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EXECUTIVE SUMMARY

Although patient-reported outcomes (PROs) are increasingly used for various 

healthcare-related activities, their use has many inherent challenges.

In the summer of 2019, HHS contracted with 
the National Quality Forum (NQF) to convene a 
multistakeholder Technical Expert Panel (TEP) to 
identify best practices to address challenges in 
selecting and collecting patient-reported outcome 
(PRO) data. The TEP will make recommendations 
to (a) address challenges in PRO selection and 
data collection, (b) ensure PRO data quality, and 
(c) apply the recommendations on PRO selection 
and implementation to use cases related to burns/
trauma, heart failure, and joint replacement. 
Application of the recommendations to the 
selected use cases will allow the TEP to pilot test 

them for both acute and chronic conditions that 
often necessitate provision of care across settings 
and providers.

This report describes the methodology and 
findings from an environmental scan NQF 
conducted to identify the approaches and 
challenges in selecting both PROs and PROMs, 
as well as the challenges in collecting PRO data. 
The report also describes PROMs that NQF has 
identified as relevant for burns/trauma, heart 
failure, and joint replacement. These PROMs will 
be considered as the TEP applies its best practice 
recommendations to the above use cases.

BACKGROUND AND CONTEXT

Patient-reported outcomes (PROs) are 
increasingly used for various healthcare-related 
activities including care provision, performance 
measurement, and clinical, health services, and 
comparative effectiveness research.1,2 They may 
be particularly valuable in improving the quality 
of care that is provided to patients and families, 
because PROs allow those actually receiving care 
to provide information on issues of import to them 
(e.g., symptoms, functional status, side effects, 
engagement in decision making, goals of care, 
etc.).3,4,5,6,7,8

In 2012, the Department of Health and Human 
Services (HHS) provided funding to the 

National Quality Forum (NQF) to convene 
a multistakeholder Expert Panel to lay the 
groundwork for future PRO-PM development, 
testing, endorsement, and implementation. As part 
of this work, the Panel defined and differentiated 
patient-reported outcomes (PROs), patient-
reported outcome measures (PROMs), and patient-
reported outcome-based performance measures 
(PRO-PMs), as shown in Table 1. The Panel also 
provided guidance for selecting PROMs for use 
in performance measurement and articulated a 
pathway to move from PROs to NQF-endorsed 
PRO-PMs.
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TABLE 1. DISTINCTIONS AMONG PROS, PROMS, AND PRO-PMS

Concept Definition Example

PRO

(patient-reported outcome)

Any report of the status of a 
patient’s (or person’s) health 
condition, health behavior, or 
experience with healthcare that 
comes directly from the patient, 
without interpretation of the 
patient’s response by a clinician or 
anyone else.9

Symptom: depression

PROM

(patient-reported outcome 
measure)

Various tools (e.g., instruments, 
scales, single-item measures) used 
to assess the PRO concept as 
perceived by the patient, obtained 
by directly asking the patient to 
self-report

PHQ-9©, a standardized tool to 
assess depression

PRO-PM

(PRO-based performance measure)

A performance measure that is 
based on PROM data aggregated 
for an accountable healthcare entity

Percentage of patients with 
diagnosis of major depression or 
dysthymia and initial PHQ-9 score 
>9 with a follow-up PHQ-9 score <5 
at 6 months (NQF 0711)

As noted in the 2013 final report10 for that project, 
the word “patient” includes all persons, including 
patients, families, caregivers, and consumers 
more broadly, and is intended to cover all persons 
receiving support services, such as individuals with 
disabilities. As noted in a previous report of the 
Measure Applications Partnership,11 a single term 
cannot apply to all individuals in all situations, and 
individuals may self-identify as a person, client, or 
patient at a single point in time.

In addition, the 2013 report identifies the following 
four key domains of patient-reported health 
information:

• Health-related quality of life (including 
functional status);

• Symptoms and symptom burden (e.g., pain, 
fatigue);

• Experience with care; and

• Health behaviors (e.g., smoking, diet, exercise).

These domains reflect the major categories 
of outcomes for which individuals receiving 
healthcare and support services may be the best 

or only source of information. Although patient 
reports of experience with care and health 
behaviors typically are not classified as patient-
reported outcomes, many of the challenges 
associated with the selection and implementation 
of PRO data described in this environmental scan 
report apply across all four of these domains.

The desire to use PROs in healthcare accompanies 
recognition of many challenges inherent in their 
use. For example, healthcare providers may 
be interested in using PRO data to guide the 
provision of care. Yet, there is currently a lack 
of standardization in how PRO data are used 
to drive improvements in care. For example, 
healthcare providers and others may need 
guidance in how to select PROs and PROMs 
for monitoring and managing patient care or 
conducting other downstream activities such as 
performance measurement. Challenges pertaining 
to the implementation of PROMs center on 
achieving buy-in from various stakeholders given 
the realities of the data collection burden (e.g., 
workflow concerns of clinicians and their staff; 
time and privacy issues for patients, if/how to 
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incorporate data into EHRs, etc.) and ensuring 
that the data are of high quality and the results 
are interpretable and actionable. However, the 
collection of high-quality PRO data depends, in 
part, on the source of data (e.g., self-report vs. 
proxy), the mode of PROM administration (e.g., 
self- vs. interviewer-administered), and the method 
of PROM administration (e.g., paper and pencil, 
telephone-assisted, electronic capture via tablets, 
etc.).2 Other considerations influence the quality 
of PRO data as well, such as patient motivation 
in providing data, confounding due to medical or 
social factors of the patient, the extent of missing 
data, and overall response rates.

In the summer of 2019, HHS contracted with 
the National Quality Forum (NQF) to convene a 
multistakeholder Technical Expert Panel (TEP) to 
identify recommendations to address challenges 
in selecting and collecting PRO data. More 
specifically, the TEP will make recommendations 
to (a) address challenges in PRO selection and 
data collection, (b) ensure PRO data quality, and 
(c) apply the recommendations on PRO selection 
and implementation to use cases related to burns/
trauma, heart failure, and joint replacement. 

Application of the recommendations to the 
selected use cases will allow the TEP to pilot test 
them for both acute and chronic conditions that 
often necessitate provision of care across settings 
and providers.

To provide background for the TEP’s deliberations, 
NQF conducted an environmental scan to identify 
literature relevant to the work. The scan also 
identified instruments (i.e., PROMs) used to gather 
PRO data for the aforementioned conditions. 
While not a focus of this work, NQF also identified 
PRO-PMs relevant to these use case conditions to 
serve as reference, if needed. Although the scan 
was intended to inform the TEP’s deliberations, the 
TEP itself provided substantial input on the scan, 
including feedback on initial findings, provision 
of relevant literature, websites, and PROMs, and 
identification of additional challenges. This report 
describes both the scan methodology as well as 
the findings from the scan. A draft of the report 
was released for public comment in October 
2019. NQF modified the report in response to 
the comments received, as well as in response to 
suggestions from the TEP.

GOALS, OBJECTIVES, AND APPROACH FOR 
THE ENVIRONMENTAL SCAN

The environmental scan had an overarching goal 
to identify current practices in selecting PROs and 
collecting PRO data and to identify PROMs and 
PRO-PMs relevant to use cases considered in the 
project.

The objectives of the scan were to:

• Identify current approaches to PRO/PROM 
selection and implementation

• Identify challenges associated with the 
selection and implementation of PROs

• Document how the various approaches to 
selection and implementation affect the quality 
of PRO data

• Identify PROs and PROMs relevant to burns/
trauma, heart failure, and joint replacement

• Identify performance measures and measure 
concepts relevant to burns/trauma, heart 
failure, and joint replacement

To characterize approaches and challenges 
associated with selecting and implementing PROs 
and PROMs, NQF staff consulted both peer-
reviewed and grey literature. NQF staff identified 
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peer-reviewed literature via systematic queries of 
PubMed and Google Scholar, as well as a university 
library database. NQF identified grey literature 
and other published literature through internet 
searches of relevant organizations, including the 
Patient-Centered Outcomes Research Institute 
(PCORI), the International Society for Quality 
of Life Research (ISOQOL), and the U.S. Food 
and Drug Administration (FDA). NQF identified 
additional resources via backwards reference 
searching of pertinent articles or reports. In 
addition, TEP members identified additional 
articles, reports, and websites for review.

To identify relevant PROMs and PRO-PMs, 
NQF staff used measure inventories including 
the Patient-Reported Outcomes Measurement 
Information System (PROMIS), the International 
Consortium for Health Outcomes Measurement 
(ICHOM), PsycTESTS, NQF’s Quality Positioning 

System (NQF’s repository of endorsed measures), 
and CMS’s Measures Inventory Tool. NQF 
augmented these results using feedback from the 
TEP. Additional detail regarding the conduct of the 
scan is included in Appendix B.

The body of literature relevant to PRO and PROM 
selection and to PROM implementation is vast, and 
a full review and synthesis of available literature 
is beyond the scope of this current project. 
Therefore, to the extent possible, for this scan, 
NQF staff focused primarily on articles and reports 
that have summarized information relevant to 
the work of the TEP, including the 2015 PROs in 
Performance Measurement2 report by Cella and 
colleagues. Interested readers should consult these 
sources for primary references from the broader 
literature, as well as for more detailed discussions 
of the findings presented below.

SCAN RESULTS AND ANALYSIS

This portion of the environmental scan report 
is divided into three sections. The first section 
catalogues the various approaches and 
challenges of PRO/PROM selection and PROM 
implementation that were identified in the scan, 
as well as associated effects of these approaches/
challenges on the quality of PRO data. The second 
section summarizes the PROMs identified through 
the scan that pertain to the use cases of interest 
for the project (i.e., burns/trauma, heart failure, 
joint replacement). The third section summarizes 
the PRO-PMs identified through the scan that 
pertain to burns/trauma, heart failure, and joint 
replacement.

Approaches and Challenges 
in PRO/PROM Selection and 
Implementation
As noted above, the objectives of this scan 
were to identify current approaches to, and 

challenges with PRO/PROM selection and PROM 
implementation, as well as to document ways 
in which the various approaches to selection 
and implementation affect the quality of PRO 
data. Although discussed separately below, 
the approaches and challenges of PRO and 
PROM selection are related. Similarly, there is 
considerable overlap in approaches and challenges 
of PROM selection versus implementation.

