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PURPOSE

The Clinical Decision Support Innovation Collaborative (CDSIiC) aims to advance the design,
development, dissemination, implementation, use, measurement, and evaluation of evidence-
based, shareable, interoperable, and publicly available patient-centered clinical decision support
(PC CDS) to improve health outcomes of all patients by creating a proving ground of innovation.
The Measurement and Outcomes Workgroup supports the measurement of PC CDS
implementation and effectiveness to ensure that PC CDS works as intended. The Workgroup is
comprised of 8 experts representing a variety of perspectives related to CDS. This report is
intended to be used by those interested in collecting and measuring patient preferences that are
relevant to PC CDS. All qualitative research activities conducted by the CDSIC are reviewed by
the NORC at the University of Chicago Institutional Review Board (FWA00000142).
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1. Introduction

In 2001, the National Academy of Medicine (formerly the Institute of Medicine) report, Crossing
the Quality Chasm, described patient-centered care as care that acts on patient needs, values,
and preferences, and “ensures patient values guide all clinical decisions.”! Collecting and acting
on patient preferences in healthcare decision making are key elements of delivering patient-
centered care.

Drawing from definitions of patient preferences developed by Brennan and Strombom (1998)?
and the U.S. Food and Drug Administration (FDA),* the Clinical Decision Support Innovation
Collaborative (CDSIC) defines patient preferences as “the relative desirability or acceptability to
patients of specified alternatives or choices among structures, processes, outcomes, or
experiences of interactions with the healthcare delivery system.” More simply, patient
preferences describe patients’ wishes with how they “1) interact with their clinician, care system,
or personal data; 2) choose a particular course of action over others; or 3) prioritize particular
attributes or effects of healthcare.™

Patient preferences can encompass a wide range of aspects related to a person’s health and
healthcare. Notably, patients’ preferences can refer to structural components for care (e.g.,
clinician or health system characteristics), processes of healthcare (e.g., preferred treatment
type or decision making engagement), and outcomes of care (e.g., perceptions toward health
status or length of stay). Additionally, preferences refer to both patients’ generalized
preferences related to their medical care (e.g., communication with a clinician) or preferences
specific to a given scenario (e.g., selecting one treatment over others for a particular condition).?

Patient-centered clinical decision support (PC CDS) should account for patient preferences.
Patient preferences can be considered in several ways in PC CDS. First, health systems and
researchers can use a patient’s stated preference to tailor PC CDS. For example, a patient can
express communication preferences for PC CDS designed to support medication adherence,
which can then inform how often they are reminded to take their medication. PC CDS can also
support the integration of patient preferences into healthcare decision making by alerting care
teams of a patient’s preference as they discuss treatment or procedure options.® When
clinicians and patients use PC CDS in these ways, PC CDS can support healthcare
organizations as they move toward the goal of delivering patient-centered care.

PC CDS encompasses a spectrum of decision-making tools that significantly incorporate
patient-centered factors related to knowledge, data, delivery, and use. Knowledge refers to the
use of comparative effectiveness research or patient-centered outcomes research (PCOR)
findings. Data focuses on the incorporation of patient-generated health data, patient
preferences, social determinants of health, and other patient-specific information. Delivery refers
to directly engaging patients and/or caregivers across different settings. Finally, use focuses on
facilitating bidirectional information exchange in support of patient-centered care, including
shared decision making.®



Despite an increased focus on delivering patient-centered care that empowers patients to
participate in decisions about their care,”® to date, few CDS tools consider patient preferences
when implementing clinical recommendations and guidance or facilitating shared decision
making.® To enable the integration of patient preference information into PC CDS, broader
collection and measurement of patient preferences are a needed first step. Within the
healthcare context, collection of patient preferences varies widely and no established best
practices or tools exist around collecting patient preferences relevant for PC CDS.* To truly
realize the full capabilities of PC CDS, the field needs validated instruments to systematically
elicit patient preferences.

This Inventory builds on previous work from the CDSIC by outlining available instruments and
tools to collect preference information from patients that can inform healthcare decision making.
The CDSIC previously defined and categorized patient preferences relevant to PC CDS. In
doing so, it developed the Taxonomy of Patient Preferences, which outlines six domains of
patient preference types: Personal Characteristics, Communication, Access and Experience,
Engagement, Data, and Healthcare Services (Appendix A. Taxonomy of Patient Preferences:
Domains and Subdomains).*

The objectives of the Inventory of Patient Preference Measurement Instruments for PC CDS
and this accompanying narrative are to:

o Identify specific patient preference measurement tools used in clinical settings and provide
information on key characteristics.

o Describe considerations and challenges to adopting and using patient preference
measurement tools in practice.

Together, these materials aim to enable PC CDS developers, implementers, and evaluators to
incorporate patient preferences in their PC CDS.

1.1 Report Roadmap

This report describes the Inventory and outlines measurement gaps and considerations. The
report includes the following sections:

e Methods. This section summarizes our approach to conducting an environmental scan to
identify existing patient preference elicitation and measurement tools.

o About the Inventory of Patient Preference Measurement Tools for PC CDS. This section
introduces the purpose, potential audiences, and intended uses of the Inventory. It
describes the content of the Inventory, including definitions for the categories included for
each measurement tool. It also includes findings from the literature on factors that influence
the collection and measurement of patient preferences relevant to PC CDS.

o Gaps in Patient Preference Measurement and Future Directions. This section describes
gaps in the current practice of eliciting and measuring patient preferences relevant to PC
CDS and outlines future areas for research to address these gaps.



2. Methods

We conducted an environmental scan of the peer-reviewed and grey literature, beginning with a
review of citations identified as part of the scoping review conducted to develop the Taxonomy
of Patient Preferences. We reviewed 126 articles cited in this previous report and performed two
levels of screening—a title/abstract and full-text review. At each level, we assessed whether the
article provided information about patient-preference measures and tools (see Appendix B for
eligibility criteria). We reviewed title/abstracts for the 126 articles included in the Taxonomy of
Patient Preferences and included 42 in full-text review. After full-text review, 20 articles were
included in the final Inventory.

We then conducted a supplemental review of the peer-reviewed and grey literature. We
performed searches of the peer-reviewed literature in PubMed and the Association for
Computing Machinery (ACM) Digital Library. These searches together yielded 160 articles. After
title/abstract and full-text review, we included 24 articles. For grey literature sources, we
searched Google and reviewed the National Institutes of Health’s Patient-Reported Outcomes
Measurement Information System (PROMIS) Toolbox and the Phenotypes and eXposures
(PhenX) Toolkit. The PhenX Toolkit is an online catalog of phenotype and exposure data
measurement protocols appropriate for genomic, clinical, and translational research.’ We
screened 169 records from Google, of which seven were included after full-text review.
Additionally, we reviewed the protocols available in the PhenX Toolkit, but none met the
eligibility criteria.

