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The author conducted a structured literature review of instruments for evaluating shared
medical decision making. She included relevant instruments that were generalizable
beyond specific situations and had been formally evaluated and organized them by
domains of values or preferences, information and communication in decision making,
and other aspects of decision making. For values or preferences, the author identified 11
instruments, mostly on preferences for roles and information. For information and com-
munication, she found a systematic review of instruments for observational assessment of
decision making, 3 additional observational instruments, and 3 questionnaires. For other
aspects of decision making, the author identified 3 instruments in domains such as deci-
sion self-efficacy and 4 multidimensional instruments. Although instrument development
tended to cluster in several areas and there were clear gaps in the literature, the diversity
of instruments demonstrates the broad range of constructs involved in assessing shared
decision making.
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preferences

Improving the patient-centeredness of medical care, one of the six primary aims of
the Institute of Medicine’s (2001) Health Care Quality Initiative, requires improv-

ing how patients and physicians make medical decisions together. One approach, the
shared-decision-making model, involves the exchange of information, joint consen-
sus building, and agreement on the choice of treatment between patients and
providers (Charles, Gafni, and Whelan 1997). This style of care is important for pro-
viding care most consistent with patients’ preferences, is preferred by patients in
many situations, and can help improve outcomes such as adherence to treatment,
health status, and satisfaction (Hall, Roter, and Katz 1988; Guadagnoli and Ward
1998). However, in situations in which patient-centered care is important, shared

Review

 at PENNSYLVANIA STATE UNIV on September 18, 2016mcr.sagepub.comDownloaded from 

http://mcr.sagepub.com/


624 Medical Care Research and Review

decision making is frequently absent or limited in scope (Braddock et al. 1999;
Stevenson et al. 2000).

Demonstrating that increasing shared decision making is important requires better
understanding of how good decision making occurs between health care professionals,
patients, and families; what factors promote it; and how it can improve patient out-
comes. Evaluating shared decision making and adequately measuring the impact of
interventions to improve it require the use of appropriate areas for assessment and use-
ful measurement tools, but the lack of a framework and synthesis of this literature may
make this difficult for researchers. Although studies have evaluated shared decision
making and attempted to increase its use, reviews have found that many of these were
not based on theory and did not include evaluations of decision making. Among those
that did, few used psychometrically evaluated instruments, and there was little overlap
between studies, complicating attempts to synthesize the literature (Bekker et al. 1999).

New Contribution

Although several recent systematic reviews have addressed shared decision mak-
ing, they have generally focused on the use of decision aids and relatively uncom-
plicated decisions rather than actual physician-patient or more complex health care
interactions, and they have not focused on the use of instruments (Kennedy 2003;
Molenaar et al. 2000; O’Connor et al. 2003). A previous extensive systematic review
of informed decision making also did not focus on instruments and included areas,
such as adherence and self-care, that range beyond shared decision making between
a health care professional and a patient (Bekker et al. 1999). Some articles on instru-
ment development describe other available measures in a specific area but do not
evaluate the full range of relevant instruments.

I therefore performed a structured review of measurement instruments relevant to
shared medical decision making across different situations. My objectives were to
review and categorize relevant instruments with published evaluations, describe how
they might be used to quantitatively evaluate or assess interventions to improve
shared decision making, and delineate areas in need of further instrument develop-
ment or evaluation.

Conceptual Model

The conceptual model for organizing the review was adapted from a systematic
review of decision aids (O’Connor et al. 2004). This review describes three key ele-
ments in the design of decision aids, which are one tool for improving patient deci-
sion making. The elements are values clarification, or sorting out the relative
desirability of different options; the provision of information about the condition,
options, and risks; and guidance or coaching in deliberation or communication,
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including the steps in good decision making. I modified this to meet the require-
ments of this review, which addresses the related issue of how physician-patient
decision making can be measured and is specific to instruments relevant to decision
making. I redefined the concept of values in this context to preferences about deci-
sion making; the provision of information to information about decision making,
also including communication about decision making in this category because most
tools in this area covered both; and included in the final category instruments address-
ing other aspects of decision making, or instruments assessing decision making more
globally.

