Effective Health Care Program

Research Reports

Number 23

A Framework for Assessing Quality Indicators for
Cancer Care at the End of Life

Hsien Secw, Ph.D

Cloire F. Snyder, Ph.D., M.H.5.
Richard A. Mularski, MD., M.S.H.5
Lisa R, Shugarman, Ph.D

Jean 5. Kutner, M.D., M.5.FH

Korl A, Lorenz, M.D., M.5.H.5
Albert W, Wy, M.D., MPH.
Sydney M. Dy, M.D., M.5c

Research from the Developing Evidence to Inform Decisions about Effectiveness [DEcIDE) Network

AHRY

Agency for Heaslthcare Research and Quality
Advancing Evcallorcs in Hoalh Care » wwweahrg.gav .I“-.|:|r'i| 2010




The DEcIDE (Developing Evidence to Inform Decisions about Effectiveness) network is part of
AHRQ’s Effective Health Care Program. It is a collaborative network of research centers that
support the rapid development of new scientific information and analytic tools. The DEcIDE
network assists health care providers, patients, and policymakers seeking unbiased information
about the outcomes, clinical effectiveness, safety, and appropriateness of health care items and
services, particularly prescription medications and medical devices.

This report is based on research conducted by the Johns Hopkins University DEcIDE
(Developing Evidence to Inform Decisions about Effectiveness) Center under contract to the
Agency for Healthcare Research and Quality (AHRQ), Rockville, MD (Contract No. 290-2005-
00341) with funding from the National Cancer Institute. The AHRQ Task Order Officer for this
project was William Lawrence, M.D., M.S.

The findings and conclusions in this document are those of the authors, who are responsible for
its contents; the findings and conclusions do not necessarily represent the views of AHRQ or the
National Cancer Institute. Therefore, no statement in this report should be construed as an
official position of AHRQ, the National Cancer Institute, or the U.S. Department of Health and
Human Services.

None of the authors has a financial interest in any of the products discussed in this report.

This report has been published in edited form: Seow H, Snyder CF, Mularski RA, et al. A
framework for assessing quality indicators for cancer care at the end of life. J Pain Symptom
Manage 2009 Dec;38(6):903-12.

Suggested citation:

Seow H, Snyder CF, Mularski RA, Shugarman LR, Kutner JS, Lorenz KA, Wu AW, Dy SM. A
framework for assessing quality indicators for cancer care at the end of life. Effective Health
Care Program Research Report No. 23. (Prepared by Johns Hopkins University DEcIDE Center
under Contract No. 290-2005-00341). Rockville, MD: Agency for Healthcare Research and
Quality. April 2010. Available at: http://effectivehealthcare.ahrg.gov/reports/final.cfm.



Effective Health Care Program Research Report Number 23

Contents

L1000 od o] o OSSR
FramMEWOTK OVEIVIEW .....c.eeiiiiiiiiiieiieieie ettt sttt sttt e e b be st st s benbeeneereaneas
POPUIATION OF FOCUS .....couiiiiieciti ittt ettt
Broad QUAality DOMAINS .........ciuiiiiiieii ettt e st e s te et e s e e steesreeneesreenee e
SPECITIC TAIGEE ATBAS. ...ttt bbb bt b e st e et b bbbt et be s
Steps of the Care Process and OULCOMES ..........civeiviiieieeiieeiesteesie st ste e e sreeste e e sreesre e e sraennens
Evaluation Criteria of Quality INAICALOrS..........ccviiiiiiiiee e
APPIYING the FrAMEBWOIK .......eiviiiiiie et te e e s aeeeesneenns
[ 1o U 1] o] o PRSPPSO
(0] T 11 1S] o] o H TSSOSO TP
ACKNOWIEAGMENTS. ... ettt et se et e nb e b e sbe et e eneenes
R EIEIICES ...ttt bbb bbb bbb Rttt e bbbt ene s
I Lo L= T o I o U PRSPPI

Author affiliations:

Hsien Seow, Ph.D.?

Claire F. Snyder, Ph.D., M.H.S.?
Richard A. Mularski, M.D., M.S.H.S.°
Lisa R. Shugarman, Ph.D.°

Jean S. Kutner, M.D., M.S.P.H.%

Karl A. Lorenz, M.D., M.S.H.S.°
Albert W. Wu, M.D., M.P.H.?
Sydney M. Dy, M.D., M.Sc.?

