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Informing And Involving Patients
To Improve The Quality
Of Medical Decisions

ABSTRACT Good-quality care requires that procedures, treatments, and
tests be not only medically appropriate, but also desired by informed
patients. Current evidence shows that most medical decisions are made by
physicians with little input from patients. This article describes issues
surrounding informed patient decision making and the steps necessary to
improve the way decisions are made. Creating incentives for providers
and health care organizations to inform patients and incorporate
patients’ goals into decisions is critical. Patient surveys are needed to
monitor the quality of decision making. Health information technology
can help by collecting information from patients about their symptoms,
how well they understand their options, and what is important to them,
and sharing that information with providers. We review public and
private developments that could facilitate the development of tools and
methods to improve patient-centered care.

G
ood-quality care requires that pro-
cedures and tests be medically ap-
propriate and executed safely—
two criteria that have often been
the primary focus of quality im-

provement efforts. However, appropriateness
alone does not mean that the care is necessary
or desired by the patient. High-quality medical
care must go further and ensure that every pro-
cedure, treatment, and test ordered also meets
patients’ goals for care. High-quality medical de-
cisions require that patients be fully informed
and involved in the decision-making process.
The importance of involving patients in deci-

sionmakingwas underscored as early as 1982 by
the President’s Commission for the Study of Eth-
ical Problems in Medicine.1 The proposition has
since been reaffirmed and deepened, with sub-
sequent publications and the support of organ-
izations such as the Institute of Medicine,2,3 the
NationalQuality Forum, and theAmericanMedi-
cal Association.4

We address the questions of why shared deci-
sion making is so important to the quality of

health care and what steps need to be taken to
ensure that patients routinely have a voice in the
decisions about their care.

Shared Decision Making
Shared decisionmaking recognizes that medical
decisions require interaction between patients
and their doctors; that decisions be informed
by the best available clinical evidence; and that
decisions reflect the individual patient’s well-
considered goals and concerns.5,6 Identifying
the medical problem and laying out the reason-
able options are primarily the responsibility of
the physician. Patients have the primary respon-
sibility for identifying and conveying their goals
and concerns relevant to the decision they are
facing. Patients and physicians each have impor-
tant roles to play in the process and must be
receptive to each other’s input.
To help illustrate the issues and trade-offs that

doctors and patients must consider in shared
decision making, we use the example of taking
a statin to reduce elevated low-density lipo-
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protein (“bad”) cholesterol. There have been nu-
merous clinical trials designed to assess the ef-
fects of taking statins to reduce the rate of heart
attacks and deaths from heart disease. The re-
sults vary depending on themix of patients stud-
ied and which drug is being tested. However, all
studies agree that people who have not had a
heart attack or have no notable heart risk factors
other thanelevated cholesterol benefitmuch less
from taking statins than those who have heart
disease.
For example, if 200 people with elevated cho-

lesterol levels, but no other indications of heart
disease, took a statin every day for five years, one
of them would avoid a heart attack or death (199
would be unaffected). In contrast, if 200 people
with a history of heart disease or heart attack
took a statin for five years, between two and
ten would avoid a heart attack or death, depend-
ing on their clinical profiles.7,8

With or without heart disease, there is a deci-
sion to be made about whether or not to take a
statin to lower cholesterol. The best option can-
not be determined without the patient’s input to
determine how much weight to assign to each
component—benefits, risks, and financial costs
of taking statins or incurring other health-
related costs.
This example is typical of the kinds of trade-

offs that arise in the case where medication is a
treatment option. But there are trade-offs for
almost all medical decisions, including surgery
andcancer screening. Forexample, patientswith
a herniated disk that causes back and leg pain
have to weigh the quicker fix that surgery may
bring against the risks of surgery and the like-
lihood that the back will heal itself in time with-
out surgery. Additional considerations include
the cost of the surgery, the time away from work
or other activities, and limitations on activities
under either option.9

