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PREFACE
| originally embarked on this journey for the pursuit of a career intersecting business and
healthcare. Driving this personal quest was a desire to improve the quality of life of baby
boomers in their later years of life, my parents and family friends included. While my classwork
taught how best practices in Japanese automobile companies could be applied to reduce hospital
errors, my work in palliative care at The University of Texas MD Anderson Cancer Center
enriched my life perspectives by demonstrating that clinical research not only provides hope but

also improves the quality of life for the living and those near the end of that walk.
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ABSTRACT
Background: Interdisciplinary palliative care (PC) teams (IDTs) are essential to improving
patient outcomes while cancer center executives have a key role in defining the future of PC.
Objectives: To compare PC team compositions and executives’ attitudes towards PC between
NCI (National Cancer Institute)-designated cancer centers (NCI-CCs) and non-NCI-designated
cancer centers (non-NCI-CCs) in 2018 and to compare changes in team composition and
executives’ attitudes and beliefs between 2009-2018.
Methods: PC program leaders (PL) and cancer center executives at all 62 NCI-CCs and a
random sample of 60 of 1252 non-NCI-CCs were surveyed from April-August 2018. The PL
survey examined team composition and certification requirements. The primary outcome was the
presence of an IDT defined as a PC physician, nurse, and psychosocial member. Secondary
outcomes were the size and number of individual disciplines. The executives’ survey contained
12 questions examining attitudes towards PC integration, perceived barriers, and self-
assessments. The primary outcome was agreement on the statement “a stronger integration of PC

services into oncology practice will benefit patients at my institution.”



Results: In 2018, 52/61 (85%) NCI-CCs and 27/38 (71%) non-NCI-CCs responded to the PL
survey. NCI-CCs were more likely to have IDTs than non-NCI-CCs (92% vs. 67%; P=0.009). In
contrast, non-NCI-CCs were more likely to have nurse-led teams (14.8% vs. 0.0%; P=0.01). The
median number of disciplines did not differ between groups (NCI, 6.0; non-NCl, 5.0; P=0.08).
Between 2009 and 2018, NCI-CCs and non-NCI-CCs saw increased proportions of centers with
IDTs (NCI, 64.9% vs 92.0%, P<0.001; non-NCl, 40.0% vs. 66.7%; P=0.047). In 2018, 52/77
(68%) NCI-CCs and 88/126 (70%) non-NCI-CCs responded to the executives’ survey. A vast
majority of executives at NCI-CCs and non-NCI-CCs endorsed PC integration (89.7% vs 90.0%;
P>0.999). NCI-CCs were more likely to endorse increasing funding for PC (52.5% vs 23.1%;
P=0.01) and hiring physician specialists (70.0% vs 37.5%; P=0.004) than non-NCI-CCs. The top
3 perceived barriers among NCI-CCs and non-NCI-CCs were limited institutional budgets
(57.9% vs 59.0%; P=0.92), poor reimbursements (55.3% vs 43.6%; P=0.31), and lack of
adequately trained palliative care physicians and nurses (52.6% vs 43.6%; P=0.43). Both NCI-
CCs and non-NCI-CCs favorably rated their PC services (89.7% vs 71.8%; P=0.04) with no
major changes since 2009.

Conclusion: NCI-CCs were more likely to report having an IDT than non-NCI-CCs. Despite
some growth over the past decade, there is further room for improvement for the PC workforce,
particularly at non-NCI-CCs. Cancer center executives endorsed the integration of PC, with
greater willingness to invest in PC among NCI-CCs. Resource limitations continue to be a major

barrier.
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BACKGROUND

Literature Review
The National Coalition for Hospice and Palliative Care states that “[b]eneficial at any stage of a
serious illness, palliative care is an interdisciplinary care delivery system designed to anticipate,
prevent, and manage physical, psychological, social, and spiritual suffering to optimize quality of
life for patients, their families and caregivers. Palliative care can be delivered in any care setting
through the collaboration of many types of care providers. Through early integration into the
care plan of seriously ill people, palliative care improves quality of life for both the patient and
the family.”? Palliative care is directed towards patients with chronic, complex, or life-
threatening conditions? by providing symptom management but also focusing on hope, quality of
life, and dignity.®

In addressing the holistic nature of palliative care, an interdisciplinary team (IDT) of
physicians, advanced practice registered nurses, nurses, social workers, and chaplains coordinate
continuity of care through the illness trajectory including during transitions of care and across
settings. The most basic PC team consists of a physician and a nurse,* with team variations by
setting. Although IDT members may be certified palliative care specialists in their own
disciplines, their roles are to work with the patient and family to develop, implement, and update
patient care plans to prepare for and treat physical, psychological, social, and spiritual needs.””
Earlier integration with standard oncology care allows for preparation for unexpected rapid
deteriorations in health, social functioning, and spiritual well-being. Key points of decline occur
around diagnosis, after discharging from initial treatment, and illness progression to terminal

stages.® Palliative care teams can range in size and discipline by setting.
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Palliative Care Integration

In 2010, a landmark randomized control trial examined the quality of life at baseline and at
twelve weeks after newly diagnosed metastatic non-small-cell lung cancer patients were assigned
either oncologic care or early palliative care with standard oncologic care. Significant
improvements in quality of life and mood were found, measured by the Functional Assessment
of Cancer Therapy-Lung (FACT-L) Scale and the Hospital Anxiety Depression Scale (HADS),
respectively. Additionally, patients assigned early palliative care along with oncologic care
received less aggressive end of care towards the end of life and longer survival’.

Based on the findings by Temel and colleagues and other randomized clinical trials, the
American Society of Clinical Oncology (ASCO) created the 2012 ASCO provisional clinical
opinions (PCO) suggesting integration of palliative care into standard oncologic care.? In 2014,
the WHO adopted a resolution that palliative care should be start after diagnosis and be
integrated into care for individuals with terminally ill conditions.® In 2017°s PCO, the ASCO Ad
Hoc Palliative Care Expert Panel recommended that inpatients and outpatients with advanced
cancer (distant metastases, late-stage disease, life-limiting, prognosis of 6-24 months) should
receive dedicated palliative care early on. Additionally, the panel strongly recommends patients
to be referred to interdisciplinary palliative care teams for consults and for newly diagnosed

patients with advanced cancer to palliative care within 8 weeks of diagnosis.°

Team Models in Healthcare
Teamwork is essential to effectively handle demanding caseloads. A team is defined as “a small
number of people with complementary skills who are committed to a common purpose, set of

performance goals, and approach for which they hold themselves mutually accountable.”*!
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Patients with advanced incurables diseases face spiritual, physical, psychological, and existential
challenges. It is difficult for a single provider to address all these needs adequately.*?

Various models of teamwork exist and have been accepted in clinical practice:
multidisciplinary, interdisciplinary, and transdisciplinary. In multidisciplinary teams, different
team members evaluate patients independently according to their expertise’® and assess, plan,
and provide care with little to no involvement from the other team members.** Coordination is
based on supervision or standardization and the team leader functions as a traditional manager.®

Interdisciplinary health-care teams can be described as “an identified collective in which
members share common team goals and work interdependently in planning, problem-solving,
decision-making, and implementing, and evaluating team-related tasks.”® Interdisciplinary
teams in palliative care are determined by the specific needs of the patient population being
served.'*, Additionally, it involves collaboration and frequent communication among members.’
Everyone is expected to coordinate their own activities and the team leader functions as a
coach.®®

A transdisciplinary team can be recognized by the blurring of or shared roles and
responsibilities of its members. In this setting, team members’ expertise may not be apparent to
the patient or family members. However, the patients are able to obtain access to practitioners
who have learned from other professions and may find a greater chance of a personality fit with a
team member.*® Ultimately, the goal is to provide care that aligns with the patient and family’s
preferences and values by utilizing the appropriate team model. Members can still maintain
specialized roles but are prepared to replace one another when needed. Coordination is
accomplished by close interactions and flexibility while the leadership is self-regulated and

varies by situation and setting.'®
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The team makeup can be tailored to setting and patient illness complexity. For instance,
at MD Anderson, both the outpatient ambulatory center and inpatient unit uses a team structure
consisting of physicians, fellows, advanced practice nurses (APNSs), counselor, social worker,
physical and occupational therapists, nutritionist, and pharmacist. On the other hand, the mobile
team consists of at least a physician, fellow, and APN *°. In practice, a more multidisciplinary
approach is applied in the outpatient setting at Anderson while a more interdisciplinary approach
occurs in the inpatient PC unit. Patients in other inpatient units around the hospital seen by the

mobile team can also request to be seen by social workers, chaplains, and other specialists.

Interdisciplinary Teams in Palliative Care

The complex needs of patients in advanced stages of disease cannot be sustainably and fully
addressed by palliative care clinicians alone and require a team of trained specialists. The
interdisciplinary team model appropriately assigns patient needs to specialists most capable of
assisting the patient and the family. The frequent and shared communication among team
members allow for effective and efficient delivery of patient care. Cancer care usually requires
the knowledge base of specialty physicians such as medical oncologists, surgeons, radiation
oncologists, as well as primary care physicians who provide an initial point of contact for
screening and symptom evaluation 2.

In general, the interdisciplinary palliative care team consists of a doctor, nurse, and social
worker, but team composition varies by setting and can additionally include advanced nurse
practitioners, rehabilitation specialists, pharmacists, psychiatrists, dieticians, counselors, music
and art therapists, and chaplains to holistically address symptom management, pain relief, and

improve psychosocial difficulties and quality of life.
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Public Health Significance

Around 78 million “Baby Boomers” in developed countries have entered a phase of their lives
where heart disease, chronic diseases, and cancer are becoming more prevalent,?* and will
challenge the existing capacity of healthcare systems. The American Cancer Society estimates
1,762,450 new cases of cancer in 2019 and 606,880 cancer deaths based on 2002-2016 reported
cancer deaths at the state and national levels reported to the National Center for Health
Statistics.??