Methods

I conducted a structured review of sources of systematic reviews and published
evaluations of instruments, including Medline, the Cochrane Library, the U.S. Agency
for Healthcare Research and Quality evidence reports, and the U.K. National Institute
for Health and Clinical Evidence. I also reviewed relevant instrument databases,
books, and annotated bibliographies for other published instruments and reviewed the
reference lists of relevant articles and the publication lists of key authors in the field.
Search terms, adapted from related systematic reviews (Bekker et al. 1999; O’Connor
et al. 2003), included: quality, process, outcome, instrument, tool, assessment, evalua-
tion, or intervention; and decision, decision-making, shared decision-making, shared
medical decision-making, participatory decision-making, informed decision-making,
informed medical decision-making, informed patient decision-making, partnership, or
patient-centered communication. I conducted searches for instruments published
beginning in 1980 and updated them through October 2005. I excluded instruments
published before 1980 because this literature tends to reflect the more paternalistic
physician-patient relationships of the time, and its terminology is different from what
would be included in modern questionnaires, such as the concept of “willingness to
challenge physician authority” (Haug and Lavin 1979).

I included instruments designed or used for evaluating medical decision making
by patients and/or families and physicians or other health care professionals
together. I limited my definition to decisions about single events, such as treatments,
excluding areas such as behavior modification or chronic care. Instruments could be
completed by health care professionals, patients, or observers and could be designed
either for the assessment of actual decisions or with vignettes. The tools had to be
available in English, accessible to researchers, designed for quantitative analysis,
and have published psychometric or other evaluations, including validity and/or reli-
ability. I excluded questions that were small parts of larger instruments and publica-
tions that reported unacceptable psychometric properties. I also excluded
instruments not relevant to usual clinical practice, such as those designed for utility
assessment and those for assessing population patterns or the effects of educational
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interventions, as well as those that were limited to particular diseases or situations,
unless they appeared to be easily adaptable to other settings. I categorized the sys-
tematic reviews and instruments into the domains adapted from the systematic
review of decision aids: values and preferences, information and communication in
decision making, and other aspects of decision making and multidimensional scales
(O’Connor et al. 2004). I described systematic reviews of instruments and their psy-
chometric properties in the text. For instruments not included in these reviews, I
abstracted descriptions of each instrument from the publications, as well as infor-
mation on purpose, development, population tested, reliability, validity, and how it
has been used, on the basis of methods used in another review of measurement
instruments (Cagney et al. 2000).

Results

I identified six systematic reviews including instruments for shared medical deci-
sion making (Bekker et al. 1999; Benbassat, Pilpel, and Tidhar 1998; Consumer
Health Education Institute 2005; Gaston and Mitchell 2005; Hall et al. 2002; Lewin
et al. 2001) and four systematic reviews on decision aids (Kennedy 2003; Molenaar
et al. 2000; O’Connor et al. 2003; Whelan et al. 2002). I also identified a bibliogra-
phy on shared decision making listing a number of tools (O’Connor et al. n.d.), a
bibliography of tools related to decision aids (O’Connor n.d.), two related bibli-
ographies of tools (Health and Psychosocial Instruments [University of California,
San Francisco, Library and Center for Knowledge Management 2006] and the Ethics
Tool Database [Boston College William F. Connell School of Nursing n.d.]), and two
related books on measurement instruments in clinical ethics and patient education
(Redman 2002, 2003).

Instruments that met the selection criteria are summarized in tables 1 to 3, and
key areas are discussed below. There is considerable overlap between domains, and
many of the instruments could be easily adapted or used in other areas. In general,
few studies (often the more recent ones) described the theoretical backgrounds for
the instruments or development work such as focus groups or semistructured inter-
views. Almost all instruments included here had some reliability testing; in general,
for questionnaires, this was limited to internal consistency, although a few did eval-
uate test-retest reliability; for observational instruments, this was usually limited to
interrater reliability. Studies also did not compare patients’ reported preferences or
behavior with their actual behavior in clinical encounters, with a few exceptions
(Beisecker and Beisecker 1990).
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Values and Preferences in Decision Making