Patients differ from one another, and often
from their physicians, in the weights they assign
to factors that bear on a decision. To get the
decision that best serves the patient, it is neces-
sary to have the patient informed and involved in
the decision-making process.
Of course, a consequence of giving patients an

informed voice is that they might not always
choose the safest, most effective, or most cost-
effective options. Thus, there are implications
for both physicians and health plans when pa-
tients are more actively involved in medical de-
cision making.
For example, it may be frustrating to physi-

cians when recommendations that they believe
in, or that are supported by the evidence, are not
chosenby thepatient. (Of course, patientsdonot
always followphysicians’ recommendations any-

way.) Guidelines for care, therefore, need to be
adjusted to allow forpatients’preferences so that
physicians are not penalized when patients
choose care options that are not favored by the
evidence.
Similarly, health plans may want to limit cov-

erage of some treatments that patients want if
the evidence does not support the treatments.
It’s worth noting, however, that experiments
with informing patients facing surgical deci-
sions find that, on average, informed patients
tend to opt for less surgery than patients in
“usual care.”10 Thismeans that at least in the case
of surgery, more-informed patients may lean to-
wardmore “conservative” treatmentoptions that
cost less.Whatever choices patients make, a core
principle of shared decision making is that the
value of benefits and risks should be determined
by those who have to live with them.
The remainder of this article explores the steps

needed to ensure that patients are routinely in-
formed and involved in decisions about their
medical care, so that high-quality medical deci-
sions result.

The Problem
For patients to have a meaningful say in their
medical decisions, three essential conditions
must be met. First, they have to be informed.
Specifically, they have to be given an objective,
unbiased presentation of reasonable options to
consider and the pros and cons of those options.
Second, once informed, patients have to spend
some time to consider their goals and concerns
and how each option is likely to play out with
respect to those goals and concerns. Third, they
have to have an interaction with their providers
inwhich their goals and concerns are shared and
incorporated into the decision-makingprocess.11

Unfortunately, the information we have about
thewaymedical decisions aremade in theUnited
States makes it clear that those steps do not
happen very often. The 2007 DECISIONS survey
carried out by the University of Michigan pro-
vides relevant evidence about the quality of
common decisions involving medical care.11

A national sample of 3,010 adults older than
age forty were asked whether they had talked
with a doctor in the preceding two years about
any of nine decisions: three cancer screening
decisions (for breast, colon, or prostate cancer);
three long-term medications (for depression,
high blood pressure, or elevated cholesterol);
and three surgical procedures (for back pain,
cataracts, or hip/knee replacement). For up to
two such decisions they had confronted, respon-
dents were asked a series of questions about
what they knew, their goals, and their interac-
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tions with providers.11

With respect to the first essential step, being
informed, respondents were asked four or five
questions, depending on the decision, about
things that clinical experts thought patients
should know before making an informed deci-
sion. For example, in the case of medication for
elevated cholesterol, patients making a decision
shouldknow the common side effects of the drug
and how much their cholesterol readings differ
from “normal.” The median number of correct
answers was one for eight of the nine decisions.
To provide a sense of the problem, of those who
hadmadeadecision about taking statins forhigh
cholesterol, only 57 percent knewwhat a normal
cholesterol level was, and only 17 percent could
name the most common side effect of statins.12

Patients’ reports in the survey about their in-
teractions with health care providers did not
suggest a cooperative or shared decision-making
process. For themost part, patients reported that
their physicians framed the decision in favor of
the intervention being discussed, instead of pre-
senting it as just one option among several, in-
cluding no treatment.
Across all nine decisions, 78–85 percent of

respondents reported that physicians made a
recommendation.Moreover, when a recommen-
dation was made, it generally was reported as
having been in favor of having surgery (recom-
mended about 65 percent of the time for all three
types of operations), taking medication (recom-
mended 86–93 percent of the time), or having
screening (recommended 94–99 percent).13

Consistently, respondents reported that physi-
cians tended to discuss the reasons to have the
intervention or test much more than they dis-
cussed reasons why patients might not want to.
Discussions of why patients might not want to
have a cancer screening test were particularly
rare; only 20–32 percent reported such discus-
sions. Perhapsmost important, for five of the six
nonsurgical decisions, amajority of respondents
did not think they had been asked to express an
opinion about what they wanted to do (the lone
exception was for decisions involving medica-
tion for depression).13

