
Patient and Caregiver Prioritization of Palliative
and End-of-Life Cancer Care Quality Measures
Claire E. O’Hanlon, PhD MPP1 , Karleen F. Giannitrapani, PhD MPH2,3,
Charlotta Lindvall, MD PhD4,5, Raziel C. Gamboa, MA2, Mark Canning, AB1,
Steven M. Asch, MD MPH2,3, Melissa M. Garrido, PhD6,7

the ImPACS Patient and Caregiver Panel, Anne M. Walling, MD PhD1,8, and
Karl A. Lorenz, MD MSHS2,3

1Center for the Study of Healthcare Innovation, Implementation and Policy (CSHIIP), VAGreater Los Angeles Health Care System, Los Angeles, CA,
USA; 2Center for Innovation to Implementation (Ci2i), VAPaloAltoHealthCare System, Palo Alto, CA, USA; 3Division of PrimaryCare andPopulation
Health, Stanford University School of Medicine, Stanford, CA, USA; 4Department of Psychosocial Oncology and Palliative Care (POPC), Dana-
FarberCancer Institute, Boston,MA, USA; 5Department ofMedicine, BrighamandWomen’s Hospital, Boston,MA, USA; 6Partnered Evidence-Based
Policy Resource Center (PEPReC), VA Boston Healthcare System Research & Development, Boston, MA, USA; 7Department of Health Law, Policy
and Management, Boston University School of Public Health, Boston, USA; 8Division of General Internal Medicine and Health Services Research,
University of California Los Angeles, Los Angeles, CA, USA.

BACKGROUND:Development and prioritization of quality
measures typically relies on experts in clinical medicine,
but patients and their caregivers may have different per-
spectives on quality measurement priorities.
OBJECTIVE: To inform priorities for health system imple-
mentation of palliative cancer and end-of-life care quality
measures by eliciting perspectives of patients and
caregivers.
DESIGN: Using modified RAND-UCLA Appropriateness
Panel methods and materials tailored for knowledgeable
lay participants, we convened a panel to rate cancer pal-
liative care process quality measure concepts before and
after a 1-day, in-person meeting.
PARTICIPANTS: Nine patients and caregivers with expe-
rience living with or caring for patients with cancer.
MAIN MEASURES: Panelists rated each concept on im-
portance for providing patient- and family-centered care
on a nine-point scale and each panelist nominated five
highest priority measure concepts (“top 5”).
KEY RESULTS: Cancer patient and caregiver panelists
rated all measure concepts presented as highly important
to patient- and family- centered care (median rating ≥ 7)
in pre-panel (mean rating range, 6.9–8.8) and post-panel
ratings (mean rating range, 7.2–8.9). Forced choice nom-
inations of the “top 5” helped distinguish similarly rated
measure concepts. Measure concepts nominated into the
“top 5” by three or more panelists included two measure
concepts of communication (goals of care discussions and
discussion of prognosis), one measure concept on provid-
ing comprehensive assessments of patients, and three on

Patients and caregivers nominated one additional mea-
sure concept (pain screening) back into consideration,
bringing the total number of measure concepts under
consideration to 21.
CONCLUSIONS: Input from cancer patients and care-
givers helped identify quality measurement priorities for
health system implementation. Forced choice nomina-
tions were useful to discriminate concepts with the high-
est perceived importance.Our approach serves as amodel
for incorporating patient and caregiver priorities in quality
measure development and implementation.
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INTRODUCTION

Quality improvement is an important goal for learning health
systems, which have increasingly acknowledged the role of
patient contributions in closing critical quality and perfor-
mance gaps.1 Some health systems, including those adminis-
tered by the U.S. Department of Veterans Affairs (VA),2 have
established patient advisory groups that provide input on
research and quality improvement priorities, best practices,
and development of interventions.3–5 Recognizing the impor-
tance of appropriately balancing the input of families and
caregivers with other health system stakeholders, we under-
took an effort to incorporate patient and family input in quality
measurement and improvement.
Historically, the development and prioritization of quality

measures has relied on the input of experts in clinical medi-
cine, while incorporating patient voices is more novel.6, 7 One
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symptoms including pain management plans,

improvement in pain, anddepressionmanagement plans.
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effort incorporating input from both clinicians and patients
underscored the importance of including both kinds of stake-
holders, with patients placing higher priority on measures of
care access and communication compared to clinicians.8, 9