We abstracted literature data and measurement tools into the Inventory using the organizing
framework of the Taxonomy of Patient Preferences. We then thematically analyzed and
synthesized the literature on patient preference measurement considerations, challenges, and
gaps. See Appendix B. for more information on our literature search strategy.

3. About the Inventory of Patient Preference
Measurement Tools for PC CDS

The Inventory provides a list of measurement tools and instruments reported in the research
literature to capture and assess patient preferences relevant to healthcare decision making. The
focus of this Inventory is to capture preference measurement tools that have potential for larger-
scale deployment (i.e., captured in a form, validated scale/instrument, standardized data) and
have been demonstrated as feasible for implementation in clinical workflows or patient lifeflows
(e.g., daily activities in daily-life contexts').

The primary purpose of the Inventory is to help PC CDS developers, implementers, evaluators,
and patients/caregivers identify patient preference measurement tools relevant to their needs or
a given scenario. While the Inventory is not exhaustive, by collating existing elicitation and
measurement tools in one place, it aims to improve awareness of and access to existing patient
preference measurement tools.
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This Inventory is intended for a wide variety of potential users with different perspectives, goals,
and roles related to PC CDS. Potential users range from CDS developers and community
hospitals to academic medical centers, researchers, health system informaticians, care team
members, and patient partners, among others. Potential uses of this Inventory include:

o Assisting PC CDS designers, developers, implementers, and evaluators identify
measurement tools to implement in their systems, or incorporate in the design and
development of new PC CDS.

o Supporting healthcare organizations to develop workflows that capture patient preference
information and configure PC CDS to support care informed by these preferences.

e Helping patients, caregivers, and patient advocates determine where there are gaps in the
elicitation and measurement of patient preferences.

3.1 Types of Information Included in the Inventory
In the Inventory, we include the following information about each instrument/tool:

Delivery Method. This column describes how the instrument is delivered to and completed by
the end user. The majority of patient preference elicitation and measurement tools are delivered
to patients in a questionnaire format. These tools include both standardized instruments
developed to collect patient preference information and surveys developed for a specific study
or intervention. In these instances, patients often complete the tool online, either through a web-
based survey system, through a patient-facing application, or via a standalone website. Other
formats for delivering questionnaires included paper, telephone, and face-to-face. Patient
preferences were also collected from patients through medical forms, such as discharge
planning forms, physician orders for life sustaining treatment (POLST) forms, and advanced
directives. Patient-preference measures can also be derived from information input by clinicians
and captured in clinical notes in the electronic health record (EHR).

While these categories may overlap, we coded instruments to one category according to the
primary method described in the source literature.

Adoption in Healthcare. This column captures how common or widespread use of the tool is in
the medical field. Values include:

e Under development. At the time of publication, the tool was under development.
o Pilot-tested. The tool has been successfully pilot tested with a population.

e Used in a clinic/health system. The tool is used in a clinic or health system to capture patient
preference information for use in clinical care.

o Commonly used/established. The tool is widely used in research and/or clinical practice to
study preferences or capture preferences.

Use Population. This column describes the patient population the tool is designed for.



Condition/Disease Context. This column describes whether a tool is tailored to a specific
condition or disease, or if it is agnostic (referred to as “nonspecific” in the Inventory).

Clinical Setting. This column describes the type of setting where the tool can be used. In some
instances, tools are developed for a specific setting, while other tools are general and designed
to be used across settings.

Reliability. We report whether and how reliability of the tool was assessed in the published
literature and the findings of the assessment.

Validity. We report whether and how validity of the tool was assessed in the published literature
and the findings of the assessment.

Since this is not an exhaustive list of measurement tools, the Inventory may not capture all
preference elicitation tools currently in use or reported in the literature. In particular, instruments
included under the Healthcare Services/Treatment (domain/subdomain) category are examples
of condition-specific treatment preference tools that may be used in clinical care.

3.2 Inventory Summary

The Inventory captures 43 unique tools and instruments used to elicit patient preferences
related to their medical care that have been used in a clinical setting or integrated into clinical
workflows. It is a filterable and sortable spreadsheet to help users identify measurement tools of
interest. Users can sort the Inventory by the Taxonomy domain and subdomain, or by any of the
additional fields described above.

Of the identified domains, tools included in the Inventory most commonly address the
Healthcare Services (n=25) and Engagement (n=20) domains. We did not identify any tools that
asked about preferences related to personal characteristics (e.g., preferred name, language).
Some tools are domain-specific, collecting preferences only within one of the Taxonomy
domains, while other tools ask about preferences across domains. Most of the tools included in
the Inventory elicit preferences specific to one domain (n=25). Over a third of all tools (n=18)
address two of the six domains, and three tools address three out of six domains. Within each
domain, most tools only addressed one subdomain; however, 11 tools addressed two
subdomains within a single domain. See Exhibit 1 for a full description of the number of tools
that address the Taxonomy domains and subdomains.



Exhibit 1. Number of Measurement Tools per Domain and Subdomain

Domain Domain Count Subdomain Subdomain Count
Personal Characteristics 0 - -
Communication 8 - -

Access and 6 Accessibility 2

Care Experience

IT-enabled support tools 2
Interpersonal/Relational 1
Clinician/System 1
Engagement 20 Information seeking 7
Decision making 17
Self-management 3
Data 5 Access 5
Use of data 3
Healthcare Services 25 Prevention 1
Receipt of results 4
Treatment 12
Advance care directives 2
End-of-life care 2

Note: Personal Characteristics and Communication domains have no defined subdomains in the Taxonomy of Patient
Preferences. Instruments may apply to more than one domain/subdomain.

The majority of tools included in the Inventory captured preferences as reported by the patient,
rather than a clinician’s assessment of what the patient prefers based on a conversation. Only
one of the tools captured in the Inventory relies on clinician notes and medical records to
provide a measure of patient preferences—the Joint Commission National Quality Measure
PAL-04 Treatment Preferences and Goals of Care.

Delivery Method. The way that preferences were collected varied amongst the included
studies. Self-completed questionnaires were the most common delivery method. Exhibit 2
describes how tools were delivered to the respondent.