There are some limitations to the DECISIONS
study. The major one is that it depends on pa-
tients’ recall, and their reports can be in error.
However, Clarence Braddock and colleagues ex-
amined recorded interactions between patients
and their doctors, and they reported on the ex-
tent to which patients and providers engaged in
shared decision making. Their results look very
similar to the picture painted by the DECISIONS
survey, suggesting large gaps in the quality of
decision making.14

Using Decision Aids
Physicians typically do not have time and often
lack the skills to present a complete, balanced
presentation of the pros and cons of reasonable
medical options. To address the problem of pa-
tients’ not being given complete, objective infor-
mation, one obvious step is for providers to give
their patients so-called patient decision aids:
high-quality decision-support material to sup-
plement the office visit. The information can
be in audiovisual form or on paper; it can be
delivered as a hard copy or made available on
the Internet. It is important that the information
be unbiased, complete, and presented in a form
readily understandable by a wide range of peo-
ple. In fact, there is now considerable evidence,
based on more than fifty-five randomized clini-
cal trials, that when patients are given good-
quality decision aids, they are more informed
and participate more in decision making than
do patients in usual care.10

Exposing patients to good information,
although highly valuable, is not enough. Once
patients have had an opportunity to learn about
their options, it is also necessary to have an in-
teraction between providers and patients that
incorporates patients’ goals and concerns into
the decisions that are made.

Using Health Information
Technology
Initiatives to identify meaningful uses for health
information technologymayoffer one important
tool for facilitating high-quality decision-mak-
ing processes. To date, most of the initiatives
with information technology have focused on
making the information currently stored in
medical records available electronically. Pa-
tients’ medical records are mainly a repository
for providers’ notes, tests, treatments ordered
and completed, and the results. In addition,
some electronic records aim to improve clinical
decisions by embedding into the system clinical
guidelines and programming reminders for
physicians to implement effective care.
Trigger Delivery Of Information A way in

which health information technology can im-
prove decisionmaking is to “trigger” the delivery
of relevant health information directly to pa-
tients at the point when they need to think about
making a medical decision. In the primary care
division at Massachusetts General Hospital,
when providers enter a new problem from a list
of problem conditions and symptoms into a pa-
tient’s electronic health record, a reminder icon
appears next to the problem to indicate the avail-
ability of a relevant decision aid.With one click of
the mouse, a decision aid can be prescribed and
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is mailed directly to the patient. A note is auto-
matically generated for the health record indicat-
ing the delivery of the aid.15

Collect And Store Information Health in-
formation technology can also be used to collect
and store information provided by patients.
Three specific kinds of information in this con-
text could improve the quality of decision mak-
ing and should be considered in the design of
electronic health record systems to augment cur-
rent uses.
▸▸DECISION WINDOWS: First, information is

needed that documents symptom severity and
identifies potential “decision windows.” One of
the challenges to providing good decision sup-
port is that it is difficult to predict or knowwhen
a patient has a decision to make. Such “decision
windows” are triggered when certain symptom
thresholds are reached.One excellent useof elec-
tronic record systems would therefore be to
collect and track self-reported symptom severity
for patients who have symptom-driven condi-
tions such as arthritis, back pain, benign en-
larged prostates, knee pain, or benign uterine
conditions. For example, patients at the Spine
Center at Dartmouth-Hitchcock Medical Center
fill out a standard questionnaire about their
symptoms each time they visit the clinic. The
results are tracked, enabling patients and doc-
tors to see how symptoms such as pain and func-
tional limitations are changing over time. This
type of systematic documentation enables tar-
geted decision support at appropriate times.
▸▸WHAT PATIENTS KNOW: Another valuable