& Johns Hopkins Bloomberg School of Public Health, Baltimore, MD

®The Center for Health Research, Kaiser Permanente Northwest, Portland, OR
‘RAND Corporation, Santa Monica, CA

¢ University of Colorado School of Medicine, Denver, CO

*VA Greater Los Angeles Healthcare System, Los Angeles, CA



Effective Health Care Program Research Report Number 23

Abstract

Patients with advanced cancer often do not receive high-quality pain and symptom management
or support with coordination of care, communication, and decision-making. Implementing
quality indicators which are reflective of the scope of care, feasible to implement, and supported
by evidence might help to identify areas and settings most in need of improvement. However,
recent reviews and policy initiatives identified only a few indicators that met these criteria. In
order to help advance quality indicator development and implementation in this area, we
developed a conceptual framework based on previous related initiatives, updated reviews of end-
of-life cancer quality indicators and relevant data sources, and expert input. The framework
describes five steps for developing and assessing a quality indicator for end-of-life care, defining
the (1) population of focus; (2) broad quality domains; (3) specific target areas; (4) steps of the
care process; and (5) evaluation criteria for quality indicators. The defined population includes
seriously or terminally ill cancer patients, who are unlikely to recover or stabilize, and their
families. Domains include the structure and processes of care; physical, psychiatric,
psychosocial, spiritual, and cultural aspects of care; as well as the care of the imminently dying,
ethical legal issues, and the delivery of care. Evaluation criteria include importance; scientific
acceptability, including validity, evidence to improve outcomes, reliability, responsiveness, and
variability; usability; and feasibility, including ready data sources. By using this conceptual
framework, indicator developers, researchers, and policymakers can refine and implement
indicator sets to effectively evaluate and improve care at the end of life.
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Introduction

The lack of readily available data on quality of care for patients with advanced cancer has
been a major barrier to improving palliative and end-of-life care, which is care focusing on
quality of life, communication, and decision-making for patients with advanced disease.'? Such
data requires common usage of quality indicators or quality measures. A quality indicator or
quality measure is an agreed-upon process or outcome measure that is used to assess quality of
care,® specified with a numerator and denominator to indicate the intended population,
recommended care, and exclusions. Quality indicators can be classified as pertaining to structure
(the environment in which health care is provided), process (the method by which health care is
provided), and outcome (the consequences of health care).* Measuring and improving the quality
of cancer end-of-life care requires quality indicators that are reflective of the domains of quality
cancer care, feasible to implement, and supported by experts and research evidence. Indicators
should also be responsive to outcomes and link to valued health outcomes for patients and
families.

Due to the growing need to address deficits in palliative and end-of-life care for cancer
patients, the National Cancer Institute and other Federal agencies initiated the Cancer Care
Quality Measurement Project (CANQUAL). CANQUAL reviewed existing quality standards for
cancer symptom management and advance care planning through a National Quality Forum
(NQF) call for measures and an accompanying systematic review.>® This process, however,
identified only a handful of indicators with sufficient scientific evidence or field testing in cancer
populations to meet NQF criteria. The NQF process highlighted challenges in developing and
implementing indicators specific to end-of-life care.® Although recent initiatives such as the
National Consensus Project (NCP)’ and NQF Palliative Care Framework® have defined clinical
domains for palliative care, these domains must be translated into measurable aspects of quality
in end-of-life care and the dying experience. Unlike in some clinical areas (e.g. cardiovascular
care), there are few randomized trials to support quality indicators for end-of-life care, and
quality measurement often depends on care that may be poorly documented (e.g. the hospice
medical record). Indicators in end-of-life care may thus need to rely more on expert opinion and
may need more evaluation for reliability in measurement and validity for quality improvement
compared to quality indicators in other clinical areas. Defining the population or denominator to
which indicators apply may also be problematic in end-of-life care. All the indicators approved
by the NQF defined the denominator retrospectively from the time of death, making it difficult to
translate into information that can prospectively guide quality improvement. Independent
initiatives to develop quality indicators relevant to particular care settings (e.g. outpatient
oncology, hospice) have not been well-coordinated, making combining or comparing results
across settings difficult. Given these challenges, a framework conceptualizing quality end-of-life
cancer care and informing the development and evaluation of quality indicators could advance
the field of cancer quality measurement and improvement.