Clearly, patients and their caregivers bring a distinct voice
from professionals to the exercise of standard setting.10, 11

Patients and caregivers can potentially contribute to imple-
mentation as well, but potential for health systems to more
fully realize this framework is unclear.5

Palliative cancer care is an optimal area to explore the role of
patients and caregivers in health system quality improvement
because palliative cancer care decisions should be driven by
patient preferences and goals. Using an approach modified
from the UCLA-RAND Appropriateness Method, we endeav-
ored to examine priorities for palliative cancer care quality
measurement from the perspectives of people with experience
as cancer patients or cancer caregivers.

METHODS

The ImPACS Project

We conducted this work as part of the Improving Palliative
Measurement Application with Computer-Assisted Abstraction
(ImPACS) Project (VAHSR&D Investigator-Initiated Research
[IIR] 17-277). ImPACS explores how VA can integrate the
experience and priorities of cancer patient and cancer caregivers
into system-wide quality measurement and improvement initia-
tives, including among dual users of VA and non-VA care. This
research was approved by the VA Palo Alto and Stanford
University, VA Greater Los Angeles, and Dana-Farber Cancer
Institute institutional review boards.

Overview of the Patient-Caregiver Panel
Process

We convened a panel of cancer patients and caregivers to
identify priorities for palliative cancer care quality measure-
ment and improvement by rating and prioritizing process
quality measures. We included caregivers in the panel because
in national surveys, seriously ill patients indicate that impact
of their choices on caregivers is a major quality-of-life-
relevant concern.12 Patient and caregiver panelists participated
in a two-stage modified RAND-UCLA Appropriateness
Method.13 This method has been previously used to generate
quantitative ratings by expert stakeholders of available pallia-
tive cancer care quality measures.14

In contrast to traditional appropriateness panels where sim-
ilar ratings of items would not be a problem, similar ratings of
all items in this prioritization exercise would not be a desirable
outcome because a clear set of priorities would not emerge.
Anticipating a scenario in which panelists might rate all items
similarly, we asked panelists to nominate a set of five most
important (“top 5”) measure concepts from the set15 in addi-
tion to the numeric ratings.

We solicited input from the VAPalo Alto Healthcare System
Patient and Family Advisory Council (PFAC) for Research to
tailor our communication with patients and caregivers, and we
worked with a patient panelist chair with experience serving on
national quality of care panels. We created detailed non-
technical explanations of the factual background (e.g., care
gaps) in the form of a monograph that summarized each mea-
sure concept with a description of supporting evidence.We also
decided to meet in person rather than remotely due to complex-
ity of content and panel discussions.

Panel Participants

We identified individuals with personal experience as a cancer
patient or cancer caregiver via referral and a snowball sam-
pling process following a maximal variation approach. We
solicited referrals to patients and caregivers from VA clini-
cians, including oncologists and multidisciplinary palliative
care clinicians, VA program leaders, andmembers of the study
team across the USA. We aimed to recruit patients and care-
givers representing geographic and demographic diversity,
cancer diagnoses and stages, and cancer experiences (e.g.,
curative and palliative care). Our desired panel size was nine
participants to promote diversity while permitting all members
to participate in conversations.16 Panelists had to be able to
travel for a one-day, in-person meeting in Santa Monica, CA.
Each panelist participated in a brief phone interview with a
study team member (KG or KL) to confirm biographic details
(e.g., cancer experience), expectations for participation, and
study goals. Participants’ travel expenses were covered, but
they were not otherwise compensated. They are listed as an
author group on the manuscript and by name in the
acknowledgements.