use of technology is to collect information about
what patients know and do not know about their
medical conditions and treatment options.When
patients face a decision, they canbe asked a short
set of questions to assess whether they under-
stand the key issues related to the decision. If
collected during the decision-making process,
this information could enable providers to iden-
tify critical gaps in patients’ knowledge that they
can correct or fill before a decision is made. If
collected after the decision-making process (for
example, at the time of or shortly after surgery),
this information could be used to measure how
well providers were informing their patients and
provide a basis for quality improvement efforts.
▸▸WHAT PATIENTS WANT: There is a similar

need to systematically collect and record pa-
tients’ priorities relevant to the decision they
are facing. For decisions with two or more op-
tions, there are usually a relatively small number
of goals and concerns that are likely to be most
relevant to the choice. If this is done during the
decision-making process, asking patients about
their goals and concerns helps them think these
matters through. Sharing their goals and con-

cerns with providers helps to ensure that physi-
cians know patients’ preferences before a deci-
sion is made. If patients are asked again about
their goals and concerns after the decision-mak-
ing process—for example, shortly after surgery
or some other kind of intervention—the infor-
mation can be used to assess how well the treat-
ment decisions reflected the priorities of the pa-
tients and, likemeasures of knowledge, form the
basis for quality improvement efforts.

Surveys To Assess Patients’
Knowledge And Goals
It is possible to develop short survey instruments
to assess patients’ knowledge and goals. Deci-
sion-quality survey instruments have been devel-
oped and evaluated for a dozen commonmedical
conditions, including treatmentof osteoarthritis
and breast cancer.16,17 For example, before a
physician works with a patient who has a herni-
ated disk to make a treatment decision, a survey
could be used to determine whether the patient
knows the following: (1) surgery and con-
servative management are both reasonable op-
tions; (2) for most people, surgery will relieve
pain faster than nonsurgical approaches; (3) the
back will probably heal itself over time, and the
pain will be relieved even without surgery;
(4) surgery relieves pain about 80 percent of
the time; and (5) for most people, doing normal
activitieswill notmake the herniated diskworse.
A guide to patients’ goals and concerns could

include responses to the following: (1) How
muchdoesback and legpain interferewithdoing
things that are important to thepatient? (2)How
important is it for the patient to have quick pain
relief? (3)Howdoes thepatient feel abouthaving
surgery, including the risksof complications and
dealing with recuperation? (4) How would the
patient feel about living with pain for an ex-
tended period while the back heals on its own?
These applications are not hypothetical or

unrealistic. For the past five years, breast cancer
patients at the Dartmouth-Hitchcock Medical
Center have completed decision-quality instru-
ments that assessed their knowledge and goals
after viewing a decision aid and before they met
with a surgeon to discuss treatment. Their an-
swers are available to the surgeon so that the
surgeon can correct misinformation and make
sure that the discussion of treatment options
takes into account what is most important to
the patient.18

Accountability And Quality
Having good-quality decision aids available is
valuable. Having good technological support
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for collecting and sharing information between
physicians and patients can also be an important
aid to progress. However, sharing decisions will
also represent a real culture change for most
physicians andpatients. There aremany compet-
ingdemands onproviders’ time, and their result-
ing need to prioritize often means that some
activities do not get their full attention.
Having providers check off boxes indicating

that patients have been informed and involved
will not necessarily constitute credible evidence
that patients have really been informed and in-
volved in decisions. Even with good intentions
and supportive resources, itwill be easy formany
important decisions to be made in the old-
fashioned way: Patients will not be informed,
and there will be little patient-centered discus-
sion of what to do; physicians will tell patients
what they think they should do, and patients will
do it.
For these reasons, inorder to improvedecision

making, it is also essential to have a feedback
mechanism that provides reports on the quality
of the decision-making process.
Thereare fourkey elementsneeded tomeasure

the quality of the process of decisionmaking: the
extent to which all the reasonable alternatives
were presented for consideration; the extent of
discussion of the reasons one might want an
intervention; the extent of discussion of the rea-
sons one might not want an intervention; and
the extent to which the patient’s views and pref-
erences were included in making the decision.
The most promising mechanisms for measur-