The National Cancer Institute and the Agency for Healthcare Research and Quality
requested a process to develop such a framework. To develop the framework, we built on the
previous initiatives described above, updated reviews of existing indicators®® and data
sources,* and obtained input from experts through a national symposium. This paper presents a
broad framework for assessing quality indicators for end-of-life care in cancer patients. The
framework is intended for use by indicator developers, researchers, policymakers, and quality
measurement and improvement programs. It endeavors to facilitate the development, assessment,
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and implementation of quality indicators. Using this framework, we can more consistently and
effectively measure and improve the quality of cancer end-of-life care.

Framework Overview

Figure 1 displays the proposed framework for assessing cancer quality indicators for end-
of-life care. The framework focuses on the “end-of-life” stage in the National Cancer Institute’s
cancer continuum of care (i.e. prevention, screening, diagnosis, treatment, survivorship, and end-
of-life).'* Developing a framework focusing specifically on end-of-life care is useful because of
its place within this continuum and the pronounced and distinct physical and psychosocial
burdens faced by patients and their families during this period of illness. Indicators are also
needed for quality issues unique to the end of life, such as overuse of chemotherapy or the
specifics of receiving care in hospice.

The use of the term end-of-life is intended to emphasize key issues in this time period and
emphasize symptom management and quality of life, but does not exclude the relevance of these
domains to other parts of cancer care. Identifying quality indicators specific to cancer patients is
important because some issues, such as the benefits and burdens of providing chemotherapy,
radiotherapy, and cancer surgery at the end of life are best addressed in a cancer-specific
framework. However, since end-of-life care is often provided across diseases and many patients
have multiple comorbidities at the end-of-life, isolating cancer issues is difficult and often
impractical. Therefore the framework is purposefully broad so as to include the range of issues
cancer patients might face at the end of life, while not neglecting patients with comorbidities or
facing these issues at other points in the cancer continuum. The framework should also be
applicable, with modifications, to other serious and terminal diseases or more general palliative
care populations.

The framework addresses quality indicators, which are population-level measures
expressed using rates, as opposed to measurement tools such as a visual analog scale for pain,
which collect data at the individual patient level. For example, while pain on the individual
patient level could be assessed with a visual analog scale, the corresponding quality indicator
would assess the rate of pain screening in the specified population. Indicators also specify data
elements and instructions for data collection, timing, and descriptions of data analysis and
reporting. They are intended to be used routinely, can provide feedback to guide short-term
quality improvement or longer-term restructuring of care, and generally draw on administrative,
chart, or electronic medical record sources, or data collected directly from patients and families
(e.g. via survey). Quality indicators should be based on evidence or expert opinion, supported by
constituent groups, reported publicly, and amenable to feedback from health care systems and
professionals. ldeally, a set of quality indicators should cover all eligible patients and apply to
multiple levels of the health care system.

The framework presented here identifies five steps for developing and assessing a quality
indicator for end-of-life care, defining the (1) population of focus; (2) broad quality domains; (3)
specific target areas; (4) steps of the care process; and (5) evaluation criteria of quality
indicators. That is, the first step identifies who to measure, steps 2-4 identify what to measure,
and step 5 assesses how well the indicator works. The framework addresses a broad range of
quality indicators, system-level issues (general structure and processes of care) as well as person-
level concerns (e.g., patient and family quality of life). The framework can be applied to a
specific quality indicator or more broadly to an entire target area of quality indicators, such as
quality indicators about pain management. In areas where there has been more active indicator
development, the framework can help to identify barriers that might prevent widespread adoption
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or implementation of the indicators; for areas without well-developed quality indicators, the
framework can help guide indicator development. Ultimately, the framework can help guide
indicator developers and researchers in understanding where quality indicators are needed and
how their quality indicator fits within the broader definition of quality end-of-life cancer care.
Below, we discuss each of the steps in the framework.

Population of Focus

The framework’s first step defines the relevant population and denominator for end-of-
life quality indicators. The expert consensus was to adapt the NCP palliative care population
definition’ to specifically focus on cancer patients at the end of life and to expand the definition
to include the family. The revised population definition includes “seriously or terminally ill
cancer patients, who are unlikely to recover or stabilize, and their families.” We recognize the
challenges in using any of these terms, particularly “terminally ill”, because of the lack of
specificity and agreement on definitions as well as clinicians’ reluctance or inability to define
patients as at the end of life. For certain cancer populations, “seriously ill” or other terms such as
“living with advanced cancer” or “at significant risk of dying” might be more appropriate.