Exhibit 2. Patient Preference Measurement Tool Delivery Method

Delivery Method Count

Self-completed questionnaire 28
Web-based 12
Paper-based 2
Web- or paper-based 4
Unspecified format 10

Website—decision aid 4
Patient-facing application 2
Paper-based medical form 2
Telephone call 2
Face-to-face interview 1
Card sorting activity 1

Adoption in Healthcare. Tools ranged in their level of adoption in research or in clinical
settings. Over half (n=27) of the tools have been pilot tested. A much smaller number are
commonly used or established tools (n=6), used in clinics or health systems (n=6), or under
development (n=4).

Condition/Disease Context. Nearly half (n=20) of the tools in the Inventory were developed for
a specific condition/disease, with the remaining tools (n=23) designed for use with a general
population. Condition- /disease-specific tools span a variety of disease or condition contexts,
with cancer and end-of-life most common.

Clinical Setting Context. Related to findings of disease context, only 30 percent (n=13) of the
tools were for use in a generalized setting (i.e., they were not developed specifically for use in
one clinical setting). The remainder of tools were developed for settings spanning the continuum
of care, including outpatient, inpatient, clinical trials, intensive care unit, emergency department,
nursing facility, and palliative care.

Reliability and Validity. Only a small portion of the tools in the Inventory were assessed in the
literature for reliability (n=13) and validity (n=10). This is reflective of the common practice to
use nonstandard questionnaires to assess patient preferences.' The majority of tools tested for
reliability or validity were commonly used scales that measure a specific concept or construct.
Results of reliability and validity tests, as conducted by tool developers and other researchers
and published in the literature, are detailed in the Inventory.



Reported validity testing primarily focused on establishing content and structural validity, with a
limited number of tools tested for face validity, concurrent validity, and construct validity. Tests
used to establish validity vary depending on the type. Validity types and corresponding
assessments used in the included studies are described in Exhibit 3. Note that this is not an
exhaustive list of the validity tests that can be performed; only those reported in included studies
are listed.

Exhibit 3. Types of Validity
Type of Validity Description Test Name

Concurrent validity ~ Assesses how well the results of a Pearson correlation coefficient
measurement instrument correspond
to results of a previously established
tool for the same construct;
demonstrates the degree of
agreement between the
measurement tool and another tool
that is proven valid.

Construct validity Assesses how well a measurement Factor analysis:
instrument measures a given « Model fit measures (e.g., Tucker—
concept. Lewis index, confirmatory factor
index [CFI], chi-square)
» Root mean square error of
approximation (RMSEA),
standardized root mean square

residual
Content validity Assesses how well a measurement Determined to have face validity or
instrument assess all facets of the rooted in the evidence-based or a
specified construct. consensus-based process.
Face validity A subjective assessment of whether  Cognitive interviewing

a measurement instrument appears
to be suitable to its stated objectives.

Structural validity Assesses whether scores of a scale » Factor analysis: RMSEA

adequately reflect the dimensionality .  Principle component analysis (e.g.,
of the measured construct. Kaiser-Meyer-Olkin)

Of the 10 tools tested for validity, only eight were considered valid by researchers. Exhibit 4
includes details on the validity results of tested scales, as well as available languages, using
published validity tests performed either by tool developers or the results of a 2020 systematic
review conducted by Jerofke-Owen and colleagues that assessed methodological quality using
the COnsensus-based Standards for the selection of health Measurement INstruments
(COSMIN) checklists.' We document where the literature reported acceptable validity of the
patient preference measurement tools;'* we did not assess validity ourselves. The tools tested
for validity cover a range of domains, including Engagement, Communication, Healthcare



Services, and Access and Care Experience. Eight of the instruments elicit preferences related
to a patient’'s engagement in their care. All eight tools capture preferences around the
engagement subdomain decision making, three capture information seeking preferences, and
one captures self-management preferences. One other validated tool asks about end-of-life
care (Healthcare Services domain) preferences and a second elicits communication
preferences for more information about the validity testing (see the Inventory).

If planning to use one of these validated scales, users should not combine or split up validated
scales. Combining or splitting scales impacts the integrity of the scale, which may make the
scales no longer valid.

Exhibit 4. Validated Scales Included in the Inventory
Tool Name Languages Validity

4Ps15 English, Swedish »  Content validity: Acceptable®
»  Structural validity: Acceptable's

Autonomy Preference Index'® English, German »  Structural validity: Acceptable's
Communication Preferences for English, German »  Content validity: Acceptable®
Patients with Chronic lliness” «  Structural validity: Not

acceptables

Control Preferences Scale8.19.20.21  English, Italian, «  Content validity: Not acceptables
Spanish

Desire to Participate in Medical English «  Content validity: Acceptable'®

Decision-Making Scale »  Structural validity: Not

acceptable's

Outcome Prioritization Tool?2 English, Dutch » Face validity: Not acceptable
»  Construct validity: Not acceptable

Patient Experience of Engagement  English »  Construct validity: Acceptable
Survey??

Patient Preferences for English »  Construct validity: Acceptable
Engagement Tool 12-ltem Short

Form?2*

Pelvic floor disorders Autonomy English «  Concurrent validity: Acceptable!3

Preference Index2*

Problem-Solving Decision-Making English, Portuguese «  Face validity: Acceptable?®.26
Scale «  Structural validity: Acceptable?5.26

Note: Acceptable and not acceptable validity was determined by study authors using established validity tests
described in Exhibit 3.



3.3 Measurement Considerations When Using the Inventory

Below, we detail five measurement considerations that users should keep in mind when using
the Inventory and selecting measurement tools for PC CDS.

The Inventory is not exhaustive. The measurement of patient preferences to inform
healthcare decision making is an emerging area. Given the nascent stage of the field, the
literature may not reflect current practices in place to capture patient-preference information
through patient- and clinician-facing technology in healthcare settings. Additionally, as we relied
on information currently available in the published literature, we did not explore measurement
tools used to capture patient preferences in health system EHRs that are described in non-
publicly available domains. Therefore, the measurement tools included in this Inventory are not
an exhaustive list of all existing resources.

