to increase provider’s
confidence and knowledge, enabling them to facilitate
PSDM more easily.” There are currently 83 training
programs in the United States but, due to providers’ and
health systems’ attitudes towards PSDM, these programs
are not widely used.”

Malpractice Liability

Another challenge that is particularly concerning to
hospitals and providers is medical malpractice. Patients
may be more likely to sue if they choose not to have
procedures or screening through PSDM, but develop a
more serious condition later on.”

Concerns about medical malpractice are less common
among providers than concerns about time constraints
and applicability of PSDM to clinical situations. One
study found that using a decision aid in conjunction
with PSDM offered protection for physicians against
a malpractice ruling in a mock trial.** Although the
impact of PSDM on malpractice lawsuits is ambiguous, it

remains a concern.

Most consumers (95%) believe it is important
that doctors tell them about the results of medical

research when making treatment decisions.

Best Practice Strategies to Implement
PSDM

The Patient’s Role

Providers must recognize that patient preferences vary
with respect to being actively involved in their care.

The vast majority of Americans (86%) trust their
doctor.”® For some, this results in a reluctance to take a
more active role in their care.”® However, many patients
express dissatisfaction with their physician because they
do not feel that they have had adequate input into their
providers’ decisions about their health.”

One factor that contributes to this problem is that patients
often do not know enough about their treatment options to
make informed decisions. Most consumers (95%) believe it is
important that doctors tell them about the results of medical
research when making treatment decisions.*®

As described above, patient decision aids are a strategy
to guide the patient in the development of their care plan.
To further open lines of communication, researchers
recommend encouraging patients to ask their providers
three or four general questions when discussing treatment
options. These include: “What are my options?” “What are
the benefits and harms?” “How likely are negative effects?”
and “What will happen if I do nothing?” This strategy
alone has been shown to improve both the consultation
process and patient outcomes.*

Patients will continue to have different preferences when
it comes to being involved in their care. Nonetheless, there is
strong evidence that more engaged patients have better health
outcomes and care experiences.* Thus, PSDM should guide
patients to the extent to which they are comfortable.

The Provider’s Role

Assessing a patient’s personal preferences should begin
with determining how large of a role the patient wants
to play in his or her care. Clinicians should assess these
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values at the start of the care process and design their
treatment approach accordingly.®’ They must uncover the
motivating factors that drive a patient’s decision rather
than make assumptions.

Using decision aids can help clinicians more efficiently
elicit patients’ preferences. Some providers will need to
approach the clinical interaction in a new way, giving
up their authoritative role and becoming more effective
coaches or partners. The ability to ask, “What matters to
you?” as well as “What is the matter?” can go a long way
in beginning a fruitful dialogue.*

Electronic medical records can provide informal
training by identifying patients who will be facing
a medical decision and reminding providers to
offer patients decision aids and engage in a PSDM
conversation.®

Three main motivators help providers implement
shared decision making in clinical practice: (1) health
professionals’ internal motivation, (2) the perception that
practicing shared decision making will lead to improved
patient outcomes and (3) the perception that practicing
shared decision making will lead to improved healthcare
processes.® These motivators may need to be leveraged to
shift providers’ attitudes towards PSDM.

The Caregiver's Role

As with many aspects of patient care, involving family
members and caregivers is important. Patients lean on
their loved ones during times of uncertainty and poor
health.

Involving family members in the care decision-making
process is a key strategy to supporting high-quality patient
care and delivering a positive experience. Strategies to
engage families and caregivers in shared decision making
are similar to those that strive to engage individual
patients. Providers need to offer ample information to
support the decision at hand and embrace a patient- and
family centered approach. Clinicians must also take into
account the patient’s preferences for family involvement.
In some cases, patients may not want high levels of family
engagement.

Conclusion

Given the fact that PSDM has considerable advantages
and few disadvantages, it is used far too infrequently. As
noted above, in a study of more than 1,000 office visits
involving more than 3,500 medical decisions, less than
10 percent of decisions met the minimum standards for
shared decision making.

In the effort to create a high quality, patient-centered
healthcare system, policymakers, payers and healthcare
facilities should make shared decision making the
standard of care for all clinical encounters with more than
one medically appropriate path forward.

Success in this endeavor will require proactively
addressing the barriers described in this research brief,
such as lack of physician buy-in, lack of time, lack of
reimbursement, poor integration into clinical workflows
and a scarcity of information designed for patient use.
Training programs, educational materials and inclusive
dialogue can help providers and patients make PSDM a
routine component of patient-centered care.
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