Defining the “end-of-life” population poses inherent and practical challenges, including
underdocumentation and the uncertainty of prognosis. Quality issues relevant at the end of life
often also occur throughout the spectrum of cancer care, and for some domains, the population
may be better defined by needs than by prognosis. Moreover, the most appropriate denominator
for an indicator may vary by setting, the domain of interest, or cancer type. Quality issues focus
on individual settings or across multiple settings where end-of-life cancer care occurs, including
primary care, community oncology practices, hospitals, and hospice, making the population of
focus very complex to define explicitly. Therefore, the framework purposely uses a broad end-
of-life definition so as to encompass the large range of quality issues, rather than to define the
population with adequate specificity for data collection. As such, a critical first step in using this
framework for a particular domain or project would be to further specify how this broad
consensus definition can be applied to the setting and purposes of interest and an appropriate and
definable population for measurement. For example, the population of focus might include all
patients from the time of cancer diagnosis when measuring quality of communication, but only
include patients at high risk of dying (such as those with widely metastatic disease and poor
function or no longer eligible for chemotherapy) when measuring receipt of hospice care.

Broad Quality Domains

Quality end-of-life care has many dimensions; categorizing quality into broad domains
can help focus measurement efforts. All domains generally relate to health-related quality of life,
communication, and decision-making, as described in recent reviews of the qualitative and
quantitative literature relevant to end-of-life care.’*** The framework builds on the broad
domains of quality palliative care endorsed by the NCP and NQF, which have been widely
recognized and circulated.”® However, the domains from these two seminal documents are not
cancer-specific and were written for the purposes of defining clinical guidelines (NCP) and
describing preferred practices (NQF) for hospice and palliative care programs. The proposed
framework therefore adapts these more general domains and applies them to quality indicators
for end-of-life care focusing on but not exclusive to cancer. Specifically, we reorganized two of
the domains into Psychiatric and Psychosocial to fit best with the cancer context based on a
related Institute of Medicine (IOM) report.** We also added a domain, Delivery of Care, to
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capture issues relevant to measuring quality at a population or healthcare system level, such as
utilization of technology.

Existing quality indicator sets include indicators that fit within the framework’s domains,
depending on the purpose, setting, and approach for the set. Some indicator sets are more
comprehensive or apply to multidisciplinary care settings and include most of the domains;
others are more oriented towards physicians or areas where there is an evidence base. For
example, domains where extensive indicator development has occurred, such as the physical
symptoms domain, are often included in most indicator sets; others, such as spirituality, are more
challenging to support with evidence or expert opinion. Some quality indicators may also fit into
or combine aspects of care from more than one domain.

Specific Target Areas

Within each broad domain of quality end-of-life cancer care, the next column in Figure 1
lists specific target areas for indicators of quality end-of-life care, though a variety of other
potential target areas could be included within domains. While various quality indicator sets
define these target areas and classify them within domains differently," we defined the areas
listed in the framework to fit best with cancer-specific indicator sets. Examples of quality
indicators within each target area are listed in Table 1. Given the earlier discussion on defining
the population for the framework, clearly many of the symptom indicators are more important in
patients with advanced cancer or near the end of life given increased symptom prevalence and
severity, but not necessarily specific to this population. Similarly, many of the indicators related
to communication and prognosis could apply throughout the cancer continuum, but have
particular importance when the risk of dying is high. Indicators about aggressiveness of care at
the end of life (such as chemotherapy in the last two weeks) are specific to this population,
although they relate to broader quality issues about the appropriate use of chemotherapy.

Steps of the Care Process and Outcomes

Quality indicators may also target a specific step in the care process or a patient outcome.
We have adapted the steps developed by the QA (Quality Assessment) Tools project and used in
the Cancer-Quality-ASSIST project.'® These process steps include screening,
assessment/diagnosis (usually conceptualized as a more detailed evaluation of those with a
positive screen), treatment/implementation (implementation for target areas, such as
communication, where the concept of treatment does not apply), and follow-up (where follow-up
applies to whether the provider checks on the results of the intervention with the patient and/or
family). In addition to these steps, the expert input suggested care coordination should be added
due to the multidisciplinary and multi-site nature of cancer care. We also combined patient
outcomes in the follow-up category.