In the United States and other high-income countries, 75% of deaths stem from chronic
diseases and can benefit from specialist or non-specialist palliative care.?® This demand for
palliative care is also met with a projected shortage of 6,000 to 18,000 palliative care specialists
depending on time dedicated to hospice and palliative medicine.?*

In consideration of the high per capita costs in the United States of $10,586 in 2018% and
the Triple Aim Initiative (Better Care for Individuals, Better Health for Populations, Lower per
Capita Costs), studies have found significant cost-savings associated with usage of palliative care
services in both community-based and hospital outpatient clinics and inpatient units.?6-2°

The results of this study have implications for both policy and public health by
identifying how cancer centers responded to ASCO guidelines one year after the 2017
recommendations were published. Additionally, the surveys assessed the attitudes and beliefs of

executives who wield key decision-making power and can provide insight of what to expect in

terms of palliative care growth in their respective cancer centers.
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Theoretical Framework

The theoretical framework derives from Donabedian’s structure, process, and outcome
framework in Figure A. The structure consists of both the interdisciplinary palliative care team
and the setting. At a minimum, the interdisciplinary palliative care team includes a palliative care
physician, nurse, and social worker in addition to a number of other allied health professionals or
specialties. The setting varies from a supportive care outpatient clinic, palliative care inpatient
unit, inpatient units in other departments consulted by the palliative care mobile team, and
telemedicine visits. Process factors include those involving coordinated patient care, public
policies supportive palliative care initiatives, organizational support for palliative care, and the
support of cancer center executives. Outcomes pertain to cost-savings, deferrals to hospice care,

and better symptom management for patients and caregivers.
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Figure A: Theoretical Framework
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The framework directly relating to interdisciplinary teams derives from a paper investigating the
role teams play in delivering timely and multidimensional palliative care® in Figure B. In the
interdisciplinary palliative care team, members share information with each other and provide
holistic care to the patient and family according to their expertise, addressing physical,

emotional, social, spiritual, and informational supportive care needs.
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Figure B: The Interdisciplinary Palliative Care Teams. Adapted from Hui et al. CA 2018.
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The color-coding and color-attributed spatial presence in circles representing IDT members and
families in Figure B correspond to the multidimensional and interconnected supportive care
needs, illustrated in Figure C. The dots connecting the team members represent shared
communication.

Palliative Care IDT composition varies with healthcare setting and patient and family
needs. The point in illness trajectory can also contribute to the team makeup, especially towards
end-of-life care, but also early on.! In Figure C, the white arrows indicate multidirectional
relationships in how changes in one dimension can influence other ones. For instance, a patient’s
increase in pain can affect his or her anxiety levels, increasing stress levels among family

members and caregivers.
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Figure C: Multidimensional Supportive Care Needs. Adapted from Hui et al. CA 2018.
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Specific Aims

Article 1: A National Survey of Palliative Care Team Compositions

Acrticle 1 will explore what proportion of cancer centers in the US have an interdisciplinary
palliative care team, defined as a physician, nurse, and psychosocial member. It will also
examine the team size, defined as the number of unique disciplines present in each cohort of

cancer centers.

Aim la. To compare the palliative care team composition between NCI-designated and non-

NCI-designated cancer centers in 2018.

Aim 1b. To compare palliative care team composition changes between 2009 and 2018.
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Article 2: Cancer Center Executives’ Attitudes towards Palliative Care Integration

Acrticle 2 will primarily assess whether or not cancer center executives agree with the statement
“a stronger integration of palliative care services into oncology practice will benefit patients at
my institution.” It will also examine barriers to access and self-assessments regarding palliative

care.

Aim 2a. To compare cancer center executives’ attitudes towards palliative care between National
Cancer Institute-designated cancer centers and non-NCI-designated cancer centers in 2018.

Aim 2b. To compare changes in cancer center executives’ attitudes towards palliative care

between 2009 and 2018.
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A National Survey of Palliative Care Team Compositions

Journal of Pain and Symptom Management

ABSTRACT

Context: Interdisciplinary palliative care teams are essential to improving patient outcomes.
Obijectives: To compare the palliative care team composition between NCI (National Cancer
Institute)-designated and non-NCI-designated cancer centers in 2018 and to compare team
composition changes between 2009 and 2018 cohorts.

Methods: Palliative care program leaders at all 62 NCI-designated cancer centers and a random
sample of 60 of 1252 non-NClI-designated cancer centers were surveyed from April to August
2018. Questions examined team composition and certification requirements. The primary
outcome was the presence of an interdisciplinary team defined as a palliative care physician,
nurse, and psychosocial member. Secondary outcomes were the size and number of individual
disciplines.

Results: In 2018, 52/61 (85%) NCI-designated and 27/38 (71%) non-NCI-designated cancer
centers responded to the survey. NCI-designated cancer centers were more likely to have
interdisciplinary teams than non-NCI designated cancer centers (92% vs. 67%; P=0.009). In
contrast, non-NCI-designated cancer centers were more likely to have nurse-led teams (14.8%
vs. 0.0%; P=0.01). The median number of disciplines did not differ between groups (NCI, 6.0;
non-NCI, 5.0; P=0.08). Between 2009 and 2018, NCI-designated and non-NClI-designated
cancer centers saw increased proportions of centers with interdisciplinary teams (NCI, 64.9% vs

92.0%, P<0.001; non-NCl, 40.0% vs. 66.7%; P=0.047).
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Conclusion: NCI-designated cancer centers were more likely to report having an
interdisciplinary palliative care than non-NClI-designated cancer centers. Despite some growth
over the past decade, there is further room for improvement for the palliative care workforce,

particularly at non-NClI-designated cancer centers.

INTRODUCTION

Cancer patients experience a complex and multidimensional set of symptom burden.! While
some of these challenges can be addressed through primary palliative care,?3 an interdisciplinary
team-based approach better addresses the physical, emotional, social, spiritual, and informational
needs* of patients and caregivers.> Randomized controlled trials have shown that specialized
palliative care teams are crucial to improving patient outcomes.®”’

However, significant variation exists among palliative care teams regarding the
composition of essential core members. Teams comprise of individuals representing a wide
range of specialized skillsets: physicians, advanced nurse practitioners, clinic nurses, unit nurses,
rehabilitation specialists, pharmacists, psychiatrists, psychologists, dieticians, counselors, social
workers, music and art therapists, volunteers, and chaplains. Some studies have reported
programs with only a single member, such as an advanced practice nurse,? to having teams
consisting of multiple disciplines.®>*® Interdisciplinary palliative care teams with a larger number
of disciplines have been found to more effectively improve patient outcomes than a single
disciplinary member,*8 and can more comprehensively address the multiple dimensions of care.

Currently, the proportion of cancer centers in the United States with an interdisciplinary
palliative care team and corresponding team compositions is unknown. At the time of study

design, the Commission on Cancer had accredited over 1,400 cancer programs, of which we
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classified by National Cancer Institute (NCI) and non-NCI designation. The purpose of our study
was to compare palliative care team compositions between NCI-designated and non-NClI-
designated cancer centers in 2018 and changes in composition between 2009 and 2018.

A better understanding of the state of palliative care team compositions can provide
program leaders and hospital administrators with key information to fill in structural gaps of
palliative care programs and allocate appropriate resources to improve standards of care for
cancer patients. An accurate national depiction of current palliative care team structures can help
policy makers gauge progress and allocate resources to fulfill national and international

recommendations on integrating palliative care into standard oncology care.

MATERIALS AND METHODS

Study Design

This was a prospective cross-sectional study, surveying program leaders from NCI-designated
and non-NCl-designated cancer centers in the United States previously in 2009 and again in
2018. Survey questions were framed according to Donabedian’s structure, process, and
outcome* with question construction described in a previous study.'® Program leaders,
individuals identified as highly knowledgeable of their respective palliative care program and
operations, were surveyed on aspects of palliative care, including services, personnel,
certification requirements, referrals, education, and research. The 74 question 2009 survey
served as the base for the 2018 survey, which included 8 additional questions on palliative care
education and outpatient cancer patients for a total of 82 questions. Of the 82 question 2018
survey, 16 related directly to palliative care personnel, physician and nurse certifications,

physician workload, and physician protected time were intended for analyses. The Institutional
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Review Boards at the University of Texas MD Anderson Cancer Center and the University of

Texas Health Science Center approved the study and granted exemption status.

Survey Questions

Respondents were asked to select the number or range of paid personnel assigned to palliative
care: ward nurses (inpatient), clinic nurses (outpatient), chaplains, dieticians, mid-level providers
(advanced nurse practitioners or physician assistants), palliative care physicians, rehabilitation
specialists (physical therapists or occupational therapists), pharmacists, psychiatrists,
psychologists or counselors, social workers, and other. Answer choices for clinic and ward
nurses were 0, 1-5, 6-10, 11-25, 26-50, and more than 50. For all other personnel, the answer
categories were 0, 1, 2-5, 6-10, and more than 10. Additionally, program leaders were asked to
state the number of full-time equivalent physician positions available in the palliative care
program, the number of physicians with at least 20% academic protected time, whether palliative
care physicians are required to be certified by the American Board of Hospice and Palliative
Medicine or American Board of Medical Specialists, and if palliative care program nurses are

required to be certified by the National Board for Certification of Hospice and Palliative Nurses.

Survey Population

All cancer centers in this study were accredited by and obtained from the Commission on Cancer
database. Accreditation requires compliance with the American College of Surgeon’s Optimal
Resources for Cancer Care,'!’ a standards guideline for patient care, quality improvement,
education, and research. We further categorized centers as NCI-designated or non-NCI-

designated. NCI centers are celebrated as scientific research leaders that recruit heavily for
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clinical trials, are affiliated with university medical centers, emphasize training and education,
deliver leading-edge treatments, and meet rigorous standards for the prevention, diagnosis, and
treatment of cancer.'® Moreover, the vast majority of cancer care in the United States is provided
collectively by non-NClI-designated cancer centers that are typically smaller and experience a
lower patient volume individually.