Approaches to PRO Selection

As indicated in the above definitions, PROs reflect 
the concepts (e.g., fatigue) that are reported on 
by patients, whereas PROMs are the instruments 
used to elicit information from patients about 
those concepts. Importantly, the TEP agreed that 
the selection of PROs for various use cases is 
distinct from the selection of PROMs. Therefore, 
the findings regarding approaches and challenges 
related to the selection of PROs are presented 
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separately from those related to the selection of 
PROMs.

While some literature identified in the scan 
specifically addresses approaches to the selection 
of PROs, the majority focuses more on the 
selection of PROMs. Nevertheless, the following 
approaches for selecting PROs were identified:

• Asking patients what outcomes are most 
important to them

The PCORI Methodology Standards12 specifically 
recommend inviting input from “the population 
of interest,” which includes those affected by the 
condition of interest as well as, if appropriate, their 
surrogates and/or caregivers. This approach, which 
is also included in FDA guidance9 regarding PROs, 
is included in the concept of “meaningfulness” that 
is a guiding principle for the selection of PROMs 
(see below).

• Expert opinion of clinicians or other 
researchers

PROs may be selected, or at least heavily 
influenced, by expert clinicians or researchers. 
While eliciting patient input is becoming more 
common, Tractenberg and colleagues13 assert that 
expert opinion is often the “starting point” in the 
selection process (e.g., through position papers or 
consensus guidelines, or through preparation of 
interview or focus group materials that are used 
when inviting patient input). These authors have 
shown that conceptualizations or definitions of 
PROs differ when input is obtained from patients 
prior to obtaining information from clinicians or 
other stakeholders, rather than the reverse.

• Goals for collecting PRO data

Selection of PROs based on the goals of use is 
particularly relevant for selecting PROs in clinical 
practice. Examples of clinical goals of use include 
screening (typically a one-time PRO assessment), 
monitoring progress over time (which requires 
multiple PRO assessments), or aggregating 
patient-level data for the purposes of quality 
improvement or accountability.

Challenges in PRO Selection

Conflicts in perceived importance by patients (or 
their caregivers) as compared to clinicians remain 
the key challenge in PRO selection. Studies have 
shown that outcomes considered most important 
by patients may not match those considered most 
important by clinicians who are managing their 
care. For example, clinicians may want to focus 
on PROs that guide or inform medical treatment, 
while patients may be interested in clinician input 
on outcomes that are less proximal to treatment 
decisions (e.g., quality-of-life issues). Similarly, 
a surgeon may be interested in screening for 
clinical depression because it can be a predictor of 
surgical outcomes. However, patients may not be 
aware of this relationship, and therefore may not 
believe that results of a depression screening to 
be useful information for their surgeon. A related 
issue, verbalized by the TEP, is the lack of PROMs 
that focus on PROs considered most important  
by patients.

Approaches to PROM Selection

As part of the aforementioned foundational 
work on PROs conducted by NQF, the 2012 
Panel conceptualized five guiding principles for 
selecting PROMs in the context of performance 
measurement. They also are applicable to other 
uses of PROs, including monitoring and managing 
patient care. These principles, which are discussed 
in more detail below, include:

• Psychometric soundness

• Person-centeredness

• Meaningfulness

• Amenability to change

• Implementability

Psychometric Soundness
This principle of psychometric soundness 
incorporates eight long-held consensus-based 
criteria for selecting PROMs, as follows:
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• The conceptual model and the measurement 
model. The conceptual model lays out the 
concept(s) included in the PROM and the 
target population; the measurement model 
explains how the concept(s) relate to each 
other and the items in the instrument.

• Reliability, including estimates of internal 
consistency for multi-item scales and estimates 
of stability over time.

• Validity, including demonstration of content 
validity, construct and/or criterion validity, and 
responsiveness (i.e., ability to detect change 
over time or in response to an intervention)

• How scores are interpreted, including how to 
interpret high and low scores, the mean and 
standard deviation of scores in the reference 
population, and information on minimally 
important differences in scores between 
groups or across time that are meaningful both 
to clinicians and to patients.

• Burden, including time and effort to fill out the 
PROM for respondents and those implementing 
the PROM.

• Information regarding the burden associated 
with, and comparability of, alternative modes 
and methods of administration.

• Information regarding how to evaluate 
equivalence in scores when fielded to 
respondents with different cultures and 
languages.

• Key considerations regarding how the PROM 
can be integrated into electronic health records 
(EHRs).

These criteria derive from the work of entities 
such as the FDA, the Medical Outcomes Trust, the 
consensus-based standards for the selection of 
health measurement instruments (COSMIN), the 
International Society of Quality of Life (ISOQOL), 
and the PROMIS network, among others. Each of 
the above criteria reflects characteristics of PROMs 
that should be considered when selecting PROMs 

for use in research, quality improvement, and 
healthcare performance measurement. Adequate 
documentation should be available to explain 
the extent to which a particular PROM meets 
each criterion. When selecting PROMs, users 
should compare and contrast the performance 
of candidate PROMs across these eight criteria. 
Note that when articulating the guiding principle 
of scientific soundness, the 2012 NQF Panel 
emphasized the critical nature of the criteria 
regarding reliability and validity. Recently, Francis 
and colleagues (2016)14 have proposed use of a 
checklist that includes many of the above criteria, 
as a way to identify strengths and weaknesses 
of potential PROMs. However, these researchers 
acknowledge that the relative importance of 
the items included on the checklist may vary 
substantially, depending on how the PROM will  
be used.

Person-Centeredness
An overarching theme of the Panel discussions, the 
guiding principle of person-centeredness reflects 
the extent to which a PROM can help facilitate the 
co-creation of a person-centered health system 
by patients, their healthcare providers, and other 
entities. Aspects of this principle include the ability 
to foster shared decision making (with the caveat 
that not all patients want to engage in shared 
decision making) and assessment of decision 
quality. A key point is that person-centeredness 
vis-à-vis PROM implementation entails the 
bi-directional flow of information, such that 
patients as well as clinicians can benefit from the 
PRO data.

Meaningfulness
The guiding principle of meaningfulness reflects 
the relevance and importance of particular PROs, 
as perceived by patients, families, and caregivers, 
as well as by clinicians. The 2012 NQF Panel 
articulated three aspects of meaningfulness:

• Conceptual meaningfulness. This can be 
demonstrated by asking patients, families, 
caregivers, etc., what matters most to them.
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• Contextual meaningfulness. This aspect reflects 
how patients and clinicians use the information 
derived from a PROM.

• Consequential meaningfulness. Relevant 
to PRO-PMs, and how information from a 
PRO-PM is used in quality improvement or 
accountability applications such as public 
reporting or payment programs.

Amenability to Change
This guiding principle reflects the desire for 
the outcome(s) measured by the PROM to be 
responsive to healthcare interventions. It includes 
the idea that healthcare professionals should 
be able to influence the PRO(s) included in 
selected PROMs (i.e., the PROM results should be 
actionable). Notably, not all of the 2012 expert 
panelists agreed with this selection principle for 
PROs that are being considered for purposes of 
accountability or performance measurement. They 
suggested that some PROs may be particularly 
important to patients, or otherwise worthy of 
measurement, even if a clinician cannot directly 
influence the PRO (e.g., by exposing variations 
in care that could be ameliorated through other 
types of interventions).

Implementability
This guiding principle highlights the need, when 
selecting PROMs, to consider the myriad practical 
factors and potential barriers that can hinder 
implementation, particularly those related to 
collecting data and reporting results. While the 
2012 NQF Panel discussed many implementation 
challenges, the following issues were specifically 
called out in the report:

• Addressing respondent literacy (primarily 
language literacy, which is needed to read 
and understand items on a PROM) and health 
literacy (the ability to obtain, process, and 
understand health information needed to make 
appropriate health decisions);

• Addressing cultural competency of clinicians 
and other service providers;

• Dealing with patient selection bias (e.g., lack of 
participation due to lack of a telephone) and 
the resultant unintended consequences;

• Covering the costs incurred when using PROMs 
(e.g., initial cost and maintenance of data 
collection hardware such as tablets, licensing 
fees for the PROM and the software used to 
administer them, etc.); and

• Adapting PROMs to computer-based platforms 
or other formats.

In their discussions, TEP members for the current 
work also highlighted PROM length as a critical 
aspect of implementability. See Tables 2 and 3, 
below, for methodological options to address 
these barriers, as well as potential effects of these 
barriers on PRO data quality.

Approaches to PROM Implementation

Various methodological approaches for 
implementing PROMs have both strengths and 
weaknesses that can affect the choice of a PROM 
for a particular use case (depending on whether 
a particular option is available or feasible). These 
approaches also can affect the quality of the PRO 
data that are collected. Table 2, adapted from Cella 
et al. (2015)2 and augmented with information 
from other resources listed in the references, 
lists several key methodological options, along 
with selected potential effects on PRO data 
quality. Each of these options will have other 
advantages and disadvantages that should also 
be considered when selecting PROMs, beyond 
their effects on data quality. For example, a self-
administered questionnaire may have more item 
nonresponse than an interviewer-administered 
questionnaire; however, self-administration may 
be less expensive. Moreover, each of these options 
will generate a variety of additional challenges 
that must be considered, particularly in their 
potential effects on data quality. For example, if 
data are collected outside of a clinic setting, issues 
related to lack of availability of, or comfort with 
technology, could bias results.
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TABLE 2. METHODOLOGICAL OPTIONS FOR PRO DATA COLLECTION AND EFFECTS ON DATA QUALITY

Methodological options Potential negative effects on data quality

Self-report versus proxy report Self-report: validity can be negatively impacted if used with 
respondents with limited/low literacy or medical/functional/
cognitive deficits (e.g., due to overall or item nonresponse, or 
through misunderstanding of PROM items)

Proxy: responses may not adequately reflect those of the patient, 
although use of proxy responses may be particularly helpful for 
those with significant disability; use of a proxy can also provide 
complementary information

Self-administration versus interviewer 
administration

Self-administered: there is potential for item nonresponse and 
misunderstanding of questions (which negatively impacts the 
validity of responses)

Interviewer-administered: Potential for response bias (e.g., social 
desirability, tendency to agree with questions, etc.); however, there 
is less likelihood of missing data

Paper-and-pencil versus electronic Paper-and-pencil: potential for data entry errors

Electronic: potential for higher overall or item nonresponse due to 
discomfort with medium, which negatively impacts the validity of 
responses; minimizes data entry errors

Clinic setting versus home setting versus 
other settings

Clinic setting: potential for higher overall or item nonresponse due 
to interruptions, lack of privacy, or discomfort with medium

Home setting: potential for lower overall response rates

Other settings: potential for lower overall response rates (e.g., due 
to functional/cognitive deficits) and negative impacts on validity 
due to cognitive limitations

Scoring based on classical versus modern 
test theory (i.e., respondents answer all 
items versus answering fewer or different 
items, which is enabled through use of 
computer adapted testing)

Classical test theory: Item nonresponse, which can negatively 
impact validity

While the first four approaches listed in Table 2 
are relatively straightforward, the two scoring 
approaches (i.e., classical versus modern) require 
more explanation. When using the classical test 
theory approach to measurement, respondents 
must answer all items in a particular PROM (or, 
alternatively, values from any missing responses 
must be imputed). The modern test theory 
approach to measurement refers specifically 
to item response theory (IRT). IRT is a family 
of mathematical models that assumes that 
responses on a set of items are related to an 
unmeasured “trait” (e.g., function) and this trait 
can be estimated using different items from 
the set.2, 15 Items in a set have varying levels of 

difficulty, and redundant items can be removed 
from the set. Use of IRT allows data collection via 
computerized adaptive testing (CAT). With CAT, 
the items (including their number and order) that 
are selected from a particular set are tailored 
to a particular individual.2 Use of items tailored 
to individual respondents allows more precise 
measurement of a particular trait. Thus, use of IRT 
and CAT allows better measurement using fewer 
questions.