While some quality indicator sets explicitly categorize indicators by these steps, some
also use a comprehensive approach, defining the series of structural issues, processes, and
outcomes that need to occur for quality care.* Adjusting the structure of care can also be
conceptualized as a step in the care process; setting a staffing policy or system for routine pain
screening, for example, provides the basis for a pain screening quality indicator. However, the
structure of care should not be overemphasized, as it leads to improved outcomes only indirectly
through accompanying improved processes in care. Moreover, quality indicators may focus on
the transitions between steps in the care process, such as the time between diagnosis and
treatment, and the transfer of information and care responsibilities between different providers
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and care settings. Considering the steps of the care process can help contextualize quality
measurement in the delivery of end-of-life care, helping identify when the documentation will
occur and by whom, which is crucial for widespread implementation of quality indicators.

Evaluation Criteria of Quality Indicators

The framework’s final step evaluates the quality indicators’ appropriateness for use for
quality improvement and accountability. The framework adapted and expanded upon the current
NQF criteria used to evaluate quality indicators: importance, scientific acceptability, usability,
and feasibility.'® All four criteria (Box 1) are applicable to and should be considered by indicator
developers, researchers, quality improvement programs, and policymakers. The first criterion,
importance, denotes whether an indicator addresses a domain, target area, and step in care that is
important. That is, does expert consensus and/or evidence support that the indicator addresses a
critical component in care, affects outcomes, and has room for improvement. Ideally, evidence
should exist that performance can practically be improved; this may be supported by studies
showing that some institutions perform better on the indicator. The concept of importance
informs inclusion of indicators for quality improvement or reporting programs and provides
evidence to support prioritization of further research.

Box 1. Evaluation criteria (adapted from NQF)'

Importance: The extent to which the indicators capture key aspects of care that require
improvement.
Scientific Acceptability The degree to which the indicators produces consistent and
credible results when implemented. This includes aspects such as:
* Validity: The degree to which the indicators accurately reflect the quality of care.
« Evidence to improve outcomes: Evidence that changes as measured by the
indicators lead to changes in outcomes.
* Reliability: The extent to which the indicators can measure the construct
consistently.
 Responsiveness: The indicators' ability to detect change from interventions.
e Variability: The extent to which the indicators' scores demonstrate sufficient
variability between populations for useful comparisons.
Usability: The extent to which intended audiences (e.g. consumers, clinicians) can
understand the results of the indicators and are likely to find them useful for decision-
making.
Feasibility: The way in which data can be obtained within the normal flow of clinical care
and the extent to which the indicators can be implemented.
* Ready data sources: The extent to which the data required can be assessed or
determined from available data sources or measurement tools.

Scientific acceptability includes the concepts of validity and reliability. Most indicators
have some evidence of face validity based on expert opinion, and some indicators have gone
through formal expert face validity rating processes. To date, none of the candidate indicators
has been evaluated for validity in accurately reflecting what occurred in the patient encounter, or
for evidence to improve outcomes. Indicator sets sometimes provide evidence from the medical
literature, such as studies demonstrating that there are improvable relationships between a
process and an outcome, or that a treatment is evidence-based. However, more work in this area
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is needed, particularly relevant to cancer end-of-life care. Reliability depends on various factors,
including objectively defined concepts, precise specifications, and guidance for record
abstraction; several of the indicator sets have been or are undergoing reliability testing through
medical record audits.

The concept of feasibility depends on the availability of quality data that can be obtained
or extracted without undue burden, and usability applies to how the results of the indicator can
be applied. For example, an indicator addressing chemotherapy use at the end of life may be
challenging to measure in settings or databases where deaths are not tracked, as is frequently the
case; and applying the results of this outcome indicator to improving quality may be challenging,
as there may be disagreement about whether it represents poor quality of care.

Applying the Framework

As an example, we applied the framework to reviewing the state-of-the-science in cancer
quality indicator development for the psychosocial domain, including psychological and social
services and interventions as described in an Institute of Medicine report.** Specific target areas
within this domain included support with emotional coping, practical and educational needs, and
life, work, and financial burdens. Steps of the care process included identifying patients with
psychosocial needs, linking them to appropriate services or providing support, following up on
care delivery, and coordinating psychosocial with biomedical care.