Survey responses were categorized by year and NCI-designation status. There were a
total of 6 cohorts: 2009 NCI, 2009 non-NCl, 2018 NCI previous, 2018 non-NCI previous, 2018
NCI current, and 2018 Non-NCI current. 2018 “previous” cohorts were centers surveyed in 2009
that were resampled in 2018. 2018 “current” cohorts were newly sampled cancer centers. At the
time of survey administration in 2009, we identified 71 NCI-designated cancer centers and 1,411
non-NClI-designated cancer centers in the Commission on Cancer database. In 2018, there were
62 NCI-designated and 1,252 non-NClI-designated cancer centers. The sampling methodology is

described in further detail in our 2020 publication.*®

Data Collection

Our research staff contacted every cancer center by phone after internet search to confirm
whether a palliative care program existed and inquired for the appropriate program leader to
survey. Each program leader was mailed an invitation, a paper copy of the survey with a prepaid
envelope, and a $10 gift card regardless of participation. A secure electronic survey option
(https://www.qualtrics.com) was provided as an alternative. Follow-up letters were sent at 2 and
4 weeks while emails and phone calls were made at 8 weeks. All data collection occurred

between April and August of 2018.
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Statistical Analysis

The primary and secondary outcome variables were coded separately from the original survey
questions and all ordinal variable responses were converted to binary format. The primary
outcome was an interdisciplinary palliative care team, defined as a palliative care physician,
nurse, and psychosocial member.1%t! Nurses, as part of the interdisciplinary team, included either
unit nurses, clinic nurses, advanced practice nurses, or physician assistants. A psychosocial
member, as part of the interdisciplinary team, included either a chaplain, social worker,
psychologist, or psychiatrist. The secondary outcome was the team size, measured by the total
number of cited disciplines by center with a maximum of 12 from the survey. Exploratory
analyses were conducted after generating new variables to obtain the proportion of centers with
at least a nurse and no palliative care physicians, the proportion of centers with a palliative care
physician and no nurses, and teams with only a nurse and physician. In these additional analyses,
a “nurse” was defined identically as for the interdisciplinary palliative care team.

Data analyses were performed using SAS Version 9.4 for Windows 10 and IBM SPSS
Statistics for Windows, version 24 (IBM Corp. Armonk, N.Y., USA). Descriptive statistics were
generated for variables to obtain proportions, medians, and interquartile ranges (IQR).
Visualizations were created with DataWrapper (Berlin Prenzlauer Berg, Germany). Fisher’s
Exact and Chi-Square test were used to obtain p values for the primary comparison between the
2018 NCI current and 2018 non-NCI current cohorts. Logistic regression via generalized
estimating equations (GEE) were used to compare cohorts with overlapping (partially matched)
cohorts while logistic regression was used to compare non-overlapping (unmatched) cohorts to
generate odds ratios (OR), 95% confidence intervals (Cl), and p values. Secondary comparisons

involved 2009 cohorts and a current sample in 2018: 2009 NCI vs 2018 NCI current (partially
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matched), and 2009 non-NCI vs 2018 non-NCI current (unmatched). Exploratory comparisons
involved the 2009 cohort which was resurveyed in 2018: 2009 NCI vs 2018 NCI previous
(matched); and 2009 non-NCI vs 2018 non-NCI previous (partially matched). Continuous
outcome variables with skewed data distributions were converted into binary format for analysis
by GEE logistic regression or traditional logistic regression while those that were normally
distributed outcomes were evaluated via general linear models by GEE. The significance of
primary outcome was evaluated with a p value less than 0.05 while the other analyses were

considered hypothesis generating.

RESULTS

Survey Response Rates

Methodology for response rate calculations were derived from the 2016 definitions by the
American Association for Public Opinion Research.?’ The program leader survey had an overall
response rate of 75% (123/164). Of these, 61/76 (80%) of NCI-designated cancer centers
responded while 62/88 (71%) of non-NCI-designated cancer centers completed the survey. No
significant difference was found among states for the randomly selected 2018 non-NCI current
cohort (P=0.35). This review was inapplicable to NCI-designated cancer centers since all were
sampled. Additionally, the differential between NCI-designated and non-NCI-designated cancer

center response rate was found to be insignificant (P=0.21).

Palliative Care Teams: NCI-designated and Non-NClI-designated Cancer Centers
The primary outcome was a statistically significant difference in reported interdisciplinary

palliative care teams between the 2018 NCI current and 2018 non-NCI current cohorts. The NCI
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current cohort, compared to the 2018 non-NCI current cohort, was more likely to report an
interdisciplinary palliative care team consisting of a physician, nurse, and psychosocial member
(92.0% vs. 66.7%; P=0.009), a palliative care team consisting of a nurse and physician (98.0%
vs. 74.1%; P=0.002), a clinic nurse (83.3% vs 52.2%; P=0.006), a palliative care physician
(100% vs. 84.0%; P<0.001), full-time equivalent physician positions in palliative care (median
4.0 vs 1.0; P<0.001), and number of palliative care physicians with 20% protected academic time
(median 2.0 vs 0.0; P=0.007), and physician certification requirements for palliative care (94.1%
vs 59.3%; P<0.001). The 2018 non-NCI current cohort was more likely to have a team consisting

of at least a nurse and no palliative care physicians (0% vs 14.8%; P=0.01).

Current Cohorts
In 2018, we surveyed all NCI-designated cancer centers at the time as well as an approximate
number of randomly sampled non-NClI-designated cancer centers. The 2018 NCI-designated
cancer centers, compared to 2009 NCI-designated cancer centers, were more likely to report an
interdisciplinary palliative care team (92.0% vs 64.9%; P<0.001), a psychosocial team member
(93.9% vs 81.8%; P=0.048), a clinic nurse (83.3% vs 48.8%; P<0.001), a chaplain (80.9% vs
55.1%; P=0.01), requirement for physicians to be certified (94.1% vs. 58.6%; P<0.001), number
of physicians with at least 20% protected academic time (70.0% vs 41.8%; median 2.0 vs 1.0;
P=0.006) and total number of disciplines represented in the palliative care team (median 4.0 vs
1.0; P<0.0001).

Compared to 2009 non-NCI-designated cancer centers, 2018 non-NClI-designated cancer

centers were more likely to report an interdisciplinary palliative care team (66.7% vs 40.0%;
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P=0.047), a psychosocial member (95.8% vs 64.0%; P=0.02), a social worker (91.7% vs 54.5%);

P=0.009), and a larger number of disciplines (median 5.0 vs 3.0; P=0.04).

Previous Cohorts

The 2009 NCI-designated and non-NCI-designated cancer centers were resurveyed in 2018 and
responses were compared. The 2018 NCI current cohort, compared to the 2009 NCI cohort, was
more likely to report an interdisciplinary palliative care team (86.5% vs 64.9%, P=0.002), a
psychosocial member (91.8% vs 81.8%; P=0.04), a clinic nurse (83.3% vs 48.8%; P<0.001), a
chaplain (80.4% vs 55.1%; P=0.005), physician certification requirements (86.5% vs 58.6%;
P=0.004), and larger number of disciplines (median 6.0 vs 4.0; P<0.001).

The 2018 non-NCI current cohort, compared to the 2009 non-NCI cohort, was more
likely to have an interdisciplinary palliative care team (64.7% vs 40.0%; P=0.01), a psychosocial
member (96.6% vs. 64.0%; P=0.01), a certification requirement for physicians (74.2% vs 50.0%;
P=0.049), and full-time equivalent physician positions in palliative care (93.9% vs 68.8%);

P=0.02).

DISCUSSION

In this national survey, we found that NCI-designated cancer centers were more likely to have
interdisciplinary palliative care teams while non-NCI-designated cancer centers were more likely
to report having nurse-led palliative care teams without physicians. Although the number of
cancer centers with interdisciplinary palliative care teams has grown over the past decade, our
survey highlights that major gaps remain in the structure of palliative care teams, and that

administrators need more resources to provide more comprehensive team-based palliative care.
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We found that interdisciplinary teams were missing from one-third of non-NCI-
designated cancer centers. The absence of interdisciplinary teams from non-NCI-designated
cancer centers mainly stemmed from a lack of palliative care physicians in 1 of 6 non-NCI-
designated cancer centers, as nurses and psychosocial members were both present in over 95% of
the non-NClI-designated cancer centers surveyed. Our finding is concerning because non-NCI-
designated centers treat the majority of cancer patients in the United States.® The current training
capacity of US palliative care physicians is already insufficient given the projected population
growth and demand for palliative care.?! Furthermore, having an interdisciplinary team is an
indicator of integration.?? The lack of physicians may be a marker for limited institutional
investment in palliative care. Thus, it is important to not only mandate interdisciplinary teams as
a minimum requirement for palliative care programs similar to hospices, but to also create
training opportunities to staff the interdisciplinary palliative care workforce,?® and to invest
adequate resources to support more patients who can benefit from palliative care.

This study also found that nurse-led palliative care programs with limited or no physician
involvement were more common at non-NClI-designated cancer centers. Palliative care nurses
include hospice nurses, advanced practice nurses with a master’s degree or higher, or acute care
registered nurses with further training.?* Nurses educate, advise, and provide emotional support
to patients and families while coordinating with multidisciplinary teams to provide holistic
patient-centered care in a cost-effective manner.?> However, physicians are considered essential
members of an interdisciplinary palliative care team because they have specialized expertise in
symptom management and prescription authority. They are also actively involved in promoting
prognostic understanding to facilitate complex decision-making around cancer treatments and

care planning. Randomized controlled trials have found improved outcomes with
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interdisciplinary teams but uncertain benefits for nurse-led or nurse-only palliative care
provision. For instance, a randomized clinical trial examining very limited consultation provided
by a palliative care nurse found no improved outcomes compared to standard oncologic care
alone.?® Although nurses are less costly, they can only provide care consistent within the scope
of nursing and other disciplines are needed to ensure comprehensive holistic care can be
provided. Policy makers can justify the cost-savings associated with palliative care services
additional to improved quality of life and survivorship with advancing state and federal agendas.
Further research is also needed to determine how to tailor palliative care teams to specific
settings. For example, nurse-led programs may be appropriate for patients in some
circumstances. As telehealth becomes more common due to COVID-19, there will a need to
further develop virtual teams,?” which would also increase patient access to interdisciplinary
palliative care teams, especially for areas with limited resources.