Note, again, that the above methodological 
approaches to implementation likely will impact 
which PROMs are selected for a particular use 
case. For example, if resources are not available 
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for electronic implementation, then decision 
makers may select from available PROMs that can 
be completed via paper and pencil (although that 
decision itself may have resource implications if 
subsequent electronic data entry is desired).

Challenges in PROM Implementation

Table 3, also adapted from Cella et al. (2015),2 lists 
seven overarching challenges in the collection of 
PRO data, along with some of the key effects of the 
challenges on PRO data quality.

TABLE 3. CHALLENGES IN PRO DATA COLLECTION AND EFFECTS ON DATA QUALITY

Challenge Effects on PRO data quality

Administration of PROMs in vulnerable 
populations. Various types of vulnerability 
exist, including sociodemographic (e.g., age, 
race, ethnicity, income, education, insurance 
coverage, place of residence, etc.) and 
medical/functional/cognitive status.

Vulnerable populations often face barriers to submitting PRO 
data, and therefore their information may be unintentionally 
excluded (e.g., they may be unable to read, understand, or 
respond to traditional paper-and-pencil instruments, those 
available in English only, those accessible via patient portal, etc.). 
This can affect overall or item response rates, as well as validity 
of individual or aggregated data.

Limited literacy levels, including both 
language literacy and health literacy

Limitations in literacy can negatively affect overall or item 
response rates. For example, those with limited literacy may be 
less likely to provide data through patient portals. Responses 
may not be valid if the respondent cannot read or understand 
self-administered or orally administered questionnaires.

Differences in language and culture There may be directional bias in how members of different 
racial, ethnic, linguistic, or other groups answer PROM questions. 
This may limit ability to pool data from different groups and/or 
compare results across different groups.

Functional limitations/disabilities, such as 
difficulties in vision, hearing, motor and 
cognitive skills

Respondents from vulnerable populations may not be included 
in data collection efforts. Aggregated responses (e.g., for use in 
performance measurement) may not be valid unless provision 
is made to address these limitations (e.g., use multiple modes 
or methods of data collection, use proxy respondents, etc.). 
However, use of alternative modes or methods may increase 
measurement error.

Response shift, which is a change in how a 
respondent reports on a particular concept 
over time, due to changes in internal 
standards of measurement, internal definitions 
of the concept, or in personal values vis-à-vis 
the construct

Response shift decreases ability of clinicians and researchers to 
interpret results. Additionally, it impacts validity of longitudinal 
data and thus poses challenges in identifying trends.

In general, the above list of challenges applies 
regardless of the use case for a particular PROM. 
However, many other issues and challenges 
exist when implementing PROMs in the context 
of clinical care planning and management. 
Some of the overarching challenges in PROM 
implementation for this context include the 
following:

• Data collection burden

• Difficulties incorporating into the clinician 
workflow

• Difficulties incorporating the data into electronic 
medical records

• Lack of clear interpretation of scores, both to 
patients and clinicians

• Achieving stakeholder buy-in
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These challenges also extend to use in healthcare 
performance measuement and associated quality 
improvement/accountability applications, and 
they also may exist in research applications. It is 
important to note that, although listed separately, 
many of these challenges intertwine (e.g., clinician 
buy-in may be compromised if clinic workflow is 
disrupted). Key issues related to these overarching 
challenges are briefly described below. For 
additional context on these challenges, consult the 
recently published “Methods Toolkit” (a collection 
of 14 articles published as a supplement to Medical 
Care) that provides methods and examples for 
interpreting and acting on PRO scores.5

Data Collection Burden
The burden of data collection challenges both the 
person providing the data and the clinician using 
the data.14 Perhaps most importantly, patients 
perceive PROMs as burdensome if they do not 
see the content as important or meaningful 
(e.g., to their treatment or well-being). Burden 
from the perspective of the patient includes 
the time it takes to complete the instrument 
(lengthy instruments typically are viewed as 
more burdensome than shorter instruments). 
Patient burden may also be related to other 
factors associated with the instrument (e.g., 
literacy or functional limitations that make it 
difficult to complete). Patients also view PROMs 
as burdensome if the PROM includes questions 
that patients perceive as intrusive. Patients also 
are burdened if they are being asked to respond 
to many different PROMs or to the same PROM 
many times, or if the PROM seems redundant 
to other components of the clinical workflow. 
Finally, patients believe PRO data collection is 
burdensome if they do not receive value from the 
score obtained from the PROM (e.g., if they are not 
given the data or are given data that that they do 
not understand or find helpful).

Burden from the perspective of clinicians often 
relates to perceived extra work (by themselves or 
their staff) in administering PROMs and reviewing/
interpreting results, as well as when PRO data 

collection impacts their workflow. Burden for 
clinicians also can accrue if PRO data are stored 
in such a way that interactions with additional 
electronic systems (e.g., with different browsers, 
passwords, etc.) are required.6

Workflow Challenges
Workflow considerations include when, where, 
and how the PRO data collection will occur (e.g., 
home vs. clinic; how to schedule data collection 
within the context of the clinical interaction; and 
how PRO data are delivered to clinicians in a 
way that facilitates review and use).16 Workflow 
considerations also include when and how scores 
are presented to and interpreted by clinicians, 
and when and how they are presented to and 
discussed with patients. Specific workflow 
challenges include PRO data collection activities 
that actually delay or disrupt care delivery, 
require additional interventions (e.g., a follow-up 
telephone call or e-mail), take too much time, or 
otherwise distract clinicians from more immediate 
clinical issues. Some of these challenges can be 
ameliorated if PRO data collection is integrated 
into EHRs. Yet such integration has its own set of 
challenges, as discussed below.

Integration into EHRs
Pulling from the recently published User’s Guide 
to Integrating Patient-Reported Outcomes in 
Electronic Health Records,17, 18 challenges related to 
integration of PROMs in EHRs can be categorized 
in terms of planning, selection, and engagement. 
Some of the key considerations identified within 
each of these categories are listed below; note 
that each consideration has its own set of 
advantages and disadvantages.

Planning

• Determining the extent of integration. Options 
range from full integration, where PRO data are 
collected and reported entirely within the EHR 
system, to minimal integration, where data are 
manually entered or scanned.

• Governance. Systems of governance can be 
distributed (i.e., left to individual clinicians 
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or departments, centralized (i.e., have 
organizational oversight), or a hybrid of the 
two. Other issues related to governance include 
who—besides core clinicians, IT personnel, 
and practice managers—should be involved. 
Options include using existing governance 
bodies, adding patient representatives or 
advocates, or expanding to an even larger 
group of stakeholders beyond patients.

• Ethical and legal issues. This includes decisions 
about the types of consent or disclosure 
needed for integrating PRO data into the EHR 
and decisions about types of consent needed 
to share/use PRO data. There are also issues 
related to provider obligations to act on data 
revealed through PRO data collection (e.g., 
suicidal ideation) and potential for liability.

• Pooling data from multiple EHRs. This includes 
decisions related to the type of software 
architecture used (i.e., centralized versus 
distributed data warehouse) and the data 
model, shared terminology, and metadata 
used/collected when sharing data.

Selection
In the context of integration into EHRs, the issues 
around selection pertain to how EHRs can help 
support the implementation of PROMs. Some key 
issues include:

• Deciding which patients should be included in 
data collection efforts, and if/how EHRs can 
support identification of these patients

• Deciding on which PROs should be measured 
and which PROMs will be used, and if/how 
EHRs can be used to tailor the “fielding” of 
PROMs to patient subgroups

Engagement

• Administration of PROMs. This topic includes 
the frequency and timing of PRO data 
collection, if/how much the EHR should serve 
as the “coordinator” for administering PROMs, 
whether quality or error checks should be 
built in, whether data from various modes of 

administration (e.g., in-office, smartphones) 
should be combined, what types of metadata 
should be collected, and how the EHR monitors 
and/or reports response rates.

• Issues related to how data will be displayed 
and accessed. This includes questions of 
the target audience (e.g., the clinician, the 
patient, or others), the presentation format 
(e.g., numbers vs. charts or graphs), the types 
of scores presented (e.g., trends over time, 
cross-sectional results, or change scores), the 
aggregation level (individual patient scores 
versus scores aggregated across specific 
patient groups), and complexity of display (e.g., 
simple versus drill-down features).

• Subsequent actions after PRO data collection. 
This involves questions of whether clinicians 
should be required to review/accept the 
data, if/how providers should receive alerts 
about newly collected data, which providers 
should receive those alerts, and whether PRO 
data should be used to drive clinical decision 
support. Regarding the latter, there are trade-
offs between use of PRO data and potential for 
alert fatigue.

• Training and engagement for both patients 
and providers. Regarding patients, this involves 
questions of who/what should inform the 
patient of the PRO data collection request, how 
the value of PRO data collection is conveyed 
to patients, and how to incentivize patients to 
provide PRO data. Regarding providers, this 
involves how to motivate use of PROs and the 
types of training needed to interpret scores 
and use the results.