ing the quality of the decision-making process
are the surveys conducted as part of the Con-
sumer Assessment of Healthcare Providers and
Systems (CAHPS). These are standardized sur-
veys of patients’ experiences with ambulatory
and facility-level care developed by the Agency
for Healthcare Research and Quality and carried
out annually by most health plans. The plans
then submit the results to the National Commit-
tee for Quality Assurance as part of the process
for getting a quality assurance rating.19 The
health plan survey does not currently include
questions about shared decision making; nor
does it provide data about individual providers
or provider groups. However, two other surveys
under the CAHPS umbrella have the potential to
provide the information that is needed.
TheNational Committee forQualityAssurance

and CAHPS collaborators are testing a new in-
strument designed to evaluate how well primary
care providers meet the standards for a patient-
centered medical home.19 This instrument in-
cludes a series of questions that specifically ad-
dress how decisions are made and that were
adapted from the questions used in the

DECISIONS survey mentioned earlier.11 It re-
mains to be seen how and howwidely this survey
will beused.However, thepotential exists for the
survey to provide solid information about the
extent to which shared decision making is hap-
pening inprimary carepractices. The effortsmay
lead to incentives to fund such surveys to qualify
for certification as a medical home.
Another option to provide feedback on the

quality of surgical decision making is the Hospi-
tal CAHPS, or HCAHPS, surveys.19 The basic
HCAHPS survey instrument coversmany aspects
of the inpatient experience. A survey specifically
for surgical patients has been vetted through the
CAHPS approval process. The surgical survey
probes how decisions are made. Including that
same series of questions in the HCAHPS surveys
wouldprovide feedbackon thequality of surgical
decisions at the hospital level.
A downside of the current HCAHPS survey

design is that it does not include day surgery
patients, who constitute an important part of
the surgical population. Adding samples of those
patients to the HCAHPS design would
strengthen the potential of the surveys to assess
how well the decision-making process is car-
ried out.

How Can We Make Change Happen?
Although altering the way decisions are made
would constitute a profound change in the prac-
tice of medicine, many elements already in place
could help make the transformation happen.
Some of these, such as expanding the role of
health information technology, were discussed
above. Belowwe discuss several more public and
private developments that could contribute to
efforts to improve medical decision making
through greater patient involvement.
Affordable Care Act Shared decision mak-

ing is among the delivery system reforms in-
cluded within the new Center for Medicare and
Medicaid Innovation, which was authorized
under section 3021 of the Affordable Care Act
of 2010 and further amended under section
10306 of the Health Care and Education Recon-
ciliationAct of 2010. The purpose of the center is
to evaluate payment and service delivery innova-
tions aimed at reducing costs while maintaining
or improving quality.
A variety of health care delivery models will be

piloted under the new center’s initiatives. One of
themodels to be tested includes helping patients
make informeddecisionsbypayingproviders for
using decision aids. The innovation center has
$10 billion appropriated over the next decade to
test and implement newmodels such as this one.
Wearehopeful that at least someof thepilotswill
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feature the routine use of decision aids and de-
cision support from providers.
A shared decision-making program was au-

thorized, but not appropriated, under section
3506 of the Affordable Care Act. Specifically,
the legislation establishes a program at the De-
partment of Health and Human Services for the
development, testing, certification, and promo-
tion of patient decision aids to help patients,
caregivers, and physicians incorporate patients’
preferences and values into medical care plans.
Working to ensure that funding is appropriated
for this programwould greatly advance the qual-
ity of decisions.
Another unfunded component of the Afford-

able Care Act is its quality provisions (section
3013), which authorize the secretary of health
and human services to award grants and con-
tracts for purposes of developing, improving,
updating, or expanding quality measures, with
priority on quality measures that assess the use
of information in shared decision making and
the patient-centeredness of care, among other
things. Funding these provisions would help
spur the development and acceptance of patient
involvement as an integral part of the quality of
medical care.
Comparative Effectiveness Research The