The identified tools may not fit the needs of all patient populations or healthcare settings.
Most of the tools we identified are accessible only in English, which limits the use of these tools
in non-English speaking populations. We also did not identify measurement tools that
addressed the Personal Characteristics domain, which includes preferred title, name, and
language. These aspects of patient preferences are often collected as standard of care,? but
structured instruments in these areas are not published in the literature and are often not
implemented in a standard manner across health systems.?329

In addition, many of the tools were pilot tested or implemented in academic medical centers.
Since academic medical centers often have a different level of resources in terms of staff and
infrastructure than community health systems,3*:3" additional research is needed to understand
whether these patient preference elicitation tools are appropriate for use in under-resourced
settings, such as community health centers or nursing homes, or if adapted versions are
needed. If patient-preference instruments prove too burdensome for implementation in under-
resourced settings, they may not be used or may prove not useful in those settings.

Most of the instruments in the Inventory are completed by patients and, therefore,
provide self-reported preferences. Capturing preference information directly from the patient
is important for delivering meaningful person-centered care. PC CDS developers should not rely
exclusively on clinicians’ assessments of a patient’s preferences, as captured in clinical notes in
the EHR, since the clinician-reported preference information may not reflect patients’ true
preferences. Research has shown that clinicians’ perceptions of the preferences most important
to patients do not always align with patients’ own ranking of their preferences.?'32 Collection of
preferences directly from patients will likely require conversation to ensure there is a shared
understanding of needs and preferences between patients and clinicians. Additionally, patient
education may be required prior to eliciting preferences on treatments to ensure that the
patients fully understand the benefits and risks of their options. Eliciting preferences directly
from patients requires that tools account for differing levels of patient health literacy and digital
literacy to ensure accuracy (see Section 4.4 for a discussion of literacy implications for patient
preference measurement tools).
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The literature lacks information on how frequently the tools should be used. Research
has shown that patient preferences should be assessed periodically, as preferences change
with patient education about treatment options, disease progression, age, and stage of the
patient journey.?"3% In some instances, we were able to determine the frequency at which
patient preferences were measured for a given tool. However, since much of the research on
patient preference assessment occurs in the context of research, the literature was not
descriptive or instructive on how often a patient should complete the patient preference
elicitation instruments in a real-world setting (i.e., once, annually, every visit).

Most of the tools identified in the literature search were developed using experimental
methods that are not replicable in a clinical setting. Common experimental methods include
discrete choice experiments,’ conjoint analysis, ranking and rating techniques, and qualitative
interviewing.®*353¢ Consequently, it is also unclear how the identified tools can be seamlessly
incorporated into workflows for use in CDS.

4. Gaps in Patient Preference Measurement and
Future Directions

Through the development of the Inventory and discussions with key informants, we identified
five gaps related to the measurement of patient preferences for PC CDS:
1. A need for a common definition for patient preferences.

2. Alack of validated patient-preference instruments to support standard and efficient data
capture.

3. Guidance on which patient preferences should be measured for select patient populations
and which can be measured more generally for all patients.

4. A need to address considerations in the measurement of patient preferences for vulnerable
populations, including people with low health or reading literacy.

5. A lack of knowledge about how patient-preference measurement tools are incorporated into
the clinical workflow.

Below, we further describe each gap and potential future directions for the field.

4.1 Need for a Common Definition of Patient Preferences

Within the measurement literature, there is no agreed upon use of the term “patient
preferences.” Researchers’ use of “patient preferences” is inconsistent with the domains the
CDSIC previously identified as relevant to PC CDS. For example, patients’ preferences within

i Discrete choice experiments elicit patient preferences by asking patients to choose between hypothetical
scenarios that describe certain attributes (e.g., distance to travel to an appointment) that influence
preferences. After patients select between several scenarios, researchers are able to determine each
attribute’s relative impact on decision making.
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the Personal Characteristics domain, like preferred name, are not a feature of the patient-
preference literature, although a rich set of literature exists on the development and use of these
measures in other areas. Alternatively, some researchers use “patient preferences” to refer to
concepts related to patient-reported outcomes. For example, the Department of Veterans’
Affairs and the PROMIS Toolbox use quality-of-life metrics to assess a person’s preferred
indicators for quality of life or preferred health state to understand the value of one treatment
over another to a patient, or the effect of a given treatment on one’s quality of life and preferred
health state.3"-38

Future Directions @-o- D
» The term “patient preferences” and its use in the measurement field Co_[>

needs clarification and consensus.

» Consistent definition and use of the term “patient preferences” is needed as a first
step in order to facilitate the expansion of standardized patient preference
elicitation and measurement for PC CDS.

4.2 Lack of Validated Patient Preference Instruments

Validated instruments ensure that the instrument accurately measures the construct of interest.
However, as noted above, the majority of tools published in the literature that capture patient
preferences are not validated, and there is no standard approach for collecting or reporting
patient preferences.3?

The lack of validated measures has implications for the ability to set gold standard instruments
that can be used in assessing criterion validity. For example, currently no gold standard
instruments exist for patient preferences for engagement in care,'® despite the outsized focus
on capturing preferences surrounding engagement,® or for assessing patient autonomy.*°

Validated data collection instruments are crucial for consistently capturing patient preferences in
a standard manner and are an important input in data standards. Without standard data
collection, health systems capture data differently, making it difficult to exchange patient-
preference data between clinicians that could be used to deliver more patient-centered care.*’
As an example from the Inventory, POLST forms, a medical form completed by patients to
indicate preferences around end-of-life care and treatments, are increasingly captured in a
patient's EHR as structured data. Data elements from the National POLST form have informed
the development of the emerging implementation specification the Health Level Seven (HL7®)
ePOLST Clinical Document Architecture Implementation Guide, which seeks to create an
interoperable form to support decision making and documentation of advance care directives.*?

Some clinical areas routinely collect patient-preference data and are more primed for standard
capture of patient preferences. These areas include end-of-life care preferences, treatment
preferences, and goals in oncology terminology, and interoperability standards are actively used
to capture preference data.*® While some preferences, like preferred language, communication
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preferences, and end-of-life goals, are captured directly in the EHR through structured fields,
other preference data on preferred treatment goals, engagement, and decision-making roles,
are often documented in unstructured clinical notes in the EHR. Such unstructured data are
often not included in CDS tools that could support care integration. For an in-depth analysis of
available standards for capturing patient-preference data and salient gaps, see the report
Advancing Standardized Representations for Patient Preferences to Support Patient-Centered
Clinical Decision Support.

Future Directions . _OJ

» To better determine the validity of tools eliciting patient engagement and Co—F
autonomy preferences, studies are needed to define the constructs and build
consensus around a gold standard for the concepts of patient engagement
and patient autonomy.