Other issues and challenges19 related to integration 
of EHRs include:

• Ability of the EHR system to accurately score 
the PROM (e.g., by appropriately handling 
missing data)

• Ability of the EHR system to combine PRO 
data with other data stored in EHRs
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• Ability to pool or share data from different EHR 
systems across settings or institutions

Note that many of the above issues and challenges 
apply even if PROMs are implemented outside of 
EHRs.

Issues with Interpretability of Scores
For effective use of PRO data in care planning 
and management, understandable results must be 
provided to clinicians in a timely manner. In this 
instance, understandable includes knowing how 
the results reflect clinical meaning. Scores also 
should be interpretable by patients. This includes 
having access to the score itself (or to changes in 
scores), as well as the meaning of the score (e.g., 
higher is better), and the clinical import of the 
score (e.g., high level of disability).16 Challenges 
for clinicians include having access to both the 
meaning of the scores and their clinical import, 
having reference scores available for comparison 
(if deemed appropriate or useful), knowing how 
scores have changed over time, and having the 
ability to format results in a useful way (e.g., 
graphical and/or tabular). Training of clinicians 
and their staff may be needed to ensure they 
understand the meanings of PROM scores and 
can respond appropriately. The extent to which 
PROM scores are interpretable directly relates 
to the concepts of person-centeredness and 
meaningfulness that were discussed earlier.

Stakeholder Buy-In
Any or all of the above challenges can affect the 
overarching challenge of stakeholder buy-in. But 
stakeholder buy-in also includes what can be 
considered “attitudinal” challenges, in the parlance 
of Valderas, et al.20 For example, clinicians may 
not accept PROs for use in clinical work if they 
believe that the PROs reveal issues that cause 
unwarranted concern, issues that the clinician 
cannot control or influence, or that otherwise 
interfere with patient-clinician communication. 
Another attitudinal challenge identified by the TEP 
is that clinicians often have long-held patterns of 

providing care that may need to change if PROMs 
are implemented. Other concerns center on the 
validity of PROMs and perceived lack of evidence 
linking use of PRO data to improvements in 
patient care and patient outcomes.21

Other challenges that can be seen as impacting 
stakeholder buy-in include lack of a business case 
to collect PRO data or other issues related to 
costs or lack of reimbursement,22, 23 heterogenous 
patient populations (e.g., in primary care), which 
makes it difficult to select which PROMs should be 
implemented, and a recognized need for training 
of clinicians on how to use PRO data for care 
management and to promote shared decision 
making.24

From the patient perspective, buy-in may 
diminish if patients do not consider the PRO to be 
important or relevant to their treatment or well-
being,23 if they believe the data may be used in 
a threatening way (e.g., outside of direct clinical 
care), if they believe the results are not being used 
to further their care, or if they do not actually get 
to see the results.

PROMs Relevant to Burns,  
Trauma, Joint Replacement,  
and Heart Failure
NQF staff identified a total of 69 PROMs relevant 
to burns, trauma, joint replacement, and heart 
failure (see Appendix C and Table 4). PROMs 
related to burns made up a substantial proportion 
of the identified instruments. Staff also identified 
38 additional PROMs that could be relevant for 
patients with these conditions. As noted earlier, 
the TEP will apply its recommendations for PRO 
selection and implementation to these use case 
conditions. As shown in Table 4, many of the 
identified PROMs include more than one PRO 
domain.
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TABLE 4. NUMBER OF PROMS IDENTIFIED IN THE SCAN, ACCORDING TO CONDITION AND PRO DOMAIN

Domains Included in PROM Total (n=107)

HRQoL/
Functional Status

Symptoms/
Symptom Burden

Experience  
with Care

Health 
Behaviors

Burns 34 4 0 4 37

Trauma 4 10 1 3 11

Heart Failure 2 4 2 0 6

Joint Replacement 11 12 3 2 15

Other 24 6 14 1 38

PRO-PMs Relevant to Burns, 
Trauma, Joint Replacement,  
and Heart Failure
NQF staff identified a total of 16 PRO-PMs relevant 
to joint replacement, as well as 11 other PRO-PMs 

that could be relevant for patients with the 
conditions selected for the use case exercise (see 
Appendix D). We did not identify any PRO-PMs 
related to burns, trauma, or heart failure. Of the 
16 PRO-PMs relevant to joint replacement, 10 are 
endorsed by NQF.

NEXT STEPS

The TEP will use the results of the environmental 
scan to spur discussion and identification of 
consensus recommendations for addressing 
challenges in PRO selection and data collection 
and ensuring PRO data quality. The TEP also will 
use the results of the scan when applying these 
recommendations to use cases related to burns/
trauma, heart failure, and joint replacement.
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APPENDIX B: 
Environmental Scan Methodology

The overarching goal of the environmental scan 
was to identify current practices in selecting PROs 
and collecting PRO data and to identify PROMs 
and PRO-PMs relevant to use cases considered in 
the project. The specific objectives were to:

• Identify current approaches to PRO/PROM 
selection and implementation

• Identify challenges associated with the 
selection and implementation of PROs

• Document how the various approaches to 
selection and implementation affect the quality 
of PRO data

• Identify PROs and PROMs relevant to burns/
trauma, heart failure, and joint replacement

• Identify performance measures and measure 
concepts relevant to burns/trauma, heart 
failure, and joint replacement

Several research questions helped guide the scan. 
These included:

• How can one identify which PROs would be 
most valuable for care planning?

• How do clinicians (or other stakeholders) 
accurately interpret PRO data? More 
specifically, how can one determine whether a 
PROM is sensitive enough to detect clinically 
meaningful changes, and how can one 
determine whether changes in PRO scores 
reflect clinically meaningful change?

• How can one obtain stakeholder buy-in for 
PRO data collection?

• How can users incorporate PRO data collection 
into clinician workflow?

• How can respondent burden be measured and 
addressed?

• How can implementers increase response rates 
and maintain high response rates over time?

To characterize approaches and challenges 
associated with selecting and implementing 
PROs and PROMs, NQF relied on PubMed, 
Google Scholar, and a university library database 
to identify an initial set of peer-reviewed 
articles. NQF searched these databases using 
combinations and variations of the example search 
terms shown in Table B1.
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TABLE B1. LITERATURE SEARCH PARAMETERS

Included Excluded

• Published on or after January 1, 2005 AND

• Contains the strings: “patient-reported outcomes” AND (“care 
planning” OR “clinical practice” OR “selection” OR “clinical 
decision making”) AND (“challenges” OR “barriers”)

• Contains the strings: “patient-reported outcomes” AND (“care 
planning” OR “clinical practice” OR “selection” OR “clinical 
decision making”) AND (“best practices” OR “solutions”)

• Contains the strings: “patient-reported outcomes” AND 
(“meaningful” OR “minimal important differences” OR “clinical 
significance”) AND (“challenges” OR “barriers”)

• Contains the strings: “patient-reported outcomes” AND 
(“meaningful” OR “minimal important differences” OR “clinical 
significance”) AND (“best practices” OR “solutions”)

• Contains the string “patient-reported outcomes” OR “patient-
centered” OR “patient experience” AND (burden OR buy-in OR 
workflow OR nonresponse)

• The above terms, along with the terms “burns” OR “trauma” OR 
“joint replacement” OR “heart failure”

• Relevant MeSH terms: Patient Reported Outcome Measures; 
Patient Care Management; Patient Health Questionnaire; Self 
Report; Arthroplasty, replacement; Burn; Wounds and injuries; 
Heart Failure

• For the initial literature searches, we 
excluded articles published before 2005. 
However, some legacy articles that 
describe attributes of PROMs included 
in the scan that were published prior to 
2005 and are included.

• Not available in English

NQF identified grey literature and other published 
literature through internet searches of relevant 
organizations/efforts. These included:

• Patient-Centered Outcomes Research Institute 
(PCORI): https://www.pcori.org/

• Patient-Reported Outcomes Measurement 
Group: https://phi.uhce.ox.ac.uk/about.php

• HealthMeasures: http://www.healthmeasures.
net/index.php

• International Society for Quality of Life 
Research (ISOQOL): https://www.isoqol.org/

NQF identified additional resources via backwards 
reference searching of pertinent articles or reports. 
In addition, TEP members identified additional 
articles, reports, and websites.

To identify relevant PROMs (i.e., those applicable 
to burns, trauma, heart failure, and joint 
replacement), NQF staff searched the Patient-
Reported Outcomes Measurement Information 

System (PROMIS) tools, tools from the 
International Consortium for Health Outcomes 
Measurement (ICHOM), and those identified 
as Qualified Clinical Outcome Assessments by 
the FDA. Staff also identified instruments and 
associated literature via the PsycTESTS database 
accessed via a university library.

To identify relevant PRO-PMs (i.e., those 
applicable to burns, trauma, heart failure, and joint 
replacement), NQF staff queried NQF’s Quality 
Positioning System (NQF’s repository of endorsed 
measures), CMS’s Measures Inventory Tool, and 
CMS’s QPP Resource Library.

The senior director for the project identified the 
search terms and parameters used for the scan. 
Three staff members shared responsibility for 
conducting the searches for published articles, 
grey literature, PROMs, and PRO-PMs. However, 
the senior director selected resources ultimately 
cited in this scan.

https://www.pcori.org/
https://phi.uhce.ox.ac.uk/about.php
http://www.healthmeasures.net/index.php
http://www.healthmeasures.net/index.php
https://www.isoqol.org/
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APPENDIX C: 
PROMs Relevant to Burns, Trauma, Joint Replacement, and Heart Failure

Burns

PROM Name Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

Adult Burn 
Outcome 
Questionnaire 
(ABOQ)1

The ABOQ was derived from the YABOQ. Individuals age 18 
years and older

14 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

American Burn 
Association/
Shriners Hospitals 
for Children 
Burn Outcomes 
Questionnaires2

The burn outcomes scale assess function 
in patients with burns.

Deltroy et al., 2000.

Children 5-18 years 
old

38 HRQoL/
Functional 
Status

American Burn 
Association/
Shriners Hospitals 
for Children 
Burn Outcomes 
Questionnaires for 
Children age 11 – 18 
years old2

The burn outcomes scale assess function 
in patients with burns.

Deltroy et al., 2000.

Children age 11-18 
years old

Not specified HRQoL/
Functional 
Status

American Burn 
Association/
Shriners Hospitals 
for Children 
Burn Outcomes 
Questionnaires 
for Infants and 
Children2

The burn outcomes scale assess function 
in patients with burns.