Most included instruments focused on patient preferences for roles and for infor-
mation (Table 1). I identified four instruments designed specifically for assessing
how much patients want to participate in decision making. An adaptation of one of
these (the Control Preferences Scale; Degner and Sloan 1992) has also been used for
preferences for having friends and family members participate in decision making
(Collins et al. 2004). I identified four additional instruments for assessing both role
preferences and preferences for information, and one that included preferences for
both decision-making role and risk communication (the Patient Preference Tool;
Mazur and Hickam 1997). These instruments usually divide the separate constructs
into subscales. They generally are based on assessments with scenarios, although
some (the Health Opinion Survey [HOS]; Krantz, Baum, and Wideman 1980) ask
questions about different aspects as part of a scale. Only one (the Information Styles
Questionnaire; Cassileth et al. 1980) addresses preferences for different types of
information. Two instruments (the HOS and the Information Styles Questionnaire)
were published in 1980 and have not been revised to reflect shifts in partnership in
physician-patient relationships, and some of the language used appears outdated.
The instruments addressing information preferences, developed prior to the Internet,
may also be out of date given that patients now may depend less on health care
professionals for medical information.

Although there are a number of instruments addressing patient preferences, they
may measure somewhat different constructs. In a comparison of the Autonomy
Preference Index (Ende et al. 1989) and the HOS, information scores were signifi-
cantly higher on the Autonomy Preference Index, probably because it focuses more
on desire for information than actual behavior in requesting information (Nease and
Brooks 1995). In general, studies found that patients usually prefer to have informa-
tion, but preferences for participation in or control of decision making vary substan-
tially. A comparison of two of the role instruments with qualitative assessments of
preferences found that these constructs are more complex than the instruments reflect
and that further development is needed (Entwistle 2002). I identified one recently
developed instrument (the Patient Attitudes and Beliefs Scale; Arora, Ayanian, and
Guadagnoli 2005) that builds on these issues and approaches involvement in decision
making as a behavior to be modified rather than as a preference to be respected. One
of the patient scales has also been adapted to assess health care professionals’ prefer-
ences for patients’ decision-making control (the Beisecker Locus of Authority Scale;
Beisecker 1998; Beisecker and Beisecker 1990; Beisecker et al. 1994). Finally, I iden-
tified a scale that assesses patients’ adherence to criteria of quality decision making
(the Decision-Making Quality Scale; Hollen 1994); a related scale on decision-
making style was not evaluated in the setting of medical care.

I also identified a number of other concepts related to shared decision mak-
ing, although they either did not have instruments that had been evaluated or had
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not been studied in this context. Decisional competence or ability is an impor-
tant construct and was addressed in a recent systematic review focusing on the
cognitively impaired elderly (Kim, Karlawish, and Caine 2002) and in a few
additional instruments evaluating competency (Bean et al. 1994), health literacy,
and numeracy, or quantitative literacy (Consumer Health Education Institute
2005). Another related concept is locus of control in health care, which
addresses the broader concept of self-care or control of health or health care
(Consumer Health Education Institute 2005). A number of instruments also
address aspects of health care professionals’ decision making, such as cognitive
biases (Hershberger et al. 1994) or ethical reasoning or values (McAlpine,
Kristjanson, and Poroch 1997) but have not been evaluated in the context of
shared decisions with patients.

Information and Communication in Decision Making

In a clinical encounter, the shared decision making that occurs can be mea-
sured either by direct observation or by questionnaires measuring the perceptions
of the participants. Elwyn et al. (2001) systematically reviewed the literature for
observational instruments to measure patient involvement in decision making.
They identified eight instruments with some relevant items but concluded that
none were either specifically designed for this purpose or had undergone careful
development for items important from the patient’s perspective (Edwards, Elwyn,
Smith et al. 2001). In particular, the authors concluded that these instruments
were not thorough and did not address the issue of actively involving patients in
decision making. I identified a study with a modified version of one of the instru-
ments included in this review, the Elements of Informed Decision-Making
(Braddock et al. 1999), as well as an adaptation of this instrument (Clayman et al.
2005) for the presence of companions or family members in consultations (Table 2).
I also found three subsequently published observational instruments, including
another related to the Elements of Informed Decision-Making and an instrument
developed by Elwyn et al. on the basis of their review, which was associated with
training in shared decision making.