4.3 Guidance on Measuring Generalized and Population-Specific
Preferences

Currently, we lack the understanding of whether there are generic patient preferences that
should be commonly measured across patient populations. Given the breadth of areas in which
patients can provide preferences, and the potential for an overwhelming amount of data to
incorporate, PC CDS developers, implementers, and evaluators would benefit from knowing
which preferences serve as the most foundational and should be asked of every patient.

Additionally, PC CDS developers, implementers, and evaluators should be aware that some
preferences are more relevant than others to collect for certain populations (e.g., age group,
community setting, or condition/disease context). To reduce patient and clinician burden,
developers may need to prioritize collection of some preferences over others, and understand
which preferences are most important to collect for their target population. For example, quality-
of-life and health state preferences are particularly important in the context of treatment for
chronic and terminal conditions.® When tracked longitudinally, these preferences can give a
clinician key information about the impact of a treatment on their patients’ quality-of-life
outcomes.?

While the field needs to understand which preferences should be elicited generally and for
specific populations, it is important to note that the relative importance of preferences varies
between individuals,* and preferences should never be assumed to be stable within a given
population. For more information about how patient preferences can vary by patients, see the
Taxonomy of Patient Preferences.
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Future Directions o-o- 3

» Future work should assess whether a generalized set of patient Co—
preferences should be established and collected from all patients. If so, the
field can work to develop guidance for clinical care that outlines a standard
set of patient preferences that are relevant to and should be elicited from
the general population.

» As patient preference collection is incorporated into clinical workflows, future
studies should evaluate which preferences are most important and relevant to ask
given patient populations.

4.4 Address Needs of Medically Vulnerable Populations

Incorporation of patient preferences in clinical workflow are not only paramount for patient-
centered care but are also potentially necessary for addressing differences in health outcomes
for patient populations.** However, if measurement tools are not accessible to certain
populations due to language or literacy limitations, or because the tools are too burdensome to
implement in under-resourced settings, including rural and low-income areas, they may
exacerbate differences in the provision of patient-centered care and patient satisfaction with
their care between settings or populations where patient preferences are collected and honored
and where they are not.

To ensure universal access to patient preference elicitation tools, these tools must be
developed with these gaps in mind. First, tools must be accessible to people of all health literacy
and reading levels and languages. While some of the instruments included in the Inventory
mention conducting cognitive testing, most of the instruments do not mention assessments of
reading level or health literacy. Health literacy is important to account for, as it influences a
patient’s understanding of their condition and treatment or care options. Without measurement
tools that adequately account for low levels of health literacy, the preferences expressed by
patients may not be valid.*® While we did not capture any patient preference elicitation tools in
the domain of Personal Characteristics, AHRQ’s Health Literacy Universal Precautions Toolkit,
31 Edition provides example language for fields in patient intake forms that capture language
preferences align with draft United States Core Data for Interoperability (USCDI) Version 5.4

Future Directions @-o- 3
» Researchers should assess the usability and the validity of new and Co-[>

existing patient preference scales and tools with underrepresented
patient populations, especially those with low health literacy and
patients served in under-resourced settings, keeping in mind the unique
needs of each patient population.

» The CDS field should look to other fields to best determine how to standardize
capture of patient preferences concerning patient characteristics for use in PC
CDS.
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4.5 Lack of Information About How Patient Preferences are Incorporated
into the Workflow

Few studies captured in the Inventory described how patient preference capture,
documentation, and use are integrated into clinical workflows. This is an important consideration
for PC CDS and EHR developers to think through as they design processes for collecting and
integrating patient-preference data into clinical workflows. For example, rather than integrating
patient preferences into existing sections of the EHR, it may be necessary to create new EHR
sections for specific preference domains. Accessibility within the EHR and effective prompting
are key to incorporating patient-preference data into clinical care. Pew Charitable Trusts has
called for policies to establish dedicated sections within the EHR for documenting and capturing
patients’ end-of-life preferences,*” which clinicians have described as hard to access in the
EHR, despite the broad adoption of end-of-life preferences assessment.*!

Future Directions OC:_):OJ
P

» In future research, CDS developers and implementers need to clearly
report how patient-preference data are integrated into the workflow. To
better understand the utility and use of patient-preference data in clinical
care, thorough and consistent reporting is needed.

» To aid and streamline the use of patient-preference data, while reducing patient
and clinician burden, future work could study which preferences can be captured
through automated processes from existing documentation within the medical
record without the need for self-assessment.

5. Conclusion

Understanding patient preferences is an important component in delivering patient-centered
care; however, the measurement and use of patient-preference data relevant to PC CDS
remains limited in clinical care. This report describes an Inventory of patient preference
measurement tools and instruments used in clinical practice to capture patients’ preferences in
several areas relevant to PC CDS. This Inventory can support informaticians, researchers, and
developers of PC CDS in identifying measurement tools to collect patient-preference data for
use in healthcare decision making. Additionally, we describe several considerations for
measuring patient preferences and critical gaps in the measurement of patient preferences.
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Appendix A. Taxonomy of Patient Preferences:
Domains and Subdomains

Table A1. Taxonomy of Patient Preferences

m (i?l;zz:)i?aal;re) Example Concepts Relevance to PC CDS

Personal « Title (e.g., Mr., Mrs., Dr., etc.) |+« Allows for personalization of
Characteristics « Preferred name PC CDS-related
. Language communication with
patients.
» Demonstrates respect for
the individual.

«  Builds trust between PC
CDS clinician and patient.

« Increases likelihood that PC
CDS will be considered,
adopted, and adhered to.

Communication « Timing (e.g., time of day, time in |«  Allows for naturally
relation to clinical visit/care, etc.) integrating PC CDS into
. Mode (e_g_, verbal, e- patient lifeflow.
questionnaire, paper - Facilitates engaging
questionnaire, phone call, text, patients in a convenient and
email, smartphone applications, comfortable manner.

patient portal)

- Frequency (e.g., once a month,
every 6 months)

«  Use of communication tools
(e.g., option to discontinue use
of communication tools such as
messaging with healthcare
organizations through the
patient portal)

Access and Accessibility « Timeliness of care » Shapes the delivery and
Care Experience « Location for clinical care receipt of PC CDS to

¢ Location for health services improve patients’ overall

(e.g., pharmacy, lab, imaging experience.
site) «  Ensures that PC CDS reach
patients by methods they
IT-enabled + Telehealth access prefer.

supporttools |«  Self-scheduling (e.g.,
web/mobile appointment
manager)

«  Support access (e.g., secure
messaging, Online chatting)

« Notifications and reminders
(e.g., appointment reminders)
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m (i?l:;c;ﬂr:aa;re) Example Concepts Relevance to PC CDS

Interpersonal / |+  Clinician relationship (e.g., prior

Relational relationship, established trust,
etc.)