Deltroy et al., 2000.

Infants and children 
younger than 5 years 
old

55 HRQoL/
Functional 
Status

Beck Depression 
Inventory II3

The BDI-II is a self-report inventory 
measuring the severity of depression in 
adolescents and adults.

Beck et al., 1996.

Not specified 21 HRQoL/
Functional 
Status

Birleson Depression 
Scale4

The Birleson Depression Scale is a 
depression self-rating scale for children.

Birleson, 1981.

Youth age 8-14 years 
old

18 HRQoL/
Functional 
Status

Body Esteem Scale 
for Adolescents and 
Adults5

The Body Esteem Scale is a self-evaluation 
of one’s body and appearance.

Mendelson et al., 2001.

Persons age 12 years 
or older

23 HRQoL/
Functional 
Status
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PROM Name Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

Brisbane Burn Scar 
Impact Profile 
(BBSIP)6

The BBSIP was developed as a patient-
report measure of health-related quality 
of life. The measure consists of 66 items 
across the following dimensions: overall 
impact of burn scars, itch, pain, and 
other sensations, impact of sensations 
(including itch, pain, discomfort, and other 
sensations), work and daily activities, 
relationships and social interaction, 
appearance, emotional reactions, and 
physical symptoms.

Tyack et al., 2013.

Adults 18 years and 
older

66 HRQoL/
Functional 
Status

Burns Anxiety 
Inventory (Burns 
AI)7

The Burns AI is a self-report scale that 
measures anxious feelings, anxious 
thoughts, and somatic symptoms of 
anxiety.

Burns, 1989.

Adults 18 years and 
older

33 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

Burn Specific Pain 
Anxiety Scale8

The 9-item Burn Specific Pain Anxiety 
Scale measures anxiety related to painful 
procedures in burn patients.

Echavarria-Guanilo et al., 2011.

Not specified 9 HRQoL/
Functional 
Status

Children’s Attitude 
Towards Their 
Illness Scale9

A measure of illness attitudes within 
pediatric chronic illness. Informs 
recommendations for its use.

Austin and Huberty, 1993.

Youth age 8-12 years 
old

13 HRQoL/
Functional 
Status

Health 
Behavior

Coping with Burns 
Questionnaire 
(CBQ)10

The CBQ was developed to assess coping 
following burn injury.

Willbrand et al., 2001.

Adults 18 years and 
older

33 Symptoms/
Symptom 
Burden

Death Anxiety 
Questionnaire11

The Death Anxiety Questionnaire 
measures individual differences in and 
perceptions of death anxiety.

Conte et al., 1982.

Not specified 17 HRQoL/
Functional 
Status

Fear-Avoidance 
Beliefs 
Questionnaire 
(FABQ)12

The FABQ focuses specifically on how 
a patient’s fear-avoidance beliefs about 
physical activity and work may affect 
and contribute to their pain and resulting 
disability.

Adults 18 years and 
older

96 HRQoL/
Functional 
Status

Harter’s Self-
Perception Profile 
for Adolescents13

A self-report magnitude estimation scale 
that measures a school-age child’s sense 
of general self-worth and self-competence 
in the domain of academic skills. There is 
no overall self-perception score.

Harter, 1988.

Adolescents age 
13-18 years old

45 HRQoL/
Functional 
Status
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PROM Name Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

Harter’s Social 
Support Scale for 
Children13

Designed to assess and understand the 
social support or approval from four 
sources including parents, teachers, close 
friends, and classmates.

Harter, 1985.

Youth age 8-18 years 
old

24 HRQoL/
Functional 
Status

The Impact of 
Events Scale14

The Impact of Events Scale is a short set 
of questions that can measure the amount 
of distress one associates with a specific 
event.

Horowitz et al., 1979.

Not specified 22 HRQoL/
Functional 
Status

Junior Eysenck 
Personality 
Questionnaire15

The JEPQ measures personality traits, 
usually called temperament, in four scales.

Eysenck and Eysenck, 1973.

Not specified 81 HRQoL/
Functional 
Status

Life Impact Burn 
Recovery Evaluation 
Profile (LIBRE)16

The LIBRE is a computerized adaptive 
test developed for a U.S.-based study 
examining the impact burn injuries have on 
social participation.

Kazis et al., 2017.

Not specified 126 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

Multidimensional 
Anxiety Scale for 
Children17

A comprehensive multirater assessment 
of anxiety dimensions in children and 
adolescents. It distinguishes between 
important anxiety symptoms and 
dimensions that broadband measures do 
not capture.

March, 1997.

Youth age 8-19 years 
old

39 HRQoL/
Functional 
Status

Pediatric Quality of 
Life Inventory18

A brief measure of health-related QoL in 
children and young people. The measure 
can be completed by the parents (the 
Proxy Report) as well as children and 
young people (the Self-Report).

Varni et al., 1999.

Not specified 23 HRQoL/
Functional 
Status

Perceived 
Stigmatization 
Questionnaire 
(PSQ)19

The PSQ is used to assess the perception 
of stigmatizing behavior among burn 
survivors. The questionnaire categorizes 
three types of stigmatizing behaviors: 
absence of friendly behavior, confused and 
staring behavior, and hostile behavior.

Not specified 21 HRQoL/
Functional 
Status

Piers-Harris Self-
Concept Scale v220

This scale provides an overall view 
of an individual’s self-perception and 
helps identify children, adolescents, and 
teenagers who may require further testing 
and possible treatment.

Piers et al., 2002.

Not specified 60 HRQoL/
Functional 
Status

Health 
Behavior
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PROM Name Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

Psychosocial 
Adjustment to 
Burn Questionnaire 
(PABQ)21

The Psychosocial Adjustment to Burn 
Questionnaire assesses emotional and 
behavioral symptoms specific to children 
who have suffered a burn injury that 
required medical attention.

Pelley et al., 2013.

Children age 0-5 35 HRQoL/
Functional 
Status

Resiliency Scales 
for Children and 
Adolescents22

The RSCA are three scales for assessing 
the relative strength of three aspect of 
personal resiliency as a profile in children 
and adolescents.

Prince-Embury, 2007.

Youth age 9 – 18 
years old

64 HRQoL/
Functional 
Status

The Revised 
Children’s Manifest 
Anxiety Scale23

This is a brief, simple yes-or-no response 
format, an elementary reading level, 
and content-based item clusters help to 
pinpoint children’s problems and to focus 
intervention.

Reynolds et al., 1981.

Not specified 49 Health 
Behavior

Rosenberg Self-
Esteem Scale 
(RSES)24

A self-esteem measure used in social-
science research, using a scale of 0-30. 
Rosenberg, 1979.

Patients 13 years and 
older

10 HRQoL/
Functional 
Status

Satisfaction with 
Appearance Scale 
(SWAP)25

The SWAP assesses both the subjective 
appraisal and social-behavioral 
components of body image among burn 
survivors.

Lawrence et al., 1998.

Not specified 14 HRQoL/
Functional 
Status

Self-Perception 
Profile for Children26

A self-report estimation scale that 
measures a child’s sense of self-worth 
and self-competence in the domain of 
academic skills.

Harter, 1995.

Children ages 8-15 
years old

Adolescents ages 
13-18 years old

36 HRQoL/
Functional 
Status

Short form of the 
Manifest Anxiety 
Scale27

A measure of manifest or general anxiety.

Bendig, 1956.

Not specified 20 HRQoL/
Functional 
Status

Social Skills Rating 
System28

The Social Skills Rating System allows 
you to obtain a more complete picture of 
social behaviors from teachers, parents, 
and even students themselves.

Gresham and Elliot, 1990.

Pre-school, 
elementary, and 
secondary students

34 HRQoL/
Functional 
Status

Social Worries 
Questionnaire29

A brief parent-report measure of social 
anxiety on children 8-17 years old.

Spence, 1995.

Children age 8-17 
years

13 HRQoL/
Functional 
Status
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PROM Name Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

Strengths and 
Difficulties 
Questionnaire30

The Strengths and Difficulties 
Questionnaire (SDQ) is a brief behavioral 
screening questionnaire about 3- to 
16-year-olds. It exists in several versions to 
meet the needs of researchers, clinicians 
and educationalists.

Goodman et al., 2001.

Adolescents age 3-16 
years old

25 HRQoL/
Functional 
Status

Young Adult 
Burn Outcome 
Questionnaire 
(YABOQ)31

The YABOQ is used as a burn-specific 
metric to understand health needs and 
outcomes of burn patients.

Individuals age 19-30 
years old

Not specified HRQoL/
Functional 
Status

Youth Experience 
Survey 2.032

Surveys high-school aged adolescents 
about their developmental experiences in 
an extracurricular activity or community-
based program.

Hansen and Larson, 2005.

High-school aged 
adolescents

66 HRQoL/
Functional 
Status

Youth Quality of 
Life Instruments33

This instrument measures QoL in youth 
with and without chronic conditions and 
disabilities.

Topolski et al., 2002.

Youth ages 12-18 
years old

41 HRQoL/
Functional 
Status

Youth Self Report34 Assesses behavioral competency and 
behavioral problems. Parallels the Child 
Behavior Checklist.

Achenbach and Rescoria, 2001.

Youth ages 11-17 
years old

112 Health 
Behavior

Heart Failure

Title Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

9-Item European 
Heart Failure Self-
Care (EHFScB-9)35

The 9-item European Heart Failure 
Self-Care Behavior Scale (EHFScB-9) 
is a revision of the 12-item European 
Heart Failure Self-care Behaviour Scale 
(EHFScBS; Jaarsmaet al., 2003), a brief, 
reliable, and valid measure of effective 
self-management for chronic heart failure.

Jaarsma et al., 2009

Adults age 18 years 
and older

9 Experience 
with Care

Chronic 
Heart Failure 
Questionnaire36

Designed to assess longitudinal change 
over time of patients with chronic heart 
disease or heart failure.

Adults, age not 
specified

20 Symptoms/
Symptom 
Burden
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Title Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

Chronic Heart 
Failure Assessment 
Tool (CHAT)37

A patient-centered measure comprising 
important dimensions of health-related 
quality of life (HRQL) as identified by 
patients with chronic heart failure (CHF)

Dunderdale, Karen et al., 2008

Adults, age not 
specified

30 HRQoL/
Functional 
Status

Kansas City 
Cardiomyopathy 
Questionnaire 
(KCCQ)38

An instrument that measures patient-
reported symptoms, function and quality 
of life for patients with heart failure.