We also noted a similarity in team sizes between NCI-designated and non-NCI-
designated cancer centers, with reports of 5-6 disciplines each. Palliative care teams regularly
comprised of clinical personnel, but also frequently included psychosocial members. In fact,
social workers and chaplains were among the most reported professions in both NCI-designated
and non-NClI-designated cancer centers. Social workers provide emotional and social support,
handle case management, and interpret and navigate the healthcare system.?® Chaplains build and
nurture relationships, provide care in the time preceding death, and alleviate spiritual distress.?
The high proportions of centers with psychosocial members suggests that administrators
recognize their relevance in palliative care teams.

Several of the least reported disciplines in NCI-designated and non-NCI-designated

cancer centers were dieticians, rehabilitation specialists, and psychiatrists. Dieticians tailor
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nutritional plans for patients according to their needs and emphasized the need for specialist-
level dietary education.®® A previous study found that dieticians expressed concerns of their
generally unrecognized role in palliative care.®! Rehabilitation specialists enable patients to
preserve function and independence. Psychiatrists have specialized expertise in the management
of depression, anxiety, delirium, and other mental illnesses, a skillset that can be complementary
to that of other palliative care specialists.*?> The absence of these and other disciplines could be
from reasons including but not limited to prioritizations in hiring, budgetary restrictions, and or
an incomplete understanding of specialists’ importance to the palliative care team. Moreover,
patients can benefit from the assimilation of less common disciplines into the interdisciplinary
team rather than from non-palliative-affiliated consultations because of the information-sharing
and collaborative nature.

Over the last decade, NCI-designated cancer centers grew by proportion and team size, in
addition to experiencing increases in clinic nurses and chaplains. These changes were not
surprising given the generally better access to resources, larger patient volumes by institution,
increased academic affiliations, and willingness for leadership to invest in evidence-based
models of care. Despite many positive changes, NCI-designated cancer centers can still improve
by assessing each site and consider expanding teams to include additional disciplines that could
benefit patients.

Similar to NCI-designated cancer centers, non-NClI-designated cancer centers also
experienced growth in the form of greater proportions of centers with interdisciplinary teams,
increased clinic nurses, social workers, and larger team sizes over the last 10 years. The results
are particularly encouraging since a larger proportion of cancer patients are seen at non-NClI-

designated cancer centers as a whole, whereas NCI-designated cancer centers typically see more
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patients by site. The emphasis of nurse-led teams among non-NCI-designated cancer centers was
supported by a decreased percentage of palliative care physicians over the same time period,
while the proportion of centers with unit nurses, clinic nurses, and mid-level providers increased.
Palliative care growth in NCI-designated and non-NCI-designated cancer centers over the past
decade was in alignment with cancer center leadership attitudes towards increasing palliative
care funding.®®

This study presented with several limitations. First, the reliance on self-reported
information could have resulted in an overrepresentation of palliative care program capacities.
Second, the random sampling of non-NCI-designated cancer centers may not be representative of
all non-NCl-designated cancer centers not included in the Commission on Cancer database.
Third, the program leader survey questions were intended for cancer centers providing only
specialist palliative care services. Fourth, the sample size was small. Only the primary outcome
of interdisciplinary team presence was evaluated with a p value of 0.05, while other outcomes
were considered hypotheses-generating. Lastly, we only examined structure and did not assess

the processes and outcomes of interdisciplinary teams.

CONCLUSION

In this study, interdisciplinary teams were more commonly reported in NCI-designated than non-
NClI-designated cancer centers, while the latter were more likely to report nurse-led teams.
Psychosocial disciplines, primarily social workers and chaplains were also commonly reported as
members of the interdisciplinary teams, although other disciplines were less likely to be present.

While some progress has been made in the previous decade, further development of teams in
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palliative care programs is to provide comprehensive care to advanced cancer patients and their

families, particularly at non-NCI designated cancer centers.
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Figure 1.1: Palliative Care Team Compositions: NCI vs Non-NCI, 2018
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Table 1.1: 2018 NCI Current PL vs. 2018 Non-NCI Current PL

2018 NCI PL

2018 NON-NCI PL

Median (IQR)

Characteristic (n=52) No. (%) (n=27) No. (%) pe
Ir::eer:ﬁ)iztr:)ibplinary Team (Physician, Nurse?, and Psychosocial 46 (92.0%) 18 (66.7%) 0.009
Interdisciplinary Team (Physician and Nurse?)P 49 (98.0%) 20 (74.1%) 0.002
Nurse? (Unit, Clinic, or Mid-Level Provider)® 49 (98.0%) 26 (96.3%) >0.99
Zsy_chosocial I\{I)ember (Chaplain, Psychologist, Psychiatrist, or 46 (93.9%) 23 (95.8%) >0.99
ocial Worker)
Physician without nurse? present® 1 (2.0%) 1(3.7%) >0.99
Nurse? without physician present®? 0 (0.0%) 4 (14.8%) 0.01
Nurse (Unit or Clinic) 40 (83.3%) 18 (66.7%) 0.10
Unit Nurse 15 (38.5%) 7 (33.3%) 0.69
Clinic Nurse 40 (83.3%) 12 (52.2%) 0.006
Chaplain 38 (80.9%) 16 (66.7%) 0.19
Dietician® 9 (19.6%) 4 (20.0%) >0.99
Mid-level Provider® 44 (88.0%) 23 (85.2%) 0.73
Physician (Palliative Care)® 50 (100.0%) 21 (84.0%) 0.01
Rehabilitation Specialist® 9 (20.9%) 6 (28.6%) 0.54
Pharmacist 16 (37.2%) 8 (36.4%) 0.95
Psychiatrist 13 (28.9%) 4 (20.0%) 0.45
Psychologist 13 (30.2%) 7 (35.0%) 0.71
Social Worker? 42 (85.7%) 22 (91.7%) 0.71
Other 10 (45.5%) 6 (42.9%) 0.88
Physician certification requirement for American Board of
Hospice and Palliative Medicine or American Board of Medical 48 (94.1%) 16 (59.3%) <0.001
Specialists®
Nurse cc_erti_fication requirement for National Board of Hospice 22 (44.0%) 8 (29.6%) 0.22
and Palliative Nurses
Total number of disciplines (Including Other)
Median (IOR) 6 (5, 7) 5@, 7) 0.08
Total number of disciplines (Excluding other)
Median (IQR) 5.5 (5.0, 7.0) 5(@3,7) 0.05
Full-Time Equivalent Physician positions in Palliative Care
Median (IQS) Y P 4.0 (2.8,7.4) 1(1, 3) <0.001
Number of Physicians with at least 20% protected academic
time 2 (0, 5) 0(0,1) 0.007

Abbreviations: SD, standard deviation; IQR, Interquartile range; NCI, National Cancer Institute; PL, Program leaders

@Nurse defined as the presence of a Unit RN, Clinic RN, Mid-level Provider

bFisher’s Exact test was used to calculate the p-value for variables with small numbers

¢Chi-square was used to calculate p-values unless otherwise specified
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Table 1.2: 2009 NCI PL vs. 2018 NCI Current PL

2018 NCI
Characteristic (r?ggi))Nl\cl:tla Current Odds Ratio pa
(0/’) ’ (n=52), No. (95% CI)2
° (%)
Interd|SC|pI!nary Team (Physician, Nurse, and 37 (64.9%) 46 (92.0%) 6.09 (2.25, 16.51) | <0.001
Psychosocial member)
Interdisciplinary Team (Physician and Nurse) 46 (80.7%) 49 (98.0%) 11.66 (1.49, 91.55) 0.02
Nurse (Unit, Clinic, or Mid-Level Provider) 53 (94.6%) 49 (98.0%) 2.74 (0.28, 27.38) 0.39
Psychosocial Member (Chaplain, Psychologist, o o
Psychiatrist, or Social Worker) 45 (81.8%) 46 (93.9%) 2.60 (1.01, 6.68) 0.048
Physician without nurse present 2 (3.5%) 1 (2.0%) 0.56 (0.05, 6.40) 0.64
Nurse without physician present® 4 (7.0%) 0 (0.0%) - -
Nurse (Unit or Clinic) 30 (62.5%) 40 (83.3%) 3.06 (1.22, 7.67) 0.02
Unit Nurse 16 (39.0%) 15 (38.5%) 0.82 (0.36, 1.91) 0.65
Clinic Nurse 21 (48.8%) 40 (83.3%) 5.33(2.18,12.99) | <0.001
Chaplain 27 (55.1%) 38 (80.9%) 3.52 (1.45, 8.54) 0.01
Dietician 9 (20.9%) 9 (19.6%) 1.00 (0.36, 2.79) >0.99
Mid-level Provider 45 (88.2%) 44 (88.0%) 1.23(0.43, 3.51) 0.70
Physician (Palliative Care)® 49 (90.7%) 50 (100.0%) - -
Rehabilitation Specialist 6 (14.0%) 9 (20.9%) 2.83(0.79, 10.15) 0.11
Pharmacist 19 (41.3%) 16 (37.2%) 0.84 (0.36, 1.99) 0.70
Psychiatrist 8 (19.0%) 13 (28.9%) 1.50 (0.46, 4.82) 0.50
Psychologist 12 (27.3%) 13 (30.2%) 1.25 (0.47, 3.29) 0.65
Social Worker 38 (74.5%) 42 (85.7%) 1.74 (0.72, 4.22) 0.22
Other 9 (37.5%) 10 (45.5%) 1.38 (0.43, 4.49) 0.59
Physician certification requirement for American Board
of Hospice and Palliative Medicine or American Board 34 (58.6%) 48 (94.1%) 11.30 (3.15, 40.50) | <0.001
of Medical Specialists
Nursg certlflcatlo_n requirement for National Board of 19 (33.3%) 22 (44.0%) 1.55 (0.69, 3.47) 0.29
Hospice and Palliative Nurses
Total Number of Disciplines (Including Other)
Median (IQR)® 4.0 (3.0, 6.0) 6.0 (5.0, 7.0) 1.61 (0.94, 2.29) | <0.0001
Total Number of Disciplines (Excluding Other)
Median (IQR)® 4 (3, 6) 5.5 (5.0, 7.0) 0.32(0.93, 2.20) | <0.0001
Full-Time Equivalent Physician Positions in Palliative
CarePd 1.0(1.0,2.0) | 4.0(2.8,7.4) - -
Median (IQR)
Number of physicians with at least 20% protected
academic time? 0.0 (0.0, 2.0) 2.0 (0.0,5.0) 2.94 (1.37, 6.31) 0.006