Review of available indicators found that most were not well-defined and met few of the
evaluation criteria. Screening and Assessment/Diagnosis indicators addressed routine
psychosocial assessment, whether patients were assessed for emotional and financial stress, and
whether caregiving burden and assistance needs had been assessed for patients who died. Some
evidence suggests that addressing caregiver burden may have positive effects.’” Multicenter
evaluation of a nonspecific indicator for the University Health Consortium on whether a formal
psychological assessment by a psychologist, social worker, psychiatrist, or other expert was
completed within 1 year prior or 4 days after hospital admission found that only 26.2% of
eligible cases (range 0-95% by hospital) met the criteria.'®

Treatment indicators included the presence of a psychosocial intervention and whether
social resources were organized for patients without family or friends. In a multicenter internal
pilot evaluation of a general intensive care indicator of whether psychosocial support (social
work) was offered within 3 days of admission, only 61% of cases met the indicator.™

Patient outcomes/Follow-up indicators included whether patients and/or families were
satisfied with psychosocial care. In the Family Evaluation of Hospice Care (FEHC) from the
NHPCO (National Hospice and Palliative Care Organization), completed by families after
hospice patients’ deaths (in a general hospice population including patients with cancer and other
illnesses), 18.2% of family members noted problems with attending to family needs for support
(variation among hospices, 25th and 75th percentiles, 12.6% and 21.4%), and 9.8% of family
members reported unmet need for emotional support (25th and 75th percentiles among hospices,
5.4% and 13.3%).% These indicators are based on a psychometrically evaluated tool, the After-
Death Bereaved Family Interview, which has shown variability in outcomes by setting, although
it has not been evaluated for responsiveness to quality improvement.

Discussion

This article presents a framework for developing and evaluating indicators of quality of
cancer care at end of life. Indicator developers can use the framework to select, categorize, and
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assess their indicators. The framework may also inform quality programs seeking to choose
indicators and policymakers searching for priority areas where further evidence is needed.

Important practical barriers remain to implementing end-of-life cancer care quality
indicators. Identifying the relevant population is challenging, in part due to the difficulties in
predicting the end of life period. Although the framework is defined as end-of-life, end-of-life
issues may be relevant from the time of diagnosis, as in the NQF and NCP frameworks. The
framework is purposefully broad so as to include quality domains particularly relevant at the end
of life, such as patient-centered care or communication, but can also apply throughout the
spectrum of cancer care. The framework aims to facilitate the development and widespread use
of quality indicators for end-of-life cancer care; when end-of-life quality indicators become
routinely reported, we hope the attention focuses on areas for improvement and addressing
patient and family unmet needs instead of the definitions of palliative versus end-of-life care.

Other barriers include limited data sources, especially where indicators depend on precise
documentation of issues such as communication, patient-reported outcomes, or preferences.
Many indicators depend on burdensome medical record abstraction. Some indicator sets are
retrospective from the time of death, which limits their use prospectively or in settings where this
information may not be clearly available. Initiatives such as electronic health records can be
implemented and organized to facilitate the needed documentation and collate information on
quality indicators. For example, electronic health records can expand billing coding to reflect
quality issues, incorporate patient-reported information directly into the care process or health
record, and include more relevant information in registries may all help to facilitate the needed
data collection.

The proposed framework has a number of limitations. Quality measurement is an ever-
changing area, with rapid advances in the science and an evolving and fluctuating policy context.
This framework will need to be updated periodically, just like practice guidelines and indicator
sets, to reflect shifts in the policy environment and advances in indicator development, the
science supporting them, and the evidence base for cancer end-of-life care. The domains, target
areas, and steps in care are not of equal importance and may not equally apply to all situations.
Future research will need to prioritize and further develop the most important quality indicators
by setting, population, or clinical circumstance. In addition, there is demand for valid, aggregate
indicators of the quality of end-of-life care, although this is beyond the scope of the current
project. Development of these measures would extend beyond individual indicators of specific
aspects in the process of care to meaningful aggregated assessments that are related to important
outcomes. This will require determining appropriate weights for individual components, as well
as considering potential interactions among them.

The framework focuses on processes of care, but indicators that are oriented toward
“never events,” or unacceptable care that should never occur under any circumstances, are also
relevant in some cases. The framework also does not address confounding factors that may affect
the results of quality measurement, such as differences in the population or quality in the other
settings where the patient previously received care. The evaluation criteria adapted from NQF do
not specifically address generalizability. This is a critical concept in cancer end-of-life care,
since these patients are treated in many different settings. Due to efforts to keep the framework
straightforward and relatively simple, it does not explicitly address the wide variation in
populations and settings, which can strongly impact many aspects of indicator development and
use. For example, some indicators or measurement initiatives may work best when applied to all
cancer patients in a setting; in other cases, screens for advanced disease or risk factors may be
helpful to identify eligible patients. Moreover, indicators that work well in one setting may not in
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others due to differences in populations or systems, and supporting evidence may not translate
across settings. When an indicator set has been developed for a specific setting or population,
evaluation may be needed to determine whether the indicator can be applied to other populations
or settings. An important future direction will be to evaluate which indicators are most important
in specific settings, cancer populations, and specific clinical circumstances across the continuum
of disease.