Clinician / «  Clinician qualifications/skills

System +  Clinician identity factors

» Access to spiritual/religious care
(presence/use of prayer, clergy,

talk of death)

Engagement Information » Mode (how the patient prefers to|  Increases the likelihood of

seeking receive information related to generating personally-
their care or condition, e.g., relevant recommendations
verbal, written, email, video, that yield patient
portal, etc.) engagement in their care.
» Degree (level/amount of * Increases patient

information a patient prefers to understanding of guidance
receive about their health offered by PC CDS tools.
condition, health state, « Improves patient ability to
treatment options, etc., including interact with, understand,
whether patients would like to and adopt PC CDS.

receive “bad news”)

« Tailored health data feedback
and education

Decision « Degree (level of patient

making responsibility in making
decisions around treatment,
care, etc.)

« Inclusion of others in decisions
(e.g., caregiver/family
involvement)

« Use of decision aids/tools

Self- » Use of self-management tools

management (e.g., personal health record
[PHR], applications that allow
patients to access information
regarding potential treatment
side effects, support services,
lifestyle changes, alternative
therapies, managing finances,
etc.)

»  Access to community of peer

support (e.g., access to
“patients like me” for support in
managing one’s health
condition)
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m (:‘;Eiﬂr:aa;re) Example Concepts Relevance to PC CDS

Data

Healthcare
Services

Access

Use of data

Prevention

Receipt of
results

Treatment

Patient access to their own data |«

Clinician access (e.g.,
coordination, health information
exchange)

Designee access (e.g., family
member)

Research access (e.g., consent
processes to share data for
research)

Level of access (e.g., whole
record vs. granular control of
sharing one’s EHR data)

Duration of access (e.g.,
expiration of access
agreement)

Personal use (e.g., use within
PHR or other tool as a self-
maintained, self-controlled
complete record of health
information)

Research/clinical trial use (e.g.,

data used to research new ways
to prevent cancer)

Healthcare quality improvement
(e.g., data used to evaluate how
well your doctor provides care)

Receipt of preventive services,
treatments, or programs (e.g.,
vaccines)

Type of tests (e.g., screening
tests, genetic tests, follow up)
Return of results (e.g., receipt of
genetic testing results)

Type of treatment/intervention
(preferences related to the
actions or ways of treating a
patient or a condition medically,
nonmedically, or surgically;
management and care to cure,
ameliorate, or slow progression
of a medical condition, e.g.,
medication vs. surgery)
Receipt of treatment
(preferences around whether or
not a patient would like to
receive or undergo a specific
treatment option)

18

Enhances the relevance
and accuracy of PC CDS
recommendations and
interventions.

Mitigates potential safety
implications of omitting
patient health data from PC
CDsS.

Prioritizes care based on
patient preferences (e.g.,
goals, situation, values)
over a clinician’s
preferences.



Domain ST Example Concepts Relevance to PC CDS

(if applicable)

Advance Care |+ Cardiopulmonary resuscitation
Directives « Intubation and ventilation
End-of-life - End-stage treatment
care «  Alignment with family
preferences
» Location (location of death)
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Appendix B. Literature Search Strategy

Exhibit B1. Peer-Reviewed Literature Search Terms

String 1: Patient String 2: String 3: Decision String 4:
preferences Measurement making exclude DCE
"Patient measure*[tiab] "decision NOT "discrete 5 years,
preference*"[Maijr] OR instrument making"[Mesh] OR choice English
[tiab] OR "Decision Support experiment"[tiab]
tool[tiab] Techniques"[MeSH)]

Exhibit B2. Grey Literature Search Terms

Source Search

Google “patient preference measures healthcare”

Google “patient preferences measure clinical decision support”

PhenX Toolkit Health Care> Health Care Quality, Access, Evaluation > Delivery of Health
Care > Access to Health Services / Needs Assessment / Professional-Patient
Relations

PhenX Toolkit Health Care > Health Care Quality, Access, Evaluation > Quality of Health Care

PhenX Toolkit Health Care > Population Characteristics

PROMIS PROMIS-Preference Summary score (calculated from the following PROMIS

domains: cognitive function abilities, depression, fatigue, pain interference,
physical functioning, sleep disturbance and ability to participate in social roles)

ACM Digital "patient preference" AND measure
Library

Exhibit B3. Inclusion and Exclusion Criteria

Inclusion Criteria Exclusion Criteria

Published in past 5 years + Non-English

(2018-2023) » Does not include human patients (e.g., algorithms or clinician-
i ) ) focused tools that do not involve some element of patient
Published in English interaction)

» Does not describe a measurement tool or instrument that captures
patient preferences (e.g., captures patient experience or satisfaction
with care)

» Uses methods to capture patient preferences that are not replicable
within the context of real-world clinical care (e.g., discrete choice
experiments, conjoint analysis, qualitative interviews)

20



References

" Crossing the Quality Chasm: A New Health System for the 21st Century. Institute of Medicine (US)
Committee on Quality of Health Care in America. Washington (DC): National Academies Press (US);
2001.

2 Brennan PF, Strombom |. Improving health care by understanding patient preferences: the role of
computer technology. J Am Med Inform Assoc. 1998;5(3):257-262. doi:10.1136/jamia.1998.0050257

3 FDA. Patient Preference Information (PPI) in Medical Device Decision-Making. Accessed February 6,
2024. Retrieved from https://www.fda.gov/about-fda/cdrh-patient-science-and-engagement-
program/patient-preference-information-ppi-medical-device-decision-making

4 Kuperman G, Nanji K, Cope EL, Dullabh PM, Desai PJ, Catlett M, Weinberg S, Hoyt S, and the CDSIiC
Outcomes and Objectives Workgroup. Outcomes and Objectives Workgroup: Taxonomy of Patient
Preferences. Prepared under Contract No. 75Q80120D00018. AHRQ Publication No. 23-0038-EF.
Rockville, MD: Agency for Healthcare Research and Quality; May 2023.