I also found three questionnaires for asking patients about the process of decision
making; one addresses how often their physicians generally involve them in deci-
sions, and two evaluate different aspects of the decision-making process, such as
roles and information, in a specific encounter. All three were associated with out-
comes, primarily patient satisfaction. A number of related concepts may also be
important in evaluating decision-making processes. Two areas of particular rele-
vance that have been well summarized in systematic reviews are instruments to
address physician-patient communication, such as the provision of information,
interpersonal processes, and relationship building (Hall, Roter, and Katz 1988) and
risk communication and framing (Edwards, Elwyn, Covey et al. 2001).
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Other Aspects of Decision Making and Multidimensional Scales

Table 3 includes both instruments with a focus on other aspects of decision mak-
ing and those that are more multidimensional. The three unidimensional scales
address decision self-efficacy (described as the social aspects of decision making),
emotional control, and decisional regret, but none has been used for evaluating inter-
ventions. Among the four multidimensional instruments, a decisional conflict scale
(O’Connor 1995), which has also been adapted for use by health care professionals,
addresses the cognitive aspects of decision making, and the other instruments
address multiple different constructs. Many of these instruments were developed to
evaluate decision aids or tools to help patients with the decision process. Although rel-
evant to shared decision making, decision aids do not address joint physician-patient
decision making directly, because they are not administered as part of physician-
patient interactions. Some of these concepts have also been addressed as structural
variables in related areas; for example, self-efficacy has also been evaluated as a
patient characteristic in self-care (Woodward and Wallston 1987).

Several reviews have summarized the use of these tools for evaluating decision
aids. Of the measures discussed here, Kennedy (2003) found that the most com-
monly used were satisfaction with decision making and the nature of the interaction
with the physician. Although decision aids effectively lowered decisional conflict,
they did not affect satisfaction with decision making, the decision-making process,
or decisional regret (O’Connor et al. 2003). Effects on increasing patients’ willing-
ness to participate in decision making have been evaluated in only a few studies, and
the results were mixed (Kennedy 2003; Molenaar et al. 2000). Evaluations of deci-
sion aids and other informed decision-making interventions have also included a
variety of measures in areas other than decision making, including acceptability,
knowledge, preferences, expectations of risks and benefits, and decision adherence.
For decision aids, the most commonly used measures in these areas were knowledge
and the decision made (Kennedy 2003). Although decision aids effectively increased
knowledge, agreement between value and choice, realistic expectations, and the pro-
portion making a decision, they have not been found to affect persistence with the
chosen option or health outcomes (O’Connor et al. 2003).

Discussion

I identified a large number of published and evaluated instruments to measure
values and preferences, information and communication in decision making, and
other aspects of decision making. The 11 instruments for values focused mainly on
preferences for decision-making roles, both generally and in specific situations,
and on preferences for information. Several observational instruments have been
developed to assess information and communication in decision making, and three
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questionnaires focus on this domain as well. For other aspects of decision making,
instruments have been developed for the emotional, social, and cognitive aspects, as
well as more global constructs such as satisfaction, but these instruments account for
only a small proportion of outcomes measured in decision-making evaluations.

Although this synthesis of the literature’s descriptions of instruments provides a
framework for structuring future evaluations of shared decision making, it may be
challenging to choose from the variety of domains here and the many others that are
related to decision making. An appropriate theoretical model and the use of other
systematic reviews and studies described here may help determine which areas fit
best with particular research questions. In addition, the factors measured should
depend on the nature of the decision: complex decisions may require instruments
addressing cognitive issues; for a difficult decision, such as at the end of life, emo-
tional issues may be more important. In intervention studies, researchers should
choose domains by the goals of the intervention and what is remediable. Given the
limitations in the literature and the variable impacts of interventions (Molenaar et al.
2000), evaluating more than one domain is advisable. Pilot studies qualitatively eval-
uating the situation and allowing subjects to prioritize domains may also be helpful.