Conclusion

Patients diagnosed with advanced cancer sometimes do not receive adequate information,
coordination of care, or control of pain and other symptoms. Many indicators are currently
available, but much more coordination, rigorous evaluation, and further development and
supporting evidence are needed to advance the field and make end-of-life indicators an accepted
part of measuring the quality of cancer care. By using this conceptual framework, indicator
developers can continue to work toward building indicators that are scientifically acceptable and
reflect the scope of cancer end-of-life care, expanding the evidence to support their use, and
refining effective and efficient ways to use indicators to evaluate and improve care at the end of
life.
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Table 1. Example end-of-life quality indicators in relation to the proposed framework steps

Domain Target area Indicator Step of care Evaluation criteria | Indicator set,
applied and reference
results

Structure Multiple Policy/procedure specifying frequency with Screening None PEACE’

(Physical) which pain and dyspnea should be assessed

Process Multiple Percent of patients admitted to hospice or Screening None PEACE’

(Physical/ palliative care who have a screening for

Psychiatric) symptoms during the admission visit

Physical Dyspnea Percent of hospitalized patients with use of Assessment Feasibility/usability: | UHC™

an objective scale for documentation of 38% of cancer

severity of dyspnea patients met
criteria, multiple
hospitals

Psychiatric Depression IF depression is diagnosed in a cancer Treatment Validity (face): Cancer (%uality-

patient, THEN a treatment plan for depres- expert panel review ASSIST?
sion should be documented BECAUSE Reliability,

there are a variety of effective approaches to feasibility:

treating depression associated with cancer. ongoing

Psychosocial Patient and family Percentage of family members reporting Outcome Feasibility/usability: | NHPCO™

support unmet need for emotional support
Spiritual, religious, Spiritual Percentage of patients with documentation Implementation Feasibility/usability: | VHA™
and existential that spiritual support was offered to the 38% of patients met
patient/family within the first 72 hrs of criteria, multiple
admission to the intensive care unit intensive care units

Cultural Cultural Provision of interpreter or translators for non- | Implementation None PEACE’
English-speaking or deaf patients (%)

Care of the Prognosis Percentage of patients with chemotherapy in | Outcome Feasibility/usability: | Dana Farber”,

imminently dying the last two weeks of life 14% of patients met | QOPI*?
criteria, wide
variation among
multiple oncology
practices
Reliability: results
pending (Quality
Oncology Practice
Initiative, QOPI)

Ethical and legal Advance care Percentage of patients with advance Implementation Feasibility/usability: | VHA™

planning directive status documented withinl day of 72% of patients met
intensive care admission criteria, multiple
intensive care units
Delivery of care Communication/ Chemotherapy intent (palliative vs. curative) | Implementation Feasibility/usability: | QOPI 2008

decision-making,
chemotherapy

discussion with patient documented (%)

ongoing
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Figure 1. Framework for developing and assessing quality indicators for cancer care at the end-of-life

Population Broad Quality Specific Target Areas Steps of the Evaluation Criteria of
of Focus’ Domains’® Care Process Quality Indicators™®
Seriously or Structure Policies for care Screening Importance
terminally ill || ~---- o o 3
cancer Process Care delivery processes SC|en'F|f|.c Acceptability
patients, Who | | L. Validity
are unlikely to Pain Assessment/ Evidence to improve
recover or Physical Dyspnea Diagnosis outcomes
stabilize, and Nausea / Vomiting Reliability
their families. Responsiveness

________________________________________________________ Variability

Depression Treatment/ . -
Anxiety Implementation | | Usability
Psychiatric Delirium
e Feasibility

T Tttt Ready data sources

Psychosocial Patient and family support Patient

"""""""""""""""""""""""""""" Outcomes/

Spiritual, Religious, Spiritual care Follow-up

& Existential Closure

Culural Cultural sensitivity

Care of Imminently Prognosis discussion and

Dying documentation
Ethical and Legal Advance care planning

Communication and

decisionmaking
Continuity and coordination
Utilization
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