Overview of Measure Concepts Rated by
Patient-Caregiver Panelists

To identify measure concepts, we scanned the literature for
process measures relevant to palliative and end-of-life cancer
care.17 Briefly, we followed the search strategy from a previ-
ous systematic review by Kamal and colleagues18 to identify
226 individual process measures from 23 measure sources,
which we grouped into 64 measure concepts. A panel of
palliative care expert clinician stakeholders reviewed evi-
dence, discussed, and rated the measure concepts in an expert
stakeholder RAND-UCLA Appropriateness Panel process in
September 2019.19

We used these data to create a shortlist of 20 measure
concepts (Table 1) that we anticipated would be feasible for
knowledgeable lay patients and caregivers to consider in a 1-
day panel. Included measure concepts had a median rating of 7
or greater and were nominated by at least one expert clinician
panelist as a “top 5” measure concept with respect to either of
two criteria: importance to providing patient- and family-
centered care and potential for improving quality of palliative
and end-of-life cancer care.19 We followed this approach to
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identify measure concepts that shared a high priority among
both VA leaders and cancer patients and caregivers because
we anticipated operationalizing 10 or fewer measures and we
were focused on eventual measure implementation. Although
we considered discussing all measure concepts, we were
concerned about this option’s feasibility based on our experi-
ence with the expert stakeholder panel and discussions with
the patient and caregiver panel chair.

Preparation of Patient-FriendlyWrittenMaterials

In advance of the panel discussion, we provided patients and
caregivers with written materials modified from the expert
stakeholder panel. Materials included a table explaining the
measure concepts and a monograph summarizing measure
concepts and their relevant evidence. We iteratively rewrote
these materials into lay language, incorporating feedback from
the panel chair, a VA patient who had previously served as a
lay representative for quality measurement (JB), and the panel
moderator, a physician member of the study team with exten-
sive panel experience (SA). We asked patients to read the
measure concept table (Supplementary Appendix Table) and
evidence monograph (available from the authors upon re-
quest). We made the original expert stakeholder versions of
these documents available to participants as an optional
resource.

Orientation to Written Materials

Panelists participated in a 1-hour, one-on-one phone conver-
sation with a study teammember (KG or RG) to orient them to
the packet materials, discuss each measure concept and how to
complete the rating sheet, answer questions, and encourage
panelists to reach out for additional support if needed. Finally,
the study team member described the panel process. Study
team members proactively primed participants for their role as
a representative of other patients with advanced cancer or at
the end of life, encouraging them to speak on behalf of other
patients who may be too ill to speak for themselves and
explicitly inviting them to express disagreement with other
panelists.

Panel Ratings, Top 5 Nominations, Additional
Measure Concepts

Before and during the in-person meeting, panelists rated each
measure concept on a discrete scale from 1 to 9 on “impor-
tance to cancer patients and their caregivers” (1 being “not
important” and 9 being “very important”). To further distin-
guish between measures with similarly high ratings, panelists
also nominated a set of five most important (“top 5”) measure
concepts.15 Finally, patient and caregivers were asked to re-
view the original list of 64 measure concepts presented to
expert stakeholders, and note any measure concepts that were
even more important than the 20 they had been asked to rate.

Table 1 Twenty-One Measure Concepts Considered by the Patient and Caregiver Panel

ID Domain Measure Concept

A ACP Percent of patients with contact information (or a reason why not documented) for surrogate decision-maker in
medical chart

B ACP Percent of patients with an advance directive in the medical record
C ACP Percent of patients with documented goals of care discussions
D ACP Discussion of prognosis within 72 h of ICU admission
E ACP If care preferences are in one setting, then they should be available in next setting of care
F ACP If a patient has treatment preferences, they should be followed
G ACP Documentation of a timely family meeting (physician communication with the family)
H ACP Assessment of the patient’s decisional capacity
I Pain Timely clinical assessment (for example, physical exam) for patients with pain
J Pain Documentation of pain management plan for patients with pain
K Pain Improvement in pain among patients with pain (follow-up)
L Pain Consideration of single fraction radiation therapy of painful bone metastases
M Dyspnea Percent of patients receiving dyspnea assessments
N Dyspnea Percent of patients with dyspnea/respiratory distress (or at risk for dyspnea/respiratory distress) with a management

plan
O Palliative care–specific

issues
IF a cancer patient has new neurologic symptoms or findings on physical examination consistent with spinal cord
compression, THEN a whole-spine MRI scan or myelography should be performed as soon as possible, but within
24 h OR there should be documentation of why an MRI scan was not appropriate