Median (IQR)

Abbreviations: Cl, confidence interval; NCI, National Cancer Institute; PL, program leader

2L ogistic regression via a generalized estimating equation was used to examine the change in each variable between 2009 NCI cohort and the

2018 NCI Current cohort unless otherwise specified

5Odds ratio and p-values could not be generated because of extreme values
A generalized estimating equation was used to examine the change in each dichotomous variable. The median and IQR is reported instead of the

proportions.

JA generalized estimating equation was used to examine the change in each continuous variable. The median and IQR is reported instead of the

proportions.
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Table 1.3: 2009 Non-NCI PL vs. 2018 Non-NCI Current PL

Characteristic 2009 Non-NCI 2018 Non-NCI Current | Odds Ratio? pa
(n=35) No. (%) (n=27) No. (%) (95% CI)

Interdlsmpllnary Team (Physician, Nurse, 12 (40.0%) 18 (66.7%) 3.0 (1,9) 0.047

and Psychosocial member)

mfj?;il)smphnary Team (Physician and 22 (75.9%) 20 (74.1%) 0.9 (0,3) 0.88

Nurse (Unit, Clinic, or Mid-Level Provider) 25 (86.2%) 26 (96.3%) 4.2 (0,40) 0.22

Psychosocial Member (Chaplain,

Psychologist, Psychiatrist, or Social 16 (64.0%) 23 (95.8%) 12.9 (1,112) 0.02

Worker)

FF)’rr:eyssg(rzlltan (Palliative Care) without nurse 2 (6.9%) 1 (3.7%) 0.5 (0,6) 0.60

Nurse without physician present 0 (0.0%) 4 (14.8%) - >0.99

Nurse (Unit or Clinic) 14 (60.9%) 18 (66.7%) 1.3(0,4) 0.67

Unit Nurse 7 (36.8%) 7 (33.3%) 0.9 (0,3 0.82

Clinic Nurse 10 (50.0%) 12 (52.2%) 1.1(0,4) 0.89

Chaplain 16 (64.0%) 16 (66.7%) 1.1 (0,4) 0.84

Dietician 5 (26.3%) 4 (20.0%) 0.7(0,3) 0.64

Mid-level Provider 20 (80.0%) 23 (85.2%) 1.4 (0,6) 0.62

Physician (Palliative Care) 24 (92.3%) 21 (84.0%) 0.4 (0,3) 0.37

Rehabilitation Specialist 2 (11.1%) 6 (28.6%) 3.2(1,18) 0.19

Pharmacist 7 (31.8%) 8 (36.4%) 1.2 (0,4 0.75

Psychiatrist 2 (10.5%) 4 (20.0%) 2.1(0,13) 0.42

Psychologist 2 (10.5%) 7 (35.0%) 4.6 (1,26) 0.08

Social Worker 12 (54.5%) 22 (91.7%) 9.2 (2,49) 0.009

Other 9 (56.3%) 6 (42.9%) 0.6 (0,2) 0.47

Physician certification requirement for

American Board of Hospice and Palliative

Medicine or American Board of Medical 15 (50.0%) 16 (59.3%) 1.5(14) 0.48

Specialists

Nurse certification requirement for National o o

Board of Hospice and Palliative Nurses 8 (25.0%) 8 (29.6%) 1.3(0.4) 0.69

Total Number of Disciplines (Including

Other) 1.3 (0.04, 2.6) 0.04

Median (IQR)P 3.0(2,6) 5.0 (3,7)

'I(;?rt]aelr;\lumber of Disciplines (Excluding oS con 1.‘; (é)7)16 008

Median (IQR)P T T )

Full-Time Equivalent Physician Positions in

Palliative Care 1.0 (0.0, 2.0) 1.0 (1.0, 3.0) 5.7 (1.1, 28.8) 0.04

Median (IQR)®

Number of physicians with at least 20%

protected academic time 0.0 (0.0, 0.0) 0.0 (0, 1) 2.1 (0.6, 6.9) 0.22

Median (IQR)°

Abbreviations: Cl, confidence interval; IQR, interquartile range; NCI, National Cancer Institute

3 ogistic regression was used to examine the change in each dichotomous variable between the 2009 Non-NCI and 2018 Non-

NCI Current cohorts unless otherwise specified.

bA generalized estimating equation was used to examine the change in each continuous variable between the 2009 non-NCI

cohort and the 2018 non-NCI current cohort. The median and IQR is reported instead of the proportions. The parameter estimate

and 95% Cl is reported instead of the odds ratio.

‘Logistic regression was used to examine the change in each dichotomous variable. The median and IQR is reported instead of

the proportions.
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Table 1.4: 2009 NCI PL vs. 2018 NCI Previous PL

Median (IQR)¢

- 200F?LNCI 2018 NCI Odds Ratio

Characteristic (n=61) No. PR:EVIOUS PL (95% CI)? pa
(%) (n=54) No. (%)

g‘;grgi:;éﬂég%%’i;ﬁ?mf:g)’sma”' IS, 37 (64.9%) 45 (86.5%) 3.74 (1.62,8.64) | 0.002
Interdisciplinary Team (Physician and Nurse) 46 (80.7%) 49 (94.2%) 3.91 (1.03, 14.87) 0.045
Nurse (Unit, Clinic, or Mid-Level Provider) 53 (94.6%) 51 (98.1%) 2.79 (0.29, 27.29) 0.38
Payohologist, Peyohiatist, or SodialWorker) | 45 B18%) | 45(018%) | 251(104.604) | 004
Physician without nurse present 2 (3.5%) 1 (1.9%) 0.55 (0.05, 6.29) 0.63
Nurse without physician present 4 (7.0%) 1 (1.9%) 0.26 (0.03, 2.39) 0.23
Nurse (Unit or Clinic) 30 (62.5%) 41 (83.7%) 3.15 (1.27, 7.78) 0.01
Unit Nurse 16 (39.0%) 13 (33.3%) 0.68 (0.30, 1.54) 0.36
Clinic Nurse 21 (48.8%) 40 (83.3%) 5.33 (2.22, 12.80) <0.001
Chaplain 27 (55.1%) 37 (80.4%) 3.36 (1.45, 7.82) 0.005
Dietician 9 (20.9%) 11 (24.4%) 1.24 (0.45, 3.45) 0.68
Mid-level Provider 45 (88.2%) 46 (88.5%) 1.28 (0.44, 3.75) 0.65
Physician (Palliative Care) 49 (90.7%) 50 (98.0%) 5.10 (0.57, 45.28) 0.14
Rehabilitation Specialist 6 (14.0%) 10 (23.8%) 2.10 (0.63, 6.99) 0.23
Pharmacist 19 (41.3%) 13 (31.0%) 0.64 (0.27, 1.55) 0.33
Psychiatrist 8 (19.0%) 13 (29.5%) 1.54 (0.58, 4.09) 0.39
Psychologist 12 (27.3%) 13 (30.2%) 1.22 (0.52, 2.84) 0.65
Social Worker 38 (74.5%) 41 (83.7%) 1.64 (0.71, 3.78) 0.25
Other 9 (37.5%) 9 (42.9%) 1.25(0.38, 4.11) 0.72
Physi_cian certification requirement fer _
e oy o oo~ | 20(686%) | 4s@s) | 441(160,1210) | 000
Specialists
Do o Hocacs Bt npogs | 9@ | 2160w | 12705026 | o7
gt’rt]ae'r;}',”mber o iEsEEs (e Ll 40(3.0,6.0) | 6.0 (4.0,7.0) 1.32(0.64,2.01) | .0002
(T)?ﬁlae'r;}',“mber @i iz il (2veig 4.0(3.0,6.0) | 5.0(4.0,7.0) 1.30 (0.65, 1.95) | <0.0001
Full-Time Equivalent Physician Positions in
Palliative Care 1.0 (1.0, 2.0) 3.5(1.9, 6.0) 2.46 (0.47,12.91) 0.29
Median (IQR)°
Number of physicians with at least 20%
protected academic time 0.0 (0.0, 2.0) 1.0 (0.0, 5.0) 1.84 (0.93, 3.63) 0.08

Abbreviations: Cl, confidence interval; NCI, National Cancer Institute; PL, program leader
a_ogistic regression via a generalized estimating equation was used to examine the change in each dichotomous variable between 2009 NCI
cohort and the 2018 NCI Previous Cohort unless otherwise specified
bLogistic regression via a generalized estimating equation was used to examine the change in each continuous variable. The parameter estimate

and 95% Cl is reported instead of the odds ratio.

