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New
Patient-Centered
Quality Measures for
Office-Based
Palliative Care
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C O R P O R AT I O N

ffice-based palliative care use has expanded
dramatically in the past 20 years. Palliative care
programs will soon be able to measure their
patients’ experience of care and use those
data to assess the quality of care and
launch improvement efforts.

2015; Norton et al., 2003). Knowing whether the
patient feels heard and understood can help palliative
care programs create and sustain an environment
that meets these patients’ needs (Gramling et al.,
2016). In addition, patients with serious illness are
commonly referred to palliative care to help with pain
management, improve quality of life and functional
status, and reduce acute care utilization.

ffice-based palliative care helps patients with
serious illnesses get the patient-centered
services they want, early in the course of
their disease. Variability in the delivery
of and approaches to this care, however, has
complicated its inclusion in quality payment
and accountability programs.
The Centers for Medicare & Medicaid Services
(CMS) recognized that actionable mechanisms
to systematically measure and support quality
improvement for palliative care services outside
hospital or hospice settings would be helpful to both
patients and providers. Patients could use quality
metrics to choose high-quality providers, and providers
could use quality metrics to assess their quality
standings relative to other providers and to launch
improvement efforts.
In 2018, the American Academy of Hospice and
Palliative Medicine (AAHPM), the National Coalition for
Hospice and Palliative Care (NCHPC), and the RAND
Corporation embarked on a multiyear project funded
by CMS to engage palliative care stakeholders in the
development of two patient-centered quality measures
of symptom management and communication. This
research brief describes how these measures were
developed and tested and provides considerations for
providers that plan to use them.

Stakeholder Engagement Factored
Prominently in Measure Choice
People with serious, chronic illnesses have distinct
physical, psychological, and spiritual health care
needs (Frosch et al., 2012; Institute of Medicine,

The research team reviewed the literature on palliative
and serious illness care assessments to find potential
measures that would be particularly applicable to
palliative care patients. They also conducted focus
groups and interviews and participated in consensus
panels to elicit the opinions of providers, patients,
caregivers, patient advocates, and policymakers
on the relevant aspects of patient symptoms and
communication for the measures. These stakeholders
agreed on assessing whether patients feel heard and
understood and whether they are receiving desired
help for their pain across a variety of conditions and
circumstances.

Researchers Rigorously
Developed and Tested Survey
Items for the Measures
Creating survey items that can measure patient
experience of care involved several steps. First,
researchers evaluated existing measures with similar
goals and tailored their wording and rating options to
patients who received palliative care in office-based
settings (see figure). Next, they deployed a pilot
test with a small group of patients to ensure that the
wording of the survey items was interpreted

Both the Feeling Heard and Understood and Receiving
Desired Help for Pain measures assess whether patients
are getting the kind of care that they want. This is very
different from surveying whether standardized clinical
outcomes have been met. Assessment of pain-related
clinical outcomes (e.g., asking how bad pain is, on a scale
of 1 to 10) is already possible through existing performance
measures, yet this is a one-size-fits-all approach that does
not incorporate the patient’s goals of care. Asking patients
to report on their experience of the care they received,
and whether they feel their problem was addressed as they
wished, is the only way to reflect the patient’s perspective.

as intended (cognitive testing) and to set parameters
for the next round of testing (alpha testing). Finally,
researchers undertook robust, nationally representative
testing (beta testing) to examine (1) patterns of
answers by patient characteristics, (2) the feasibility
of implementation in office-based palliative care
programs, and (3) multiple metrics of the measures’
performance across diverse programs, including their
reliability and validity. Two research reports provide
the full details on each measure’s development and
testing, as well as the survey instrument (Ahluwalia
et al., 2021a; Ahluwalia et al., 2021b).
Because of various constraints, the measures were
not tested with pediatric populations, with telehealth
visits, or in languages other than English. These will all
be important considerations to pursue in future
tests so that the measures can be used extensively
with confidence.

The Survey Items
Accurately Measured
Patient Experience

Beta testing took place over a 15-month
period that included the onset of the
coronavirus disease 2019 (COVID-19)
pandemic, with a pause in testing while
many in-person palliative care
programs were closed. Ultimately,
researchers sent the survey to 7,595
adult patients
adult patients from 44 palliative care
received
survey
programs, and 2,804 surveys were
completed by mail, phone, or web. Most
respondents were White (88 percent) and
female (56 percent), with high levels of
education and an average age of 63.
The patient characteristics largely reflected
the overall sample, with very small
differences between respondents and
nonrespondents.

Feeling Heard and Understood
Individuals can respond to each data element
using discrete values ranging from
0 (not at all true) to 4 (completely true).

Q1 I felt heard and understood by this
provider and team.
Q2 I felt this provider and team put my
best interests first when making
recommendations about my care.
Q3 I felt this provider and team saw
me as a person, not just someone
with a medical problem.
Q4 I felt this provider and team
understood what is important
to me in my life.

Receiving Desired Help for Pain
Individuals can respond using three discrete values:
0 = no, 1 = yes, somewhat, 2 = yes, definitely.

Q

44

palliative care
programs

In the last 6 months, did you get as
much help as you wanted for your
pain from this provider and team?

Refer to the full reports to view the survey instrument for each measure (Ahluwalia et al., 2021a; Ahluwalia et al., 2021b).

7,595

2,804
completed
surveys

Researchers evaluated all survey
responses to assess how well
the measures detect differences
in patients’ experiences of care
across palliative care programs.
Overall, scores skewed toward
the high end of the scale but were
distributed across the various response
options. On average, 71 percent of
respondents’ answers used the highest
score for the Feeling Heard and Understood
items, indicating that a strong majority
affirmed feeling heard and understood by their
providers. Scores were also highly variable across
programs, indicating that the items can illustrate
program-level differences. Results for Receiving
Desired Help for Pain were similar, with 80 percent of
respondents using the highest score for the items and
with high variability in responses across programs.
Overall, the study’s results showed that all items exhibited
high reliability and validity; thus, they can consistently
measure patient experience as intended.

Palliative Care Programs Will Soon
Be Able to Use the Measures
As of this writing, the National Quality Forum (NQF)
and other entities are set to review both measures in
the coming months. Although reviews are underway,
programs can begin to use the measures for local
quality improvement efforts. Before surveying their
patient population, programs should map out survey
details, such as cost and sample sizes. Survey
administration vendors and options will affect overall
cost, and researchers estimated the minimum
sample sizes to be 37 patients for Feeling Heard and
Understood and 33 patients for Receiving Desired
Help for Pain.
Formal endorsement is not expected before the end of
2021. In the meantime, AAHPM and other stakeholders
are working to shepherd these measures into practice,
and the palliative care community can look forward
to using a data-driven approach to improving care.
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