P Comprehensive
assessment

Percent of patients with assessment of emotional needs/comprehensive assessment

Q Symptom assessment Percent of patients with general symptom assessment
R Hospice/palliative care

referral
Percent of patients referred to palliative care and/or hospice

S Mental health Percent of patients with depression who have a treatment plan
T Culturally appropriate care Provision of interpreter or translators for non-English–speaking or deaf patients
U* Pain Percent of patients receiving pain screening

ACP: advance care planning
*Twenty shortlisted measure concepts were derived from ratings and nominations by the expert stakeholder panel [19] from a list of 64 measure
concepts. One measure concept considered by the patient/caregiver panel did not meet criteria to be presented (U), but was returned to consideration
during the patient and caregiver panel discussion
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Table 2 Patient and Caregiver Panel Ratings and Top Five Nominations of 21 Measure Concepts.

ID* Measure concept Pre-
panel
mean

Post-
panel
mean

Post-pre
mean
difference

Pre-panel
median
(MAD)

Post-panel
median
(MAD)

Post-pre
median
difference

Pre-
panel
top 5

Post-
panel
top 5

P Percent of patients with
assessment of emotional needs/
comprehensive assessment

8.6 8.2 − 0.4 9 (0.4) 9 (0.8) 0 4 7

J Documentation of pain
management plan for patients with
pain

8.8 8.9 + 0.1 9 (0.2) 9 (0.1) 0 4 6

K Improvement in pain among
patients with pain (follow-up)

8.6 7.8 − 0.8 9 (0.4) 8 (0.9) − 1 5 5

C Percent of patients with
documented goals of care
discussions

8.7 8.3 − 0.3 9 (0.3) 9 (0.7) 0 4 5

S Percent of patients with
depression who have a treatment
plan

8.1 7.2 − 0.9 8.5 (0.9) 7 (0.4) − 1.5 4 3

D Discussion of prognosis within
72 h of ICU admission

8.7 7.8 − 0.9 9 (0.3) 8 (1.1) − 1 3 3

F If a patient has treatment
preferences, they should be
followed

8.6 7.3 − 1.2 9 (0.4) 7 (0.6) − 2 4 2

A Percent of patients with contact
information (or a reason why not
documented) for surrogate
decision-maker in medical chart

8.7 8.1 − 0.6 9 (0.3) 8 (0.8) − 1 2 2

B Percent of patients with an
advance directive in the medical
record

7.8 7.3 − 0.4 9 (1.2) 7 (1.2) − 2 2 2

G Documentation of a timely family
meeting (physician
communication with the family)

8 8 0 8 (0.9) 9 (1) + 1 2 2

E If care preferences are in one
setting, then they should be
available in the next setting of
care

7.8 8.2 + 0.5 9 (1.3) 9 (0.8) 0 1 2

Q Percent of patients with general
symptom assessment

8.4 8.3 0 9 (0.6) 9 (0.7) 0 1 2

U** Percent of patients receiving pain
screening

- 8.3 - - 9 (0.7) - 2

I Timely clinical assessment (for
example, physical exam) for
patients with pain

8.6 7.9 − 0.7 9 (0.4) 8 (0.8) − 1 2 1

R Percent of patients referred to
palliative care and/or hospice

8.4 7.8 − 0.6 8.5 (0.6) 8 (0.9) − 0.5 2 1

N Percent of patients with dyspnea/
respiratory distress (or at risk for
dyspnea/respiratory distress) with
a management plan

8 8 0 8 (0.7) 8 (0.8) 0 1 0

H Assessment of the patient’s
decisional capacity

8 7.2 − 0.8 8 (0.7) 7 (0.7) − 1 0 0

L Consideration of single fraction
radiation therapy of painful bone
metastases

7.1 7.8 + 0.7 8 (1.6) 8 (0.7) 0 0 0

M Percent of patients receiving
dyspnea assessments

7.7 7.6 − 0.1 8 (1) 7 (1) − 1 0 0

O IF a cancer patient has new
neurologic symptoms or findings
on physical examination
consistent with spinal cord
compression, THEN a whole-
spine MRI scan or myelography
should be performed as soon as
possible, but within 24 h OR there
should be documentation of why
an MRI scan was not appropriate

6.9 8.1 + 1.3 8 (1.7) 9 (0.9) + 1 0 0

T Provision of interpreter or
translators for non-English–
speaking or deaf patients

8.7 7.6 − 1.2 9 (0.3) 8 (1.3) − 1 0 0

*Measure concepts are listed in order of the number of post-panel top 5 nominations (last column). **One measure concept (U) was not presented in
pre-panel ratings to patients and caregivers, so no pre-panel ratings exist for this measure concept
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They were also asked if there were additional important con-
cepts that we had not considered.