5 Veenstra CM, Hawley ST. Incorporating patient preferences into cancer care decisions: Challenges and
opportunities. Cancer. 2020: 126: 3393-3396. https://doi.org/10.1002/cncr.32959

6 Dullabh P, Sandberg SF, Heaney-Huls K, et al. Challenges and opportunities for advancing patient-
centered clinical decision support: findings from a horizon scan. J Am Med Inform Assoc.
2022;29(7):1233-1243. doi:10.1093/jamia/ocac059

7 Park M, Giap T-T-T, Lee M, et al. Patient- and family-centered care interventions for improving the
quality of health care: a review of systematic reviews. Int J Nurs Studies. 2018; 87: 69-83.

8 Rathert C, Wyrwich MD, Boren SA. Patient-centered care and outcomes: a systematic review of the
literature. Med Care Res Rev. 2013; 70: 351-379.

9 Rajput VK, Dowie J, Kaltoft MK. Are Clinical Decision Support Systems Compatible with Patient-Centred
Care?. Stud Health Technol Inform. 2020;270:532-536. doi:10.3233/SHTI1200217

0 Hamilton, et al. (2011) The PhenX Toolkit: Get the Most From Your Measures. American Journal of
Epidemiology, 174(3), 253-60.

" Desai PJ, Osheroff JA, Jiménez F, Heaney-Huls K, Ryan S, McCoy AB, Dullabh PM, CDSIiC Scaling,
Measurement, and Dissemination of CDS Workgroup. Scaling, Measurement, and Dissemination of
CDS Workgroup: Approaches to Measuring Patient-Centered CDS Workflow and Lifeflow Impact.
Prepared under Contract No. 75Q80120D00018. AHRQ Publication No. 23-0061. Rockville, MD:
Agency for Healthcare Research and Quality; July 2023.

2 Sidani, S, Epstein DR, Bootzin RR, Moritz P, Miranda J. Assessment of Preferences for Treatment:
Validation of a Measure. Res Nurs Health. 2009 Aug; 32(4):419-431.

3 Jerofke-Owen T, Garnier-Villarreal M, Fial A, Tobiano G. Systematic review of psychometric properties
of instruments measuring patient preferences for engagement in health care. J Adv Nurs.
2020;76(8):1988-2004. doi:10.1111/jan.14402

21


https://www.fda.gov/about-fda/cdrh-patient-science-and-engagement-program/patient-preference-information-ppi-medical-device-decision-making
https://www.fda.gov/about-fda/cdrh-patient-science-and-engagement-program/patient-preference-information-ppi-medical-device-decision-making
https://doi.org/10.1002/cncr.32959

4 Balk EM, Gazula A, Markozannes G, et al. Lower Limb Prostheses: Measurement Instruments,
Comparison of Component Effects by Subgroups, and Long-Term Outcomes [Internet]. Rockville (MD):
Agency for Healthcare Research and Quality (US); 2018 Sep. (Comparative Effectiveness Review, No.
213.) Table 2, Metrics for evaluation of reliability, validity, and related psychometric properties. Available
from: https://www.ncbi.nIm.nih.gov/books/NBK531518/table/ch3.tab1/

5 Eldh AC, Holmefur M, Luhr K, Wenemark M. Assessing and reporting patient participation by means of
patient preferences and experiences. 2020. BMC Health Serv Res; 20:702.

'6 Bonfils KA, Adams EL, Mueser KT, Wright-Berryman JL, Salyers MP. Factor structure of the autonomy
preference index in people with severe mental iliness. Psychiatry Res. 2015;228(3):526-530.
doi:10.1016/j.psychres.2015.06.004

7 Farin E, Gramm L, Schmidt E. Taking into account patients' communication preferences: instrument
development and results in chronic back pain patients. Patient Educ Couns. 2012;86(1):41-8.
doi:10.1016/j.pec.2011.04.012.

8 Degner LF, Sloan JA, Venkatesh P. The Control Preferences Scale. Can J Nurs Res. 1997;29(3):21-
43.

'° Degner LF, Kristjanson LJ, Bowman D, et al. Information needs and decisional preferences in women
with breast cancer. JAMA. 1997;277:1485-92.

20 Mangin D, Stephen G, Bismah V, Risdon C. Making patient values visible in healthcare: a systematic
review of tools to assess patient treatment priorities and preferences in the context of multimorbidity. BMJ
Open. 2016;6(6):e010903. Published 2016 Jun 10. doi:10.1136/bmjopen-2015-010905

21 Robinson A, Thomson R. Variability in patient preferences for participating in medical decision making:
implication for the use of decision support tools. Qual Health Care. 2001;10 Suppl! 1(Suppl 1):i34-i38.
doi:10.1136/ghc.0100034.

22 yan Summeren JJ, Schuling J, Haaijer-Ruskamp FM, Denig P. Outcome prioritization tool for
medication review in older patients with multimorbidity: a pilot study in general practice. Br J Gen Pract.
2017;67(660):e501-e506. doi:10.3399/bjgp17X690485

28 Jerofke-Owen TA, Zielinski A, Brown RL. Mixed Methods Study of Nurse Assessment of Patient
Preferences for Engagement During Hospitalization. Nurs Res. 2021;70(5):366-375.
doi:10.1097/NNR.0000000000000526

24 Sung VW, Raker CA, Myers DL, Clark MA. Treatment decision-making and information-seeking
preferences in women with pelvic floor disorders. Int Urogynecol J. 2010;21(9):1071-1078.
doi:10.1007/s00192-010-1155-8

25 Gregorio M, Teixeira A, Pascoa R, Baptista S, Carvalho R, Martins C. The Problem-Solving Decision-
Making scale-translation and validation for the Portuguese language: a cross-sectional study. BMJ Open.
2020;10(6):e033625. Published 2020 Jun 28. doi:10.1136/bmjopen-2019-033625

26 Kraetschmer N. Preferences of patients undergoing angiogram for participation in treatment decisions,
coping style and the problem Solving-Decision making scale. Toronto, Ontario: University of Toronto,
1994.

27 Human Rights Campaign Foundation. Healthcare Equality Index 2022. Washington, DC: Human Rights
Campaign Foundation; March 2022.

22


https://www.ncbi.nlm.nih.gov/books/NBK531518/table/ch3.tab1/

28 Grasso C, Goldhammer H, Thompson J, Keuroghlian AS. Optimizing gender-affirming medical care
through anatomical inventories, clinical decision support, and population health management in electronic
health record systems. J Am Med Inform Assoc. 2021;28(11):2531-2535. doi:10.1093/jamia/ocab080

29 Grasso C, McDowell MJ, Goldhammer H, Keuroghlian AS. Planning and implementing sexual
orientation and gender identity data collection in electronic health records. J Am Med Inform Assoc.
2019;26(1):66-70. doi:10.1093/jamia/ocy137

30 Faruki, A.A., Zane, R.D., & Wiler, J.L. The Role of Academic Health Systems in Leading the "Third
Wave” of Digital Health Innovation. JMIR Medical Education. 2022 Oct-Dec;8(4):e32679.