CLogistic regression via a generalized estimating equation was used to examine the change in each dichotomous variable. The median and IQR is

reported instead of the proportions.
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Table 1.5: 2009 Non-NCI PL vs. 2018 Non-NCI Previous PL

Median (IQR)

2009 Non-
- NCIpL | 2918 Non-NCI Odds Ratio
Characteristic (n=35) No Previous PL (95% CI)? pa
= . - 0
(%) (n=35) No. (%)
Interd|SC|pI!nary Team (Physician, Nurse, and 12 (40.0%) 22 (64.7%) 3.13 (1.27, 7.73) 0.01
Psychosocial member)
Interdisciplinary Team (Physician and Nurse) 22 (75.9%) 27 (79.4%) 1.41 (0.59, 3.38) 0.45
Nurse (Unit, Clinic, or Mid-Level Provider) 25 (86.2%) 31 (93.9%) 1.00 (1.00, 1.00) 0.30
Psychosocial Member (Chaplain, Psychologist, 15.66 (1.81,
Psychiatrist, or Social Worker) 16 (64.0%) 28 (96.6%) 135.73) 0.01
Physician without nurse present 2 (6.9%) 1 (2.9%) 0.42 (0.04, 4.31) 0.46
Nurse without physician present® 0 (0.0%) 1 (2.9%) - -
Nurse (Unit or Clinic) 14 (60.9%) 21 (80.8%) 2.69(0.75,9.71) | 0.13
Unit Nurse 7 (36.8%) 14 (58.3%) 2.81(0.92,8.54) | 0.07
Clinic Nurse 10 (50.0%) 14 (63.6%) 1.73 (0.50, 6.04) | 0.39
Chaplain 16 (64.0%) 19 (79.2%) 1.08 (0.28,4.22) | 0.91
Dietician 5 (26.3%) 4 (19.0%) 0.71(0.26,1.97) | 051
Mid-level Provider 20 (80.0%) 25 (86.2%) 1.89 (0.61,5.89) | 0.27
Physician (Palliative Care) 24 (92.3%) 29 (93.5%) 1.00 (1.00, 1.00) 0.90
Rehabilitation Specialist 2 (11.1%) 2 (10.5%) 0.89(0.11,7.45) | 0.91
Pharmacist 7 (31.8%) 4 (20.0%) 0.97 (0.92,1.02) | 0.28
Psychiatrist 2 (10.5%) 1 (5.0%) 0.46 (0.05, 4.48) 0.50
Psychologist 2 (10.5%) 3 (13.6%) 1.30 (0.25,6.72) | 0.75
Social Worker 12 (54.5%) 22 (78.6%) 3.03(0.88,10.45) | 0.08
Other 9 (56.3%) 2 (25.0%) 0.26 (0.04, 1.65) 0.15
Physician certification requirement for American
Board of Hospice and Palliative Medicine or American 15 (50.0%) 23 (74.2%) 2.85 (1.00, 8.09) 0.049
Board of Medical Specialists
Nursg certlflcatlon rgquwement for National Board of 8 (25.0%) 11 (33.3%) 1.00 (0.27, 3.71) >0.99
Hospice and Palliative Nurses
Total Number of Disciplines (Including Other)® }
Median (IOR) 3(2,6) 4(3,5) 0.49 (-0.43,1.39) | 0.30
Total Number of Disciplines (Excluding Other)© :
Median (IOR) 3(2,5) 4 (3,5) 0.75 (-0.12, 1.62) .10
Full-Time Equivalent Physician Positions in Palliative
Cared 1.0 (0.0,2.0) | 2.0(1.0, 3.0) 5.32(1.33,21.24) | 0.02
Median (IQR)
Number of physicians with at least 20% protected
academic timed 0.0 (0.0, 0.0) 0.0 (0.0, 1.0) 1.36 (0.47, 3.92) 0.57

Abbreviations: CI, confidence interval; NCI, National Cancer Institute; PL, program leader
3L ogistic regression via a generalized estimating equation was used to examine the change in each variable between 2009 Non-NCI and 2018
Non-NCI Previous cohort. The odds ratio and 95% ClI is reported unless otherwise specified.

bOdds ratio and p-values could not be generated because of small sample size or large variation in cohorts
“The generalized estimating equation parameter estimate and 95% Cl is reported instead of the odds ratio for the continuous variable.
dLogistic regression via a generalized estimating equation was used to examine the change in each dichotomous variable. The median and IQR is

reported instead of the proportions.
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JOURNAL ARTICLE

Cancer Center Executives’ Attitudes towards Palliative Care Integration

Journal of Pain and Symptom Management

ABSTRACT

Context: Cancer center executives have a key role defining the future of palliative care.
Objectives: To compare cancer center executives’ attitudes towards palliative care between
National Cancer Institute-designated cancer centers (NCI-CCs) and non-NCI-designated cancer
centers (non-NCI-CCs) in 2018 and to examine the changes in attitudes and beliefs between
2009 and 2018.

Methods: Cancer center chief executives at all NCI-CCs and a random sample of non-NCI-CCs
were surveyed from April to August 2018. Twelve questions examined the executives’ attitudes
towards palliative care integration, perceived barriers, and self-assessments. The primary
outcome was agreement on the statement “a stronger integration of palliative care services into
oncology practice will benefit patients at my institution.”

Results: 52/77 (68%) NCI-CCs and 88/126 (70%) non-NCI-CCs responded to the survey. A vast
majority of executives at NCI-CCs and non-NCI-CCs endorsed palliative care integration (89.7%
vs 90.0%; P>0.999). NCI-CCs were more likely to endorse increasing funding for palliative care
(52.5% vs 23.1%; P=0.01) and hiring physician specialists (70.0% vs 37.5%; P=0.004) than non-
NCI-CCs. The top 3 perceived barriers among NCI-CCs and non-NCI-CCs were limited
institutional budgets (57.9% vs 59.0%; P=0.92), poor reimbursements (55.3% vs 43.6%;
P=0.31), and lack of adequately trained palliative care physicians and nurses (52.6% vs 43.6%;
P=0.43). Both NCI-CCs and non-NCI-CCs favorably rated their palliative care services (89.7%

vs 71.8%; P=0.04) with no major changes since 2009.
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Conclusion: Cancer center executives endorse integration of palliative care, with greater
willingness to invest in palliative care among NCI-CCs. Resource limitation continues to be a

major barrier.

INTRODUCTION

Concurrent palliative care and standard oncologic care improve symptom burden, quality of life,
psychological outcomes, patient satisfaction, caregiver distress,! and lowers costs of care
associated with preventable inpatient admissions.? The early integration of palliative care into the
conventional cancer treatment timeline is recommended by the American Society of Clinical
Oncology,® National Comprehensive Cancer Network,* Commission on Cancer (CoC),’
European Society of Medical Oncology (ESMO),® and the World Health Organization.’

Cancer center chief executives have an essential role defining the direction of cancer
care. We conducted a national survey of cancer center executives in 2009 to understand their
attitudes and beliefs toward palliative care.® We found that cancer center executives were
generally supportive of palliative care integration but expressed some reservations about
resource allocation.® Davis and colleagues later adapted the survey to evaluate NCI-designated,
ESMO-designated, and urban cancer centers in Europe.® This survey reported similar findings
and consistently identified financial constraints and insufficiently skilled staff as perceived
barriers.

Since the 2009 survey, several landmark studies have reported patient and caregiver
benefits associated with palliative care, garnering momentous support for integration. -2 We
recently reported that palliative care services at cancer centers have grown significantly over the

past decade, particularly in outpatient clinics. However, there remain major deficiencies in
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clinical infrastructure, education and research at both NCI and non-NCI designated cancer
centers.’>% It is unclear how cancer center executives view palliative care integration at their
institution at this time when there are many novel cancer therapeutic options and competing
developmental priorities. A better understanding of the attitudes and beliefs among cancer center
executives towards palliative care will help inform the future advancements of this field. The
objective of this study to compare executives’ attitudes towards palliative care between NCI
(National Cancer Institute)-designated and non-NClI-designated cancer centers in 2018 and to

compare changes in executives’ attitudes towards palliative care between 2009 and 2018.

MATERIALS AND METHODS

Study Design

This was a prospective cross-sectional study surveying chief executives from NCI-designated
and non-NClI-designated cancer centers in the United States in 2018. This study followed the
methodology of a national survey previously conducted in 2009.8 To facilitate direct comparison,
we kept all questions the same. Questions were developed according to the Donabedian
framework of structure, process, and outcome.'® Cancer center executives were considered
knowledgeable about institutional-level agendas regarding palliative care programs. We recently
reported on the availability of palliative care services based on this executive survey.'® This
secondary analysis focused on 12 questions examining palliative care attitudes, barriers to
access, and self-assessments. Approval and exemption status were granted by Institutional
Review Boards at The University of Texas MD Anderson Cancer Center and The University of

Texas Health Science Center.
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Survey Population

All cancer centers were obtained from an online database and accredited by the CoC, a
consortium of professional organizations setting compliance standards for patient care, quality
initiatives, research, and education.® We further classified centers as NCI-designated or non-
NCI-designated. Fewer than 5% of CoC-accredited centers received NCI designation status, a
recognition for leadership in clinical trial recruitment, provision of cutting-edge cancer
treatments, and administrant of training opportunities.*’ Even though the collective majority of
cancer programs providing care to patients are without NCI designation, those with NCI
designation typically encounter higher patient volumes by site.