Choosing individual instruments within domains is also challenging, because few
of the measures described here have undergone extensive development or validity
testing or been evaluated across settings, and some older tools may be outdated. The
selection of instruments can be guided by whether they are comprehensive or
focused, whether the items appear to fit well with the study situation, how exten-
sively they have been tested and used, and, for intervention studies, whether they
have been evaluated for associations with outcomes or responsiveness to change.
Pilot studies can also evaluate the appropriateness of instruments or adapted instru-
ments for particular situations. The choice of an instrument for values depends on
whether the goal is to assess general decision making or a specific treatment deci-
sion, with the caveat that decision-making preferences often vary by scenario. If one
domain is of particular interest, given the limitations of these instruments, choosing
two tools that address the issue differently, have undergone different types of evalu-
ation, or using one that is general and one that is disease-specific is also advisable.
Broad concepts may include different domains or vary among settings; for example,
although decision-making preferences vary widely in many situations, almost all
patients want risk disclosure in the setting of relatively straightforward but invasive
medical procedures (Mazur and Hickam 1997).

Measures developed for particular situations should often be used in addition to
the more general instruments summarized here, because the characteristics of deci-
sion making vary widely by setting (Bekker et al. 1999). For example, Guyatt et al.
(1995) developed a set of tools for use in life-threatening situations that address both
involvement in decision making and satisfaction with the level of aggressiveness of
care. Although there may not be a psychometrically evaluated instrument for a spe-
cific area, often other studies have developed observational tools or questionnaire
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items for specific clinical situations. Medical decision making involves many factors
in addition to the instruments described here, such as the clinical situation, previous
care, and personality traits. Many disease-specific or other instruments exist to mea-
sure these, and researchers may want to include them in evaluations. Factors such as
patients’ other preferences, values, goals, and expectations are all also important
structural constructs in decision making, but almost all the instruments I identified
in these areas are applicable only to specific clinical situations or are descriptive or
otherwise not amenable to psychometric testing.

This review is also limited by the focus on shared decision making and the med-
ical arena. The measures that I identified were relatively focused in certain areas; a
brief review of the nonmedical literature, in areas such as psychology, revealed a
number of related concepts and scales that have not been evaluated in medical set-
tings, such as postdecisional confidence or decision comfort. Much of decision mak-
ing between health care professionals and patients is not really shared but made by
individuals and therefore subject to cognitive biases and other individual factors
researchers might want to evaluate. Although I focused on single-event decision
making, most medical care involves multiple interactions over time and changing
behavior, which I did not address (and is rarely studied in the literature). In fact,
some studies suggest that decision-making issues may not be of primary importance
in clinical encounters. In one study, cancer patients rated the provision of informa-
tion as far less important than the perception of caring by the physician (Roberts
et al. 1994). A study using scenarios with breast cancer patients found that they rated
control over treatment decisions much lower in overall importance than continuity
of care or empathetic treatment, although 10% did rate control as the most important
issue (Sutherland et al. 1989). Shared decision making therefore needs to be evalu-
ated in the broader context of what matters to patients.

The framework and instruments described here provide a foundation for
researchers evaluating or improving decision making. These domains are critical to
many other fields, such as quality improvement, and the quality and breadth of
instruments in this review should encourage researchers in related areas to consider
evaluating decision making in their studies. The process of making medical deci-
sions varies widely and can be extremely complicated, and quantitative assessment
tools can address only a small proportion of the factors involved and the variation
between different participants and situations (Schneider 1998). Few of the instru-
ments I identified have been tested beyond specific settings, or have been evaluated
for associations with longer term outcomes, so researchers should consider further
evaluation, using more than one instrument, and including situation-specific instru-
ments or those addressing concepts other than decision making.

Further instrument development and evaluation should address filling in the gaps
identified in this review, including evaluating other decision-making instruments in the
medical context and improving understanding outside the context of decision aids and
of variation across settings. More research is needed in how patients’ values and
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preferences relate to the actual decision making that occurs, or whether these tools can
be used to improve physician recognition of patient preferences and patients’ partici-
pation in their care. Assessing patients’ preferences for decision-making roles, infor-
mation, and risk communication could be valuable in evaluating decision making or
interventions, or even in tailoring them to patient characteristics; more research is
needed on how and whether these tools could be part of clinical practice.
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