31 Khullar, D., Frakt, A.B., & Burke, L.G. Advancing the Academic Medical Center Value Debate: Are
Teaching Hospitals Worth 1t? JAMA. 2019;322(3):205-206. doi:10.1001/jama.2019.8306

32 Williams CP, Miller-Sonet E, Nipp RD, Kamal AH, Love S, Rocque GB. Importance of quality-of-life
priorities and preferences surrounding treatment decision making in patients with cancer and oncology
clinicians. Cancer. 2020;126(15):3534-3541. doi:10.1002/cncr.32961

33 Street RL Jr, Elwyn G, Epstein RM. Patient preferences and healthcare outcomes: an ecological
perspective. Expert Rev Pharmacoecon Outcomes Res. 2012 Apr;12(2):167-80. doi:10.1586/erp.12.3.

34 Tringale M, Stephen G, Boylan AM, Heneghan C. Integrating patient values and preferences in
healthcare: a systematic review of qualitative evidence. BMJ Open. 2022;12(11):e067268. Published
2022 Nov 18. doi:10.1136/bmjopen-2022-067268

35 Meara A, Crossnohere N, Bridges J. Methods for measuring patient preferences: an update and future
directions. Current Opinion in Rheumatology. 2019; 31 (2): 125-
131.doi:10.1097/BOR.0000000000000587.

36 Soekhai V, Whichello C, Levitan B, et al. Compendium of Methods for Measuring Patient Preferences
in medical Treatment. Value in Health. 2017; 20:A684-5.

37 U.S. Department of Veterans Affairs. Measuring Health Preference. Accessed on February 9, 2024.
Retrieved from https://www.herc.research.va.gov/include/page.asp?id=preference-measurement

38 Dewitt B, Feeny D, Fischhoff B, et al. Estimation of a Preference-Based Summary Score for the
Patient-Reported Outcomes Measurement Information System: The PROMIS®-Preference (PROPT)
Scoring System. Med Decis Making. 2018;38(6):683-698. doi:10.1177/0272989X18776637

39 Mokkink LB, de Vet HCW, Prinsen CAC, et al. COSMIN Risk of Bias checklist for systematic reviews of
Patient-Reported Outcome Measures. Qual Life Res. 2018;27(5):1171-1179. doi:10.1007/s11136-017-
1765-4

40 Sung VW, Raker CA, Myers DL, Clark MA. Treatment decision-making and information-seeking
preferences in women with pelvic floor disorders. Int Urogynecol J. 2010;21(9):1071-1078.
doi:10.1007/s00192-010-1155-8

41 Butler JM, Gibson B, Lewis L, et al. Patient-centered care and the electronic health record: exploring

functionality and gaps. JAMIA Open. 2020;3(3):360-368. Published 2020 Oct 29.
doi:10.1093/jamiaopen/ooaa044

23


https://www.herc.research.va.gov/include/page.asp?id=preference-measurement

42 The Office of the National Coordinator for Health Information Technology. 2024 Interoperability
Standards Advisory Reference Edition. Accessed on February 9, 2024. Retrieved from
https://www.healthit.gov/isal/isa-publications

43 Richesson RL, Dullabh PM, Leaphart D, Correa KH, Desai PJ, Gordon JR, Boxwala AA, and the
CDSiC Standards and Regulatory Frameworks Workgroup. Standards and Regulatory Frameworks
Workgroup: Advancing Standardized Representations for Patient Preferences to Support Patient-
Centered Clinical Decision Support. Prepared under Contract No. 75Q80120D00018. AHRQ Publication
No. 23-0074. Agency for Healthcare Research and Quality; August 2023.

44 Wasserman J, Palmer RC, Gomez MM, Berzon R, Ibrahim SA, Ayanian JZ. Advancing Health Services
Research to Eliminate Health Care Disparities. Am J Public Health. 2019;109(S1):S64-S69.
doi:10.2105/AJPH.2018.304922

45 Janssens R, Huys |, van Overbeeke E, et al. Opportunities and challenges for the inclusion of patient
preferences in the medical product life cycle: a systematic review. BMC Med Inform Decis Mak.
2019;19(1):189. Published 2019 Oct 4. doi:10.1186/s12911-019-0875-z.

46 Inclusive Language for Intake Forms. Content last reviewed March 2024. Agency for Healthcare
Research and Quality, Rockville, MD. https://www.ahrg.gov/health-
literacy/improve/precautions/tool11h.html

47 Goldberg, L. Capturing End-of-Life Preferences in Electronic Health Records. The Pew Charitable
Trusts; 2016, August 17. https://www.pewtrusts.org/en/research-and-
analysis/articles/2016/08/17/capturing-end-of-life-preferences-in-electronic-health-records

24


https://www.healthit.gov/isa/isa-publications
https://www.ahrq.gov/health-literacy/improve/precautions/tool11h.html
https://www.ahrq.gov/health-literacy/improve/precautions/tool11h.html
https://www.pewtrusts.org/en/research-and-analysis/articles/2016/08/17/capturing-end-of-life-preferences-in-electronic-health-records
https://www.pewtrusts.org/en/research-and-analysis/articles/2016/08/17/capturing-end-of-life-preferences-in-electronic-health-records

	Measurement and Outcomes Workgroup: Inventory of Patient Preference Measurement Tools for PC CDS Report
	Contributors: CDSiC Measurement and Outcomes Workgroup
	Table of Contents
	1. Introduction
	1.1 Report Roadmap

	2. Methods
	3. About the Inventory of Patient Preference Measurement Tools for PC CDS
	3.1 Types of Information Included in the Inventory
	3.2 Inventory Summary
	3.3 Measurement Considerations When Using the Inventory

	4. Gaps in Patient Preference Measurement and Future Directions
	4.1 Need for a Common Definition of Patient Preferences
	4.2 Lack of Validated Patient Preference Instruments
	4.3 Guidance on Measuring Generalized and Population-Specific Preferences
	4.4 Address Needs of Medically Vulnerable Populations
	4.5 Lack of Information About How Patient Preferences are Incorporated into the Workflow

	5. Conclusion
	Appendix A. Taxonomy of Patient Preferences: Domains and Subdomains
	Appendix B. Literature Search Strategy
	References