Patients with 
symptomatic heart 
failure

23 HRQoL/
Functional 
Status

Experience 
with Care

Symptoms/
Symptom 
Burden

KCCQ-1239 A self-administered health status tool for 
patients with heart failure. This is the short 
version of the KCCQ and includes domains 
of symptom frequency, physical limitation, 
social functioning, and quality of life.

Patients with 
symptomatic heart 
failure

12 Symptoms/
Symptom 
Burden

Minnesota Living 
with Heart Failure 
Questionnaire 
(MLHFQ)40

The MLHFQ is a reliable and valid patient-
oriented measure of the adverse effects of 
heart failure on a patient’s life.

Adults 18 years and 
older with heart 
failure

21 Symptoms/
Symptom 
Burden

Joint Replacement

Title Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

Experience of 
Hip Arthroplasty 
Questionnaire41

The purpose is to assess patients’ 
evaluation of care and recovery after hip 
arthroplasty.

Salmon, Peter, 2013.

Adults, age not 
specified

5 Symptoms/
Symptom 
Burden

Forgotten Joint 
Score42

Designed to measure the ability of the 
patient to “forget” about their problematic 
joint after treatment.

Behrend, et al., 2012

Adults, age not 
specified

12 Health 
behaviors
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Title Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

Hip disability and 
Osteoarthritis 
Outcome Score 
(HOOS)43

HOOS was developed as an instrument 
to assess the patients’ opinion about 
their hip and associated problems. It is 
intended to be used for hip disability with 
or without osteoarthritis. It is meant to 
be used over both short and long-time 
intervals to assess changes from week to 
week induced by treatment or over years 
due to the primary injury or posttraumatic 
osteoarthritis.

Lyman, 2003

Not specified 40 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

HOOS-1244 HOOS-12 is a measure derived from the 
original HOOS.

Roos, et al., 2003.

Not specified 12 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

HOOS-JR45 The HOOS-JR is a joint replacement short 
form derived from the HOOS.

Adults age 18 years 
and older

7 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

Injustice 
Experiences 
Questionnaire—
Revised46

Measures individuals’ appraisals of 
their illness in terms of the severity and 
irreparability of losses, unfairness, and 
blame.

Yakabov et al., 2014

Adults, age not 
specified

12 HRQoL/
Functional 
status

Symptoms 
and symptom 
burden

Experience 
with Care

Knee Injury and 
Osteoarthritis 
Outcome Score 
(KOOS)47

A knee-specific instrument developed 
to assess the patients’ opinion about 
their knee and associated problems. It 
evaluates both short-term and long-term 
consequences of knee injury.

Roos, et al., 1990

Patients 13 – 79 years 
old

42 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

KOOS-1247 KOOS-12 is a measure derived from the 
original KOOS. It contains 4 KOOS Pain 
items, 4 KOOS Function items, and 4 
KOOS QoL items.

Not specified 12 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden
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Title Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

KOOS-Child47 KOOS-Child was developed as an 
instrument to assess the patient’s opinion 
about their knee and associated problems.

Adolescents 7 – 16 
years old

39 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

KOOS-JR47 The KOOS-JR is a joint replacement short 
form derived from the KOOS.

Adults age 18 years 
and older

6 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

Oxford Hip Score 
(OHS)48

A joint-specific, patient-reported outcome 
measure tool designed to assess function 
and pain, and disability in patients 
undergoing total hip replacement (THR).

Judge, et al., 1996.

Not specified 12 HRQoL/
Functional 
Status

Oxford Knee Score 
(OKS)49

Specifically designed and developed to 
assess function and pain after total knee 
replacement surgery.

Judge et al, 1996.

Adults, age not 
specified

12 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

Stanford Health 
Assessment 
Questionnaire50

Self-administered and used to assess 
clinical status, evaluate effectiveness in 
clinical and observational trials, and to 
define health outcomes.

J. Dawson et al., 1980

Adults and children, 
age not specified

20 Symptoms/
Symptom 
Burden

Experience 
with Care

Health 
Behaviors

Surgical Patient 
Education 
Interview51

Explores patients’ experiences from an 
education program ahead of orthopedic 
surgery.

Conradsen et al., 2016

Adults, age not 
specified

46 Experience 
with Care

Western Ontario 
and McMaster 
Universities 
Osteoarthritis Index 
(WOMAC)52

A widely used proprietary set of 
standardized questionnaires used by 
health professionals to evaluate the 
condition of patients with osteoarthritis of 
the knee and hip, including pain, stiffness, 
and physical functioning of the joints.

Adults 24 HRQoL/
Functional 
Status

Symptoms 
and Symptom 
Burden
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Trauma

Title Description Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

Adverse Childhood 
Experiences Scale53

The Adverse Childhood Experiences Scale 
measures adverse childhood experiences 
related to death, trauma, and abuse.

Skarupski et al., 2016

Adults 18 years and 
older

21 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

Acute Stress 
Disorder Scale54

The purpose of the Acute Stress Disorder 
Scale is to index acute stress disorder 
and predict posttraumatic stress disorder. 
The ASDS is a 19-item inventory that is 
based on Diagnostic and Statistical Manual 
of Mental Disorders (4th ed.; DSM-IV, 
American Psychiatric Association, 1994) 
criteria.

Bryant et al., 2000

Adults age 18 and 
older

19 Symptoms/
Symptom 
Burden

Anaphylactic Shock 
Symptoms and 
Exposure Measure55

The purpose of the Anaphylactic Shock 
Symptoms and Exposure Measure is to 
assess trauma exposure characteristics of 
those with anaphylactic shock experience.

Chung et al., 2011

Adults 18 years and 
older

19 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

Child Stress 
Disorders 
Checklist56

The CSDC was developed to measure 
acute stress disorder and posttraumatic 
stress disorder symptoms in children.

Saxe et al., 2003

Adolescents age 2-18 
years old

36 Symptoms/
Symptom 
Burden

The Child Stress 
Disorders Checklist-
Short Form56

The Child Stress Disorders Checklist--Short 
Form is a shortened form of the Child 
Stress Disorders Checklist and is a user-
friendly scale that measures traumatic 
stress responses in injured children.

Enlow et al., 2010

Children age 6-18 
years old

4 Symptoms/
Symptom 
Burden

Child Trauma 
Screening 
Questionnaire 
(CTSQ)57

This assesses risk of developing 
posttraumatic stress in children, 
particularly following accidental injury.

Childhood (birth-12 
years)

School age (6-12 
years)

Adolescence (13-17 
years)

Adults (18 years and 
older)

10 Symptoms/
Symptom 
Burden
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Title Description Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

Children’s 
Post-Traumatic 
Cognitions 
Inventory—Short 
Form (CPTCI-S)58

The purpose of the Children’s Post-
Traumatic Cognitions Inventory—Short 
Form is to measure maladaptive cognitions 
in children and young people following 
exposure to trauma

McKinnon et al., 2016

Childhood (birth-12 
years)

School age (6-12 
years)

Adolescence (13-17 
years)

10 Symptoms/
Symptom 
Burden

Health 
Behaviors

Coping Self-Efficacy 
Scale-7 (CSE-7)59

The CSE-7 is a shortened version of the 
20-item CSE Scale that was composed 
using only those items that were 
applicable to all types of potentially 
traumatic events.

Enlow et al., 2010

Not specified 27 HRQoL/
Functional 
Status

Experience 
with Care

Danieli Inventory of 
Multigenerational 
Legacies of Trauma: 
Part I: Posttrauma 
Adaptational 
Styles60

The Danieli Inventory of Multigenerational 
Legacies of Trauma: Part I: Posttrauma 
Adaptational Styles is used to measure 
Holocaust survivors’ children’s perceptions 
of their parents’ post trauma adaptational 
styles.

Danieli et al., 2015

Adults 18 years and 
older

60 Symptoms/
Symptom 
Burden

Health 
Behaviors

Danieli Inventory of 
Multigenerational 
Legacies of Trauma, 
Part II: Reparative 
Adaptational 
Impacts60

The purpose of the Danieli Inventory of 
Multigenerational Legacies of Trauma, 
Part II: Reparative Adaptational Impacts 
is to comprehensively assess the range 
of psychological and social impacts 
experienced by adult offspring of 
Holocaust survivors.

Danieli et al., 2015

Adults 18 years and 
older

36 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

Description of 
Event Questionnaire 
(DEQ)61

The purpose of the Description of Event 
Questionnaire is to assess traumatic work-
related situations typically experienced by 
first responders.

Regambal et al., 2015

Not specified 14 Symptoms/
Symptom 
Burden

Health 
Behaviors
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Other Potentially Relevant Instruments

PROM Name Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

Assessment of 
Quality of Life-8D 
(AQoL-8D)62

AQoL instruments measure health-related 
Quality of Life. The four instruments 
differ in sensitivity and length in different 
domains of health.

Not specified 35 HRQoL/
Functional 
Status

Assessment of 
Quality of Life-7D 
(AQoL-7D)62

AQoL instruments measure health-related 
Quality of Life. The four instruments 
differ in sensitivity and length in different 
domains of health.

Not specified 26 HRQoL/
Functional 
Status

Assessment of 
Quality of Life-6D 
(AQoL-6D)62

AQoL instruments measure health-related 
Quality of Life. The four instruments 
differ in sensitivity and length in different 
domains of health.

Not specified 20 HRQoL/
Functional 
Status

Assessment of 
Quality of Life-4D 
(AQoL-4D)62

AQoL instruments measure health-related 
Quality of Life. The four instruments 
differ in sensitivity and length in different 
domains of health.

Not specified 12 HRQoL/
Functional 
Status

Consumer 
Assessment 
of Healthcare 
Providers and 
Systems (CAHPS) 
Health Plan Survey 
5.063

A survey that asks health plan enrollees 
to report about their care and health plan 
experiences as well as the quality of care 
received from physicians.

Adults 18 years and 
older, or parents/
guardians of children 
aged 0-17 years old

39 Experience

CAHPS Child 
Hospital 
(HCAHPS)64

The HCAHPS assesses the experience of 
pediatric patients and their parents or 
guardians with inpatient care.

Individuals 17 years 
or younger

62 Experience

CAHPS Home- and 
Community-Based 
Service Measures 
(HCBS CAHPS)65

The HCBS CAHPS is designed to assess 
the experiences of adult Medicaid 
beneficiaries who receive long-term 
services and support from State HCBS 
programs.