In-Person Patient and Caregiver Panel Meeting

The 1-day, in-person panel meeting occurred on March 5,
2020, at the RAND Corporation in Santa Monica, CA. To
facilitate discussions focused on understanding different per-
spectives, panelists were given a summary of their own initial
ratings, anonymized counts of other panelists’ ratings, median
ratings, and measures of dispersion for each rating (mean
absolute deviation [MAD] from the median rating). The panel
chair and moderator emphasized the importance of using the
ratings for prioritization, and that using the full range of
numbers would be helpful for achieving that objective. Each
measure concept was discussed separately, focusing on areas
of disagreement, and then rated again individually by each
panelist. No attempt was made to force the panel to achieve
consensus around prioritization. Participants also discussed
additional measure concepts and ideas for which there were
no measures. At the end of the meeting, panelists submitted
their choices of their “top 5” most important measure con-
cepts. We digitally recorded the meeting.

Analyses

We determined each concept’s median rating, mean average
deviation (MAD) from themedian, and pre- and post-panel rating
differences in medians. The number of times panelists nominated
measure concepts into the most important “top 5” was counted.

RESULTS

Patient/Caregiver Panel Composition

Our study team approached 14 potential panel members. Two
never responded and 12 agreed to participate. Three dropped
out due to unanticipated health and personal issues, yielding
nine panel participants. The panel included seven men and two
women, aged 43 to 72 years, one of whom identified as a
racial/ethnic minority. Panelists lived in eight states represent-
ing different regions: Michigan, Massachusetts, California,
Florida, New Jersey, Washington, Wisconsin, and Virginia.
The panel was chaired by a patient participant, and a physician
member study team member with experience moderating ap-
propriateness panels (SA). Although the requirement to travel
limited our ability to recruit patients with advanced cancer,
three participants had current advanced cancer and one was a
caregiver whose spouse died from cancer. Prostate cancer and
lung cancer were the most common cancers among partici-
pants, aligning with VA rates generally.20 Other panelists had
experiences with ongoing or past surgery, chemotherapy, and
radiation treatment. Even though we recruited panel members
based on our knowledge of their experience as patients and/or
caregivers, participants drew on their experiences with health

care systems as both patients and caregivers in the context of
cancer and non-cancer illness and injury during discussions.

Pre-panel Ratings

In the pre-panel ratings, panelists rated all measure concepts as
highly important (median rating ≥ 7); none were rated as
medium importance (median rating greater than ≥ 4 and < 7)
or low importance (median rating < 4) (Table 2). Five of 20
had high dispersion (MAD ≥ 1); meanMADwas 0.7. Patients
and caregivers nominated a total of 14 of 20 measure concepts
in their top five. Twelve were nominated by more than one
patient or caregiver.

Post-panel Ratings

After discussion during the panel meeting, panelists complet-
ed the second round of ratings. As before, panelists rated all
measure concepts (20 of 20) as highly important (median
rating 7 or above), with none receiving medium or low ratings.
Again, five of 20 had high dispersion (MAD ≥ 1), though only
two of those also had high dispersion in the pre-panel ratings.
The mean MAD was similar to the pre-panel ratings (0.8).
Patients and caregivers nominated a total of 15 of 21 measure
concepts (the original 20, plus the additional measure concept
pain screening) in their sets of the top five most important
measure concepts. Thirteen measure concepts were nominated
by more than one patient or caregiver.

Additional Measure Concept

Following rating of measure concepts in the monograph, open
discussion and broad agreement among patients and care-
givers resulted in the study team adding one measure concept
(pain screening) from the original list of 64 measure concepts
back into consideration, bringing the total number of consid-
ered measure concepts at the in-person meeting to 21. This
measure concept received a median (MAD) rating of 9 (0.7)
and was nominated as a most important measure by two
panelists.