Patient-CenteredOutcomes Research Institute is
funded under section 3590 of the Affordable
Care Act to conduct research on the comparative
effectiveness of various medical interventions.
Such information provides the foundation of
shared decision making by developing the evi-
dence-based information that patients and pro-
viders need to make the best decisions.
In addition to supporting the goal of develop-

ing a sound evidence base for decision making,
the institute could further help the cause of
patient-centered decision making by supporting
research in several areas, including improving
patient decision aids and advancing our under-
standing of how best to translate medical evi-
dence for patients and physicians.
Delivery Systems The patient-centered

medical home has emerged as potentially a
new standard for primary care, and shared deci-
sion making is a key element. Payers should be
encouraged to create incentives for primary care
providers to deliver care that meets the patient-
centered medical home standards and supports
shared decision making.
Accountable care organizations are also

emerging as a part of the future of health care.
They create the opportunity to expand shared
decision making beyond primary care into spe-
cialty care and hospital systems. They have yet to
be fully defined. One important step would be to
incorporate the standards for shared decision

making into the definition of an accountable
care organization.
State Role As noted above, under the Afford-

able Care Act, the federal government will have
opportunities to play a leadership role in devel-
oping innovations that promote patient involve-
ment inmedical decisionmaking. States can also
provide leadership in this area and have already
begun to do so.
Lawmakers in Washington State, for example,

recognized that traditional approaches to in-
formed patient consent were not adequate in
terms of incorporating patients’ feedback into
medical decisions. This recognition was the im-
petus for a 2007 law that promotes the use of
shared decision making with approved decision
aids as a way to better inform patients and en-
gage them in health care decisions.20 A demon-
stration involving several health plans and
health providers is now under way in the state
to help assess how shared decision making af-
fects patient choices.
Other states are considering legislation in this

area as well.20 This is a positive sign, and further
state experimentation should be encouraged, es-
pecially during the formative stages of thismove-
ment. The federal government should take note
of these efforts as the science matures to ensure
that knowledge gained from them is incorpo-
rated into federal policies and that best practices
are applied consistently, rather than hetero-
geneously across states.
Surgery And Hospital Care Although many

more decisions aremade in primary care than in
specialty care, the impact of surgical decisions
on patients and medical expenditures is signifi-
cant. The Centers for Medicare and Medicaid
Services has already established a routine survey
of discharged patients as a way of adding patient
experience to the criteria by which hospitals are
evaluated (Hospital CAHPS).19 The addition of a
brief survey module about the decision-making
process for patients who had surgery might be
one of the best and easiest ways to increase the
extent to which patients are informed and in-
volved in decisions about their medical care.

Conclusion
The starkest example of a medical error is to
operate on the wrong patient—for example,
when a surgeon performs back surgery on the
patient in bed A when it is the patient in bed B in
need of the procedure for a herniated disc. We
would argue that it is equally bad to perform any
operation on a patient who, had he or she been
informed and given a voice in the decision,
would not have chosen to have the operation,
even if it were a medically appropriate choice.
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That, in our view, also is essentially operating on
the wrong patient. The “right” patients for sur-
gery are the ones who are clinically appropriate
andwhomade an informed choice that surgery is
the best way to treat their condition. The way to
avoid such medical errors is to make sure that
every patient is fully informed and involved in
making the important decisions about his or her
medical care.
We argue that among the most important re-

forms needed to improve medical care are those
that would inform and amplify the voice of the
patient when medical decisions are made. To
make that happen, patients facing decisions
should routinely be given decision-support ma-
terials that objectively lay out the options in
clear, accessible terms. Reimbursement by pub-

lic and private payers needs to cover the cost of
providing decision-support materials and the
cost of physicians’ meeting with patients to de-
cide what decision will best serve patients’ inter-
ests. In addition, the technology systems in
medical settings should be designed to collect
information from patients about the decisions
they are facing, their health status, what they
know, and what they care about.
Finally,weneed to collect systematicdata from

patients about decision quality and the process
of decisionmaking towhich theyareexposed.All
of these elements—the tools and surveys—are
currently in routine use in select organizations.
Now, we need a commitment to putting these
elements in place on a widespread basis. ▪
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