Adults 18 years and 
older, enrolled in 
Medicaid

102 Experience

CAHPS Home 
Healthcare Survey66

A survey that asks patients who receive 
home healthcare services about their 
experience

Not specified 34 Experience

CAHPS Hospice 
Survey67

The survey is intended to measure the 
experiences of hospice patients and their 
primary caregivers.

Not specified 47 Experience

CAHPS Item Set for 
Addressing Health 
Literacy68

The CAHPS Item Set for Addressing Health 
Literacy consists of supplemental items 
designed for use with the CAHPS Clinician 
& Group Surveys to address the following: 
communication with providers, disease 
self-management, communication about 
medicines, communication about tests, 
communication about forms.

Not specified 31 Experience
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PROM Name Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

CAHPS Nursing 
Home Survey: 
Discharged 
Resident 
Instrument69

The CAHPS Nursing Home Survey: 
Discharged Resident Instrument is a 
survey used to gather information on the 
experience of short stay (5 to 100 days) 
residents recently discharged from nursing 
homes.

Not specified 50 Experience

CAHPS Nursing 
Home Survey: 
Family Member 
Instrument69

This survey asks respondents to report 
on their own experiences (not the 
resident’s) with the nursing home and their 
perceptions of the quality of care provided 
to a family member living in a nursing 
home.

Not specified 51 Experience

CAHPS Nursing 
Home Survey: 
Long Stay Resident 
Instrument69

This survey gathers information on the 
experience of long stay (greater than 100 
days) residents currently in nursing homes.

Not specified 45 Experience

Consumer 
Assessment 
of Healthcare 
Providers and 
Systems (CAHPS)® 
Surgical Care 
Survey Version 2.0 
(SCAHPS)70

The SCAHPS asks patients to report on 
surgical care, surgeons, surgical staff, and 
anesthesiologists.

Not specified 47 Experience

Clinician/Group 
CAHPS Cultural 
Competence Item 
Set71

The CAHPS Cultural Competence Item Set 
consists of supplemental items designed 
for use with the CAHPS Clinician & Group 
Surveys.

Not specified 34 Experience

Experience of 
Care and Health 
Outcomes (ECHO) 
Survey72

A survey that asks health plan enrollees 
about their experiences with behavioral 
healthcare and services.

Adults 18 years and 
older

53 Experience

EuroQol-5D 
(EQ-5D)73

A standardized measure of health stats 
developed to provide a generic measure of 
health for clinical and economic appraisal.

Not specified 15 HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

Experience

Health Utilities 
Index (HUI)74

A family of generic health profiles 
and preference-based systems for the 
purpose of measuring health status, 
reporting health-related quality of life, and 
producing utility scores.

Individuals age 5 
years and older

15 (self-
administered)

40 (interviewer 
administered)

HRQoL/
Functional 
Status
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PROM Name Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

National Core 
Indicators Adult 
Family Survey 
(NCI-AFS)75

A quality of life survey for individuals with 
intellectual and developmental disabilities 
and their families about the services they 
get and how they feel about them.

Not specified 79 HRQoL/
Functional 
Status

National Core 
Indicators Family/
Guardian Survey 
(NCI-FGS)76

A quality of life survey for the families 
of individuals with intellectual and 
developmental disabilities.

Not specified 67 HRQoL/
Functional 
Status

National Core 
Indicators – Aging 
and Disabilities 
(NCI-AD)77

A quality of life survey for older adults 
and adults with physical disabilities. 
It measures community participation, 
choice and decision making, relationships, 
satisfaction, service and care coordination, 
etc.

Adults 18 years and 
older

111 HRQoL/
Functional 
Status

Nottingham Health 
Profiles78

A general patient-reported outcome 
measure which seeks to measure 
subjective health status.

Not specified 45 HRQoL/
Functional 
Status

Patient Activation 
Measure79

A measure that assesses an individual’s 
knowledge, skill, and confidence for 
managing one’s health and healthcare.

Adults age 18 years 
or older

10 or 13 Health 
behavior

Pediatric Quality 
of Life (PedsQoL) 
Inventory 4.080

The PedsQL is a modular instrument or 
measuring health-related quality of life in 
children and adolescents.

Children and 
adolescents age 2-18

23 HRQoL/
Functional 
Status

Personal Outcome 
Measures81

Personal Outcome Measures are used to 
understand the presence, importance, 
and achievement of outcomes, involving 
choice, health, safety, social capital, 
relationships, rights, goals, dreams, 
employment, and more.

Not specified 21 HRQoL/
Functional 
Status

PHQ-982 The PHQ-9 is used for screening, 
diagnosing, monitoring, and measuring the 
severity of depression.

Not specified 9 HRQoL/
Functional 
Status

Symptoms

PHQ-283 The PHQ-2 inquires about the frequency of 
depressed mood and anhedonia over the 
past two weeks. It includes the first two 
items of the PHQ-9.

Not specified 2 Symptoms/
Symptom 
Burden

PROMIS 
Depression84

The PROMIS Depression assesses self-
reported negative mood, views of self, 
and social cognition, as well as decreased 
positive affect and engagement.

Not specified 20 Symptoms/
Symptom 
Burden
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PROM Name Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

PROMIS Global-1085 A generic health-related quality of 
life survey that measures symptoms, 
functioning, and healthcare-related 
quality of life for a wide variety of chronic 
diseases and conditions.

Not specified 10 HRQoL/
Functional 
Status

PROMIS-2986 A generic health-related quality of life 
survey that assesses each of the 7 PROMIS 
domains (physical function, anxiety, 
depression, fatigue, sleep disturbance, 
ability to participate in social roles and 
activities, pain interference, pain intensity) 
with four questions each.

Not specified 29 HRQoL/
Functional 
Status

PROMIS Physical 
Function (PF) Item 
Bank87

A generic physical function item bank 
that can be used across diseases and 
different levels of ability. It contains four 
domains: instrumental activities of daily 
living (IADL), mobility or lower extremity 
function, back and neck (central) function, 
and upper extremity function.

Not specified 165 items that 
can be used in a 
variety of short 
forms of varying 
lengths and via 
computerized 
adaptive tests 
(CATs)

HRQoL/
Functional 
Status

Symptoms/
Symptom 
Burden

PROMIS Self-
Efficacy Item Bank88

The PROMIS Self-Efficacy item bank 
assesses self-reported current level 
of confidence in managing chronic 
conditions, including confidence in 
managing daily activities, managing 
emotions, managing medication and 
treatments, managing social interactions, 
and managing symptoms.

Adults age 18 years 
and older

147 items that 
are used in a 
variety of short 
forms of varying 
lengths and via 
computerized 
adaptive tests 
(CATs)

HRQoL/
Functional 
Status

Self-Efficacy

Quality of Well-
Being Scale 
(QWBS)89

A general health quality of life 
questionnaire which measures overall 
status and well-being over the previous 
three days in four areas: physical activities, 
social activities, mobility, and symptom/
problem complexes.

Adults age 18 years 
and older

71 HRQoL/
Functional 
Status

SF-6D90 The SF-6D focuses on seven of the eight 
health domains covered by the SF-36: 
physical functioning, role participation, 
social functioning, bodily pain, mental 
health, and vitality.

Not specified 11 HRQoL/
Functional 
Status

SF-1291 A patient-reported survey of patient 
health.

Ostendorf et al.

Not specified 12 HRQoL/
Functional 
Status

SF-3692 SF-36 is a patient-reported survey of 
patient health.

RAND Corporation

Not specified 36 HRQoL/
Functional 
Status
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PROM Name Description, Author, Year Target 
Demographic/Care 
Setting

Number 
of items 
(questions)

PRO Domain

Sickness Impact 
Profile (SIP)93

A behavioral-based measure of health 
status. It assesses quality of life and level 
of dysfunction that results from disability 
or illness.

Not specified 68 HRQoL/
Functional 
Status

Symptoms of Major 
Depressive Disorder 
Scale (SMDDS)94

The SMDDS is a PROM developed to 
capture the core symptoms of major 
depressive disorder that matter most to 
patients.

Adults age 18 years 
and older

16 Symptoms/
Symptom 
Burden

Veterans RAND 12 
(VR-12)95

VR-12 is a patient-reported global health 
measure that is used to assess a patient’s 
overall perspective of their health.

RAND Corporation

Not specified 12 HRQoL/
Functional 
Status

Young Adult 
Health Care Survey 
(YACHS)96

A survey of adolescents that assesses 
how well the healthcare system provides 
adolescents with recommended preventive 
care.

Adolescents 14-18 
years

56 HRQoL/
Functional 
Status

Experience
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APPENDIX D: 
PRO-PMs Relevant for Burns, Trauma, Joint Replacement, and Heart Failure

Burns
No PRO-PMs relevant to burns were identified.

Heart Failure
No PRO-PMs relevant to burns were identified.

Joint Replacement

Measure Title Description Service Setting Level of 
Analysis

NQF # NQF-Endorsed? PRO 
Domain

Functional 
Status Change 
for Patients 
with Knee 
Impairments

A self-report measure of change in 
functional status for patients 14 year+ 
with knee impairments. The change 
in functional status assessed using 
FOTO’s (knee) PROM is adjusted to 
patient characteristics known to be 
associated with functional status 
outcomes (risk adjusted) and used as 
a performance measure at the patient 
level, at the individual clinician, and at 
the clinic level to assess quality.

Outpatient 
Services

Post-Acute Care

Hospital 
Outpatient

Clinician: 
Group/Practice

Clinician: 
Individual

Facility

0422 Endorsed HRQoL/ 
Functional 
Status

Functional 
Status Change 
for Patients 
with Hip 
Impairments

A self-report measure of change 
in functional status for patients 14 
years+ with hip impairments. The 
change in functional status assessed 
using FOTO’s (hip) PROM is adjusted 
to patient characteristics known to 
be associated with functional status 
outcomes (risk adjusted) and used as 
a performance measure at the patient 
level, at the individual clinician, and at 
the clinic level to assess quality.

Outpatient 
Services

Post-Acute Care

Hospital 
Outpatient

Clinician: 
Group/Practice

Clinician: 
Individual

Facility

0423 Endorsed HRQoL/ 
Functional 
Status

Functional 
Status Change 
for Patients 
with Foot 
and Ankle 
Impairments

A self-report measure of change in 
functional status for patients 14 years+ 
with foot and ankle impairments. 
The change in functional status 
assessed using FOTO’s (foot and 
ankle) PROM is adjusted to patient 
characteristics known to be associated 
with functional status outcomes (risk 
adjusted) and used as a performance 
measure at the patient level, at the 
individual clinician, and at the clinic 
level to assess quality.