At the time of our 2009 survey distribution, there were 1482 CoC-accredited programs
comprising of 71 NClI-designated and 1411 non-NClI-designated cancer centers in the database.
In 2018, there were 1314 CoC-accredited programs consisting of 62 NCI-designated centers and
1252 non-NClI-designated cancer centers. Centers were categorized by survey year and NCI
designation status, totaling 6 cohorts: 2009 NCI, 2009 non-NCI, 2018 NCI current, 2018 NCI
previous, 2018 non-NCI current, and 2018 non-NCI previous. “Current” centers were new
samples in 2018, while “previous” centers were 2009 cohorts resurveyed in 2018. All NCI-
designated cancer centers were surveyed. Since the number of non-NClI-designated cancers
outnumbered NCI-designated cancer centers by over 20-fold, we obtained a comparably sized
random selection of the former using the function “=RAND()” in Microsoft Excel for Windows
10 (Office 2016, Microsoft Corp., Redmond, W.A., USA). This was applicable to the 2018 non-

NCI current cohort. Further detailing of sampling methodology has been reported elsewhere.
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Survey Questions

Survey guestions addressed palliative care attitudes, perceived barriers, and self-assessments.
There were 7 questions on attitudes, 1 question with 9 subcomponents on barriers, and 4
questions on self-assessments. The survey questions are shown in Table 1. Attitudes questions
addressed palliative care integration; research funding; increasing palliative care staff:
physicians, mid-level providers (advanced practice nurse practitioners, physician assistants), and
staff nurses; number of palliative care acute beds; and palliative care funding over the next 5
years. The responses were assessed using a 0-10 numeric rating scale, where 0=strongly disagree
and 10=strongly agree.

We inquired about the following barriers to integration: limited palliative care needs;
limited institutional budget; poor reimbursement; lack of adequately trained palliative care
physicians and nurses; lack of evidence to suggest palliative care improves patient outcomes;
concern that palliative care may increase hospital mortality; negative impact on institution’s
national rating; available but not utilized frequently; and other. Respondents were asked to check
all that applied.

We also asked executives to self-rate the quality of their pain management and palliative
care services 5 years ago and now. Their responses were assessed using a 0-10 numeric rating

scale, where O=poor and 10=excellent.

Data Collection
Data collection occurred between April and August 2018. Executive appointments were
confirmed by phone after internet search. Paper surveys were mailed to executives along with

instructions and a $10 gift card, despite intent to participate. A secure electronic survey option
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(https://www.qualtrics.com) was provided as an alternative. Letter reminders were mailed at 2

and 4 weeks, while email and phone reminders were made at 8 weeks.

Statistical Analysis

Prior to data collection, sample size justifications were based on a standard error of <0.079
calculated from a response rate of 65% for 61 available outpatient palliative care clinics.!® The
primary outcome was a statistically significant difference between NCI-designated and non-NClI-
designated cancer centers on consensus for the statement “a stronger integration of palliative care
services into oncology practice will benefit patients at my institution.” Secondary outcomes
included questions on attitudes, barriers, and self-assessments.

Methodology for response rate calculations were derived from 2016 definitions by the
American Association for Public Health Research.*® For analysis purposes, we coded responses
to questions on attitudes on integration as follows: 7-10=agree or strongly agree, 4-6=neutral, 0-
3= strongly disagree or disagree. Our analyses further required coding to dichotomous outcomes
as follows: 7-10: agree, 0-6: disagree. Barriers questions were considered yes or no and were
coded as binary for analyses. Coding was consistent with that of our previous survey to facilitate
comparisons.

Data analyses were performed with SAS Version 9.4 for Windows 10 and IBM SPSS
Statistics for Windows, version 24 (IBM Corp., Armonk, N.Y., USA). Descriptive statistics were
generated for all variables. Comparisons were made between cancer centers organized into
cohorts by year and NCI-designation. Chi-square and Fisher’s Exact tests were used to obtain p
values for the primary comparison between the 2018 NCI current and 2018 non-NCI current

cohorts. Secondary and exploratory comparisons to obtain odds ratios used logistic regression
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via generalized estimating equations (GEE) to compare cohorts with overlapping cancer centers
(partially matched), and traditional logistic regression to compare non-overlapping (unmatched)
cohorts. Secondary comparisons involved cancer centers surveyed in 2009 and a new sample in
2018: 2009 NCI and 2018 NCI current (partially matched); and 2009 non-NCI and 2018 non-
NCI current (unmatched). Exploratory comparisons were made between 2009 cancer centers and
the same group resurveyed in 2018: 2009 NCI and 2018 NCI previous (partially matched); and
2009 non-NClI and 2018 non-NCI previous (partially matched). Statistical significance for the
primary outcome was based on a p value cutoff of 0.05 or less. Analyses of other variables were
considered exploratory and hypotheses generating. Visualizations were created using

DataWrapper (Berlin Prenzlauer Berg, Germany).

RESULTS

Survey Response Rate

The executives survey yielded an overall response rate of 140/203 (69%), completed by 52/77
(68%) NCI-designated centers and 88/126 (70%) non-NCI-designated centers. No statistically
significant difference was found between NCI-designated and non-NCI-designated cancer
centers (P=0.87), nor was geographical variation found among randomly sampled non-NClI-

designated cancer centers in 2018 (P=0.35).

Attitudes towards Integration: NCI-designated and Non-NClI-designated Cancer Centers in
2018
A vast majority of NCI-designated and non-NCI-designated cancer center executives endorsed

palliative care integration (89.7% vs 90.0%; P>0.999), more research funding (87.2% vs 80.0%;
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P=0.39), hiring additional mid-level providers (65.0% vs 52.5%; P=0.26) and staff nurses
(47.5% vs 41.0%; P=0.56) at their cancer centers, with no statistically significant differences
observed between cohorts. NCI-designated cancer center executives were more likely to endorse
hiring more palliative care physicians (70.0% vs 37.5%; P=0.004) and to increase program

funding (52.5% vs 23.1%; P=0.01) over the next 5 years.

Attitudes towards Integration: 2009 vs. 2018

Compared to 2009, we found no significant changes in the attitudes and beliefs toward
integration among cancer center executives at NCI-designated cancer centers (Table 2.2, Table
2.5) and non-NClI-designated cancer centers (Table 2.3, Table 2.6). There was only 1 exception.
A greater proportion of non-NCI-designated cancer center executives resurveyed in 2018

expressed more support to hire mid-level providers (32.6% vs 60.4%; P=0.003).

Perceived Barriers to Access: NCI-designated and Non-NClI-designated Cancer Centers in
2018
Among NCI-designated and non-NClI-designated cancer centers, the most commonly perceived
barriers were limited budgets (57.9% vs 59.0%; P=0.92), poor reimbursements (55.3% vs
43.6%; P=0.31), and lack of adequately trained palliative care physicians and nurses (52.6% vs
43.6%; P=0.43), with no statistically significant differences between cohorts.

Very few cancer center executives reported that the lack of evidence for palliative care
(2.6% vs 0.0%; P=0.49), negative impact to institution’s national rating (2.6% vs 5.1%; P>0.99),
and limited palliative care needs in the institution (2.6% vs 7.7%, P>0.99) represented as

barriers. There were no statistically significant differences between the two cohorts.
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Perceived Barriers to Access: 2009 vs. 2018

Comparing the responses between 2009 and 2018, executives at NCl-designated cancer centers
were less likely to report limited institution budgets (70.6% vs 57.9%; P=0.03) and poor
reimbursements (74.5% vs 55.3%; P=0.01) as barriers to developing palliative care, and more
likely to report the lack of adequately trained palliative care physicians and nurses (27.5% vs

52.6%; P=0.02) as a concern.

Self-Assessments: NCI-designated and Non-NClI-designated Cancer Centers in 2018

In 2018, NClI-designated and non-NClI-designated cancer centers favorably rated their current
pain management services (71.8% vs 82.5%; P=0.26) and palliative care services (89.7% vs
71.8%; P=0.04), reporting substantial improvements from 5 years prior for both. A greater
proportion of NCI-designated cancer centers scored their current palliative care services as good

or excellent compared to non-NClI-designated cancer centers (89.7% vs 71.8%; P=0.04).

Self-Assessments: 2009 vs. 2018

Pain management and palliative care services were rated favorably in NCI-designated and non-
NClI-designated cancer centers from 2009 to 2018. Considerable increases were observed from 5
years prior to current for all cohorts. 2018 non-NCI-designated cancers resurveyed from 2009
were more likely to rate their current palliative care services more positively (83.0% vs 57.4%;

P=0.002).
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DISCUSSION

In this national survey, we found that 9 of 10 executives from NCI-designated and non-NCI-
designated cancer centers supported the integration of palliative care into oncology practice.
NCI-designated cancer centers were more inclined to expand palliative care programs and hire
additional staff compared to non-NCI-designated cancer centers. Over the last decade, perceived
barriers have largely remained the same and consisted of limited budgets, poor reimbursements,
and lack of adequately trained palliative care physicians and nurses. Our findings highlight
possibilities for further growth in palliative care and also opportunities to overcome challenging
barriers to integration.

We found that there was almost universal endorsement for palliative care integration
among cancer center executives at both NCI-designated and non-NCI-designated cancer centers.
Cancer center executives have a critical role shaping the level of palliative care development at
their institutions through setting institutional priorities, allocating precious resources, and hiring
personnel. The relatively high response rate in this national survey suggests that this topic is
likely of interest to cancer center executives. In our 2009 survey, NCI executives expressed more
willingness to hire palliative care physicians than non-NCI executives (56% vs 25%; P=0.005).
Indeed, our 2018 data confirmed that more NCI-designated cancer centers had interdisciplinary
teams with palliative care physicians while non-NCI-designated cancer centers were more likely
to report having nurse-led palliative care teams.'® Furthermore, NCI-designated cancer centers
have been found to have more integrated palliative care services than non-NCI-designated cancer
centers.!* These findings indirectly support that executives’ attitudes and beliefs can have
meaningful downstream impacts. It is encouraging that in 2018, executives remained highly

interested in the integration of palliative care at their institutions, suggesting a potential for
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further growth in the coming decade. The lack of further increase between 2009 and 2018 may
be related to a ceiling effect.

The 3 most commonly perceived barriers to palliative care access continue to be limited
budgets, poor reimbursements, and lack of adequately trained personnel. Although palliative care
integration is strongly supported, cancer center executives are required to weigh program
development against other institutional priorities. It is encouraging to see that executives at NCI-
designated cancer cancers perceived that financial constraints were less of a barrier now
compared to 10 years ago, and that lack of staffing was an increasing concern, suggesting a
subtle shift in prioritization among these executives.