Comparison of Pre-panel Ratings to Post-panel
Ratings

Discussion generally reduced ratings of importance (11 of 20
median ratings decreased, 7 of 20 were the same, and 2 of 20
increased). The largest increases and decreases in medians
were + 1 (family meetings and MRI for spinal cord compres-
sion) and − 2 (advance directive and following treatment
preferences).

DISCUSSION

Although the participants in our patient and caregiver panel
indicated that all the palliative care quality measures presented
were important to the quality of life of patients and caregivers
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with advanced cancer, this process helped distill the most
important quality measure concepts and potential priorities
for quality improvement efforts. Given that all the measure
concepts had been previously rated as important to providing
patient- and family-centered care by expert clinician stake-
holders, it is unsurprising that numerical ratings were overall
similar across measure concepts. Because numerical ratings
were similar, a forced choice nomination process, which in our
case was asking patients and caregivers to nominate the five
most important measure concepts, was crucial to emphasizing
the highest priority measure concepts. The forced choice nom-
ination process emphasized the special importance of physical
and psychosocial symptoms to participants in the patient and
caregiver panel compared to the expert stakeholder panel,
especially with respect to mental health care (comprehensive
assessments, which include emotional needs, and depression
management) and pain.
The patient and caregiver panel placed special emphasis on

the importance of routine pain screening, management, and
follow-up. The weight patients and caregivers placed on pain
screening was notable, as it was not among the most important
measures prioritized by the expert stakeholder panel.19 De-
spite longstanding evidence of the burden of pain on patients
and caregivers,21 pain screening has become controversial in
recent years for its contribution to opioid over-prescribing in
the USA.22, 23 In VA, pain quality gaps persist; even when
pain is identified through screening, it is often ignored.24 Other
recent VA studies have found that patients believe pain screen-
ing is critical to identifying pain and symptoms that might not
be identified unless solicited directly.25

Among limitations, a small panel recruited through referrals
from VA providers cannot comprehensively or proportionally
represent all potentially important demographic groups. Our
panel was relatively homogeneous, including few women and
people of color. Our requirement for panelists to attend the 1-
day panel meeting in person may have caused people with
full-time employment, disabilities, or caregiving responsibili-
ties to self-exclude from participation, especially in the ab-
sence of compensation. However, panel approaches in quality
improvement like this aim to promote consensus through
nuanced discussion of both evidence and personal experiences
and values, not just an aggregation of population preferences.
Further, participants were diverse with respect to geography,
caregiver status, type and stage of cancer, and diagnosis.
While several of the panel participants had educational back-
grounds and work or volunteer experiences relevant to health
care quality improvement, most did not. Since we aimed to
elicit participants’ expertise as patients and/or caregivers and
not their technical expertise, which was solicited from expert
stakeholders beforehand, this should not impact our findings.
Generalizability of these panel findings may also be limited
due to the focus on VA care; to ensure broader salience, we
included two non-Veteran panelists.
This work will inform the next stages of the ImPACS

project, which will operationalize one or more high-priority

measures. These will be inaugural measures for creating a VA-
wide palliative care quality dashboard to monitor palliative
care quality at scale. In addition to using structured data like
visits and prescriptions to monitor care, we anticipate being
able to monitor care processes described in unstructured data
like clinical notes by developing natural language processing
tools.
The ImPACS patient and caregiver panel demonstrates that

it is feasible and informative to elicit the perspectives of cancer
patients and caregivers to prioritize palliative cancer care
quality measures. Our effort was time-intensive, as it required
tailoring materials describing cancer-related quality measures
and quality measurement in general to a patient and caregiver
audience. A forced choice (“top 5”) exercise was important for
discriminating between similar numeric ratings to distinguish
the most important measure concepts. To provide patient- and
family-centered cancer care, involving patients and caregivers
in setting health system quality improvement priorities should
be the rule, rather than the exception.

Supplementary Information The online version contains supple-
mentary material available at https://doi.org/10.1007/s11606-021-
07041-8.
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