Outpatient 
Services

Post-Acute Care

Hospital 
Outpatient

Clinician: 
Group/Practice

Clinician: 
Individual

Facility

0424 Endorsed HRQoL/ 
Functional 
Status
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Measure Title Description Service Setting Level of 
Analysis

NQF # NQF-Endorsed? PRO 
Domain

Functional 
Status Change 
for Patients 
with Low Back 
Impairments

This is a patient-reported outcome 
performance measure (PRO-PM) 
consisting of an item response theory-
based patient-reported outcome 
measure (PROM) of risk-adjusted 
change in functional status (FS) for 
patients aged 14 years and older with 
low back impairments. The change 
in FS is assessed using the Low Back 
FS PROM. The measure is adjusted 
to patient characteristics known to 
be associated with FS outcomes (risk 
adjusted) and used as a performance 
measure at the patient, individual 
clinician, and clinic levels to assess 
quality. Scores are reported on a 0 
to 100 continuous scale with higher 
scores indicating better FS. The Low 
Back FS PROM maps to the Mobility 
and Self-care constructs within the 
Activities and Participation domain 
of the International Classification of 
Functioning, Disability and Health.

Home Care

Other

Outpatient 
Services

Post-Acute Care

Clinician: 
Group/Practice

Clinician: 
Individual

Facility

0425 Endorsed HRQoL/ 
Functional 
Status

Functional 
Status Change 
for Patients 
with Shoulder 
impairments

A self-report outcome measure 
of change in functional status for 
patients 14 years+ with shoulder 
impairments. The change in functional 
status assess using FOTO’s (shoulder) 
PROM is adjusted to patient 
characteristics known to be associated 
with functional status outcomes (risk 
adjusted) and used as a performance 
measure at the patient level, at the 
individual clinician, and at the clinic 
level to assess quality.

Home Care

Other

Outpatient 
Services

Post-Acute Care

Clinician: 
Group/Practice

Clinician: 
Individual

Facility

0426 Endorsed HRQoL/ 
Functional 
Status

Experience 
with Care

Functional 
Status Change 
for Patients 
with Elbow, 
Wrist and Hand 
Impairments

A self-report outcome measure of 
functional status for patients 14 years+ 
with elbow, wrist, hand impairments. 
The change in functional status 
assessed using FOTO (elbow, wrist 
and hand) PROM is adjusted to patient 
characteristics known to be associated 
with functional status outcomes (risk 
adjusted) and used as a performance 
measure at the patient level, at the 
individual clinician, and at the clinic 
level to assess quality.

Other

Outpatient 
Services

Post-Acute Care

Facility

Clinician: 
Group/Practice

Clinician: 
Individual

0427 Endorsed HRQoL/ 
Functional 
status

Experience 
with Care
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Measure Title Description Service Setting Level of 
Analysis

NQF # NQF-Endorsed? PRO 
Domain

Functional 
Status Change 
for Patients 
with General 
Orthopedic 
Impairments

A self-report outcome measure 
of functional status for patients 
14 years+ with general orthopedic 
impairments. The change in functional 
status assessed using FOTO (general 
orthopedic) PROM is adjusted to 
patient characteristics known to be 
associated with functional status 
outcomes (risk adjusted) and used as 
a performance measure at the patient 
level, at the individual clinician, and at 
the clinic level by to assess quality.

Other

Outpatient 
Services

Post-Acute Care

Facility

Clinician: 
Group/Practice

Clinician: 
Individual

0428 Endorsed HRQoL/ 
Functional 
Status

Experience 
with Care

Average 
Change in 
Functional 
Status 
Following 
Total Knee 
Replacement 
Surgery

For patients age 18 and older 
undergoing total knee replacement 
surgery, the average change from 
pre-operative functional status to one 
year (nine to fifteen months) post-
operative functional status using the 
Oxford Knee Score (OKS) patient 
reported outcome tool.

Outpatient 
Services

Clinician: 
Group/Practice

2653 Endorsed HRQoL/ 
Functional 
Status

Informed, 
Patient 
Centered (IPC) 
Hip and Knee 
Replacement 
Surgery

Informed, Patient Centered (IPC) Hip 
and Knee Replacement Surgery

Outpatient 
Services

Clinician: 
Group/Practice

2958 Endorsed HRQoL/ 
Functional 
Status

Shared 
Decision-
Making Process

This measure assesses the extent to 
which healthcare providers actually 
involve patients in a decision-making 
process when there is more than 
one reasonable option. This proposal 
is to focus on patients who have 
undergone any one of 7 common, 
important surgical procedures: total 
replacement of the knee or hip, lower 
back surgery for spinal stenosis of 
herniated disc, radical prostatectomy 
for prostate cancer, mastectomy 
for early stage breast cancer or 
percutaneous coronary intervention 
(PCI) for stable angina. Patients 
answer four questions (scored 0 
to 4) about their interactions with 
providers about the decision to have 
the procedure, and the measure of 
the extent to which a provider or 
provider group is practicing shared 
decision making for a particular 
procedure is the average score from 
their responding patients who had the 
procedure.

Outpatient 
Services

Clinician: 
Group/Practice

2962 Endorsed Experience 
with Care
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Measure Title Description Service Setting Level of 
Analysis

NQF # NQF-Endorsed? PRO 
Domain

CollaboRATE 
Shared 
Decision-
Making Score

CollaboRATE is a patient-reported 
measure of shared decision making 
which contains three brief questions 
that patients, their parents, or their 
representatives complete following a 
clinical encounter. The CollaboRATE 
measure provides a performance 
score representing the percentage of 
adults 18 and older who experience a 
high level of shared decision making.

The measure was developed to 
be generic and designed so that it 
could apply to all clinical encounters, 
irrespective of the condition or the 
patient group. The measure asks the 
patient to evaluate the ‘effort made’ 
to inform, to listen to issues that 
matter to the patient, and to include 
those issues in choosing ‘next steps’. 
The items were co-developed with 
patients using cognitive interview 
methods.

Inpatient/Hospital

Outpatient 
Services

Clinician: 
Group/Practice

3227 Endorsed Experience 
with Care

Average 
Change in 
Functional 
Status 
Following 
Total Hip 
Replacement 
Surgery

For patients age 18 and older 
undergoing total hip replacement 
surgery, the average change from 
pre-operative functional status/quality 
of life to one year (nine to fifteen 
months) post-operative functional 
status/quality of life using the PROMIS 
Global-10 and/or HOOS-PS (Short 
Form) patient reported outcome tool.

Outpatient 
Services: Clinician 
Office/Clinic

Clinician: 
Group/Practice

Not Endorsed HRQoL/ 
Functional 
Status

Care Goal 
Achievement 
Following 
Total Hip 
Arthroplasty 
(THA) and/
or Total Knee 
Arthroplasty 
(TKA)

The measure is derived from patient 
responses to a new instrument that 
will be developed related to care 
goal achievement following total hip 
arthroplasty (THA) and/or total knee 
arthroplasty (TKA). The new tool will 
assess the patient’s main goal(s) (e.g., 
expectations) before the surgery (e.g., 
specific to functional status, pain, 
ability to work) and its achievement 
at X time after the surgery (e.g., 3, 6 
and 12 months). We will define and 
develop an achievement score to 
assess if (or the level to which) the 
patient’s goals/expectations were 
addressed. The target population 
is adult patients (age 18 and older) 
who had a THA and/or TKA. The 
numerator, denominator and the 
exclusions criteria need to be 
defined, developed and vetted with 
stakeholders.

Outpatient 
Services: Clinician 
Office/Clinic

Clinician: 
Group/Practice

Not Endorsed HRQoL/ 
Functional 
Status

Experience 
with Care
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Measure Title Description Service Setting Level of 
Analysis

NQF # NQF-Endorsed? PRO 
Domain

Functional 
Status 
Improvement 
for Patients 
Who Received 
a Total Hip 
Replacement

Average change in functional status 
assessment (FSA) score for patients 
age 18 and older who received an 
elective primary total hip arthroplasty 
and completed an FSA within 90 days 
before their surgery and in the 270 to 
365 days after their surgery.

Not available Not available Not Endorsed HRQoL/ 
Functional 
Status

Functional 
Status 
Improvement 
for Patients 
Who Received 
a Total Knee 
Replacement

Average change in functional status 
assessment (FSA) score for patients 
age 18 and older who received 
an elective primary total knee 
arthroplasty and completed an FSA 
within 90 days before their surgery 
and in the 270 to 365 days after their 
surgery.

Not available Not available Not Endorsed HRQoL/ 
Functional 
Status

Functional 
Status 
Outcomes 
for Patients 
Receiving 
Primary 
Total Hip 
Replacements

Average change in functional status 
assessment score for 19 years 
and older with primary total hip 
arthroplasty (THA) in the 180-270 
days after surgery compared to their 
initial score within 90 days prior to 
surgery.

Not available Not available Not Endorsed HRQoL/ 
Functional 
Status

Functional 
Status 
Outcomes 
for Patients 
Receiving 
Primary 
Total Knee 
Replacements

Average change in functional status 
assessment score for 19 years 
and older with primary total knee 
arthroplasty (TKA) in the 180-270 
days after surgery compared to their 
initial score within 90 days prior to 
surgery.

Not available Not available Not Endorsed HRQoL/ 
Functional 
Status

Trauma
No PRO-PMs relevant to trauma were identified.

Other Potentially Relevant PRO-PMs

NQF # Measure Title

0209 Comfortable Dying: Pain Brought to a Comfortable Level Within 48 Hours of Initial Assessment

0228 3-Item Care Transition Measure (CTM-3)

0676 Percent of Residents Who Self-Report Moderate to Severe Pain (Short Stay)

0677 Percent of Residents Who Self-Report Moderate to Severe Pain (Long Stay)

0711 Depression Remission at Six Months

1884 Depression Response at Six Months- Progress Towards Remission

1885 Depression Response at Twelve Months - Progress Towards Remission

2483 Gains in Patient Activation (PAM) Scores at 12 Months

2789 Adolescent Assessment of Preparation for Transition (ADAPT) to Adult-Focused Health Care

3227 CollaboRATE Shared Decision Making Score

0710e Depression Remission at Twelve Months
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