Even if executives are willing to hire more palliative care staff, workforce shortages
remains a concern, particularly given the aging population.?’ In a companion survey to palliative
care program leaders, we found that NCI-designated cancer centers significantly increased their
number of fellowships and mandatory medical oncology rotations,'® while non-NCl-designated
cancer centers made limited progress. Given the expressed interest among executives, fellowship
programs should consider substantially increasing the training for palliative care team members,
including physicians, nurses, pharmacists, social workers, psychologists and other allied health
professionals.

A majority of executives at NCI-designated and non-NCI-designated cancer centers
considered their palliative care services to be “good or excellent” and better compared to those
from 5 years ago. NClI-designated cancer centers’ self-assessments were significantly higher than
those of non-NCI-designated cancer centers. Although these assessments were based on self-
reports and thus could be biased, the pattern was generally consistent with our separate

assessment of their palliative care programs based on 13 indicators of integration.'* These

58



indicators were developed using a Delphi study, and examined clinical, educational, and
research-related aspects of integration.?! We found that NCI-designated cancer centers had a
higher median integration index compared to that of non-NCI-designated cancer centers (PCOI-
13 median [interquartile range], 8.8 [7.4-10.7] vs 7.7 [5.2-8.5]; P=0.01).%* This higher level of
integration may be in turn related to the stronger support among NCI-designated cancer centers
as seen in this survey.

Previous studies have used identical or adapted survey questions, and found considerable
support for palliative care integration among NCI-designated and non-NCI-designated cancer
centers in the US® and ESMO-designated cancer centers® in Europe (Table 4). However,
executives at NCI-designated cancer centers in our survey appeared to be more open to hiring
additional physicians (2018 NCI vs Other; 70% vs 12-39%), mid-level providers (2018 NCI vs
Other; 65% vs 19-52.5%), nurses (2018 NCI vs Other; 48% vs 14-41%), and increasing funding
for palliative care programs (2018 NCI vs Other; 53% vs 9-28%) compared to data from the two
previous surveys.

Recognizing the interest in palliative care among executives and the barriers they
perceived may allow us to identify potential solutions. One solution would be increasing national
healthcare resources allocated to palliative care. Another would be to offer accreditations
through a commissioning body. Although the CoC has recommended palliative care access for
patients, there are no specifications whether cancer centers should provide these services, as
patients can be referred to other centers. Accreditation standards may help to establish the
minimal requirements for palliative care programs.?? In addition, several organizations such as
ESMO have supported a recognition program for cancer centers that have attained a high level of

palliative care integration.?>?3 Such distinctions may help patients become more educated in

59



choosing a suitable treatment center. In the meanwhile, COVID-19 has significantly increased
the use of telemedicine for palliative care encounters® and can serve as a cost-effective approach
to expanding palliative care.

This study has several limitations. First, this cross-sectional survey relied on self-reported
assessments that could be subject to bias. Second, the random sampling of non-NCI-designated
cancer centers may not be representative of cancer centers excluded from non-CoC-accredited
programs, although variation was not found by geographical region for those sampled. Lastly,
the sample size was small. Only the primary outcome was analyzed with a p value of less than

0.05, while the other outcomes were considered exploratory and hypotheses-generating.

CONCLUSION

Cancer center executives are influential to setting the pace of growth for palliative care
programs. Given the high level of interest among executives, we expect palliative care programs
to continue expanding in the upcoming years. In anticipation of these developments, much work
remains ahead to build the clinical infrastructure to support patient care needs, to further expand
educational programs to train the next generation of palliative care specialists, and to develop
more research to support evidence-based practice, while advocating for more resources to

support these efforts and more regulatory guidance to standardize the quality of care delivery.
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Figure 2.1: Palliative Care Attitudes, Barriers, and Self-Assessments

Attitudes towards Palliative Care 2018 NCI Current 2018 Non-NCI Current pa

A stronger integration of palliative care services into oncology practice will benefit patients at my

insttution® 89.7% >0.999
More research funding should be directed towards palliative care services 0.39
My institution will be increasing the number of palliative care physicians over the next 5y 70.0% 0.004
My institution will be increasing the number of palliative care mid-level providers (advanced nurse 026

practitioners, physician assistants) over the next 5y

My institution will be increasing the number of palliative care staff nurses over the next 5y

My institution will be increasing the number of palliative care acute beds over the next 5y

My institution will be increasing the funding for palliative care over the next 5y

Barriers to Palliative Care Access

Limited palliative care needs in my institution 2.6% I >0.99
Limited institutional budget for palliative care services 57.9% _ 0.92
Poor reimbursement for palliative care services 55.3% 0.31
Lack of adequately trained palliative care physicians and nurses _ 043
Lack of evidence to suggest palliative care improves patient outcomes® 0.0% 0.49
Concern that palliative care may increase hospital mortality®” >0.99
Palliative care may negatively impact my institution's national rating® - 5.1% >0.99
Palliative care is available at my institution but not utilized frequently 0.15
Other> [ P13 >0.99
Self-Assessments

Pain management services 5y ago 0.63
Pain management services now 82.5% 0.26
Palliative care services 5y ago 30.8% | 29.7% 0.92

Abbreviations: NCI, National Cancer Institute; EX, executive. Respondents specified their degree of agreement using a 0-10 numeric rating scale from ‘strongly disagree’ to ‘strongly agree’ for attitudes; and poor’ to ‘excellent’ for self-assessments. <Chi-Square test was used

to examine the change in each variable unless otherwise specified. All Attitudes and Beliefs & Self-Assessments were ordinal variables and recoded as dichotomous. All Barriers to Palliative Access variables were dichotomous. “Fisher's Exact Test was used for variables
with small counts (n<5)

Chart: Joseph Chen » Source: David Hui, MD + Created with Datawrapper
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Table 2.1: 2018 NCI Current EX vs. 2018 Non-NCI Current EX

2018 NCI Current EX

2018 Non-NCI Current EX

Characteristic? Category (n=40) No. (%) (n=40) No. (%) P
Attitudes towards Palliative Care Integration
A stronger integration of palliative care Agree or strongly agree 35 (89.7%) 36 (90.0%)
services into oncology practice will benefit Neutral 4 (10.3%) 4 (10.0%) >0.999
patients at my institution® Disagree or strongly disagree 0 (0.0%) 0 (0.0%)
0, 0,
More reseath .funding ShOl:||d be directed ﬁi:ﬁ;r strongly agree 354((1827.:02) 382((2800.&2%/;) 039
towards palliative care services - -
Disagree or strongly disagree 0 (0.0%) 0 (0.0%)
My institution will be increasing the number Agree or strongly agree 28 (70.0%) 15 (37.5%)
. - Neutral 12 (30.0%) 22 (55.0%) 0.004
of palliative care physicians over the next 5y - -
Disagree or strongly disagree 0 (0.0%) 3(7.5%)
My institution will be increasing the number Agree or strongly agree 26 (65.0%) 21 (52.5%)
of palliative care mid-level providers Neutral 14 (35.0%) 15 (37.5%) 0.26
(advanced nurse practitioners, physician Disagree or strongly disagree 0(0.0%) 4(10.0%) ’
assistants) over the next 5y : )
My institution will be increasing the number Agree or strongly agree 19 (47.5%) 16 (41.0%)
L Neutral 18 (45.0%) 19 (48.7%) 0.56
of palliative care staff nurses over the next 5y n -
Disagree or strongly disagree 3(7.5%) 4 (10.3%)
0, 0,
My ins.tit.ution will be increasing the number ﬁi:ﬁt‘:;r strongly agree ;g gig;; 273((157;0/:/3) 041
of palliative care acute beds over the next 5y - -
Disagree or strongly disagree 9(23.1%) 9 (23.1%)
o . . R X Agree or strongly agree 21 (52.5%) 9(23.1%)
o ir54) CIE—
Disagree or strongly disagree 0 (0.0%) 3(7.7%)
Barriers to Palliative Care Access
Limited palliative care needs in my institution Lzs 3; g7604/‘:;,) 32 E;ZT::’L) >0.99
Limited institutional budget for palliative care Yes 22 (57.9%) 23 (59.0%) 0.92
services No 16 (42.1%) 16 (41.0%) )
Poor reimbursement for palliative care Yes 21 (55.3%) 17 (43.6%) 031
services No 17 (44.7%) 22 (56.4%) )
Lack of adequately trained palliative care Yes 20 (52.6%) 17 (43.6%) 0.43
physicians and nurses No 18 (47.4%) 22 (56.4%) )
Lack of evidence to suggest palliative care Yes 1(2.6%) 0(0.0%) 0.49
improves patient outcomes® No 37 (97.4%) 39 (100.0%) )
Concern that palliative care may increase Yes 3(7.9%) 4 (10.3%) 50.99
hospital mortality® No 35(92.1%) 35 (89.7%) )
Palliative care may negatively impact my Yes 1(2.6%) 2 (5.1%) 50.99
institution's national rating® No 37 (97.4%) 37 (94.9%) )
Palliative care is available at my institution but | Yes 8(21.1%) 14 (35.9%) 0.15
not utilized frequently No 30 (78.9%) 25 (64.1%) )
Yes 1(2.6%) 1(2.6%)
Other® No 37 (97.4%) 38 (97.4%) >0-99
Self-Assessments
Good or excellent 14 (35.9%) 12 (30.8%)
Pain management services 5y ago Neutral 23 (59.0%) 24 (61.5%) 0.63
Poor 2 (5.1%) 3(7.7%)
Good or excellent 28 (71.8%) 33 (82.5%)
Pain management services now Neutral 11 (28.2%) 7 (17.5%) 0.26
Poor 0(0.0%) 0 (0.0%)
Good or excellent 12 (30.8%) 11 (29.7%)
Palliative care services 5y ago Neutral 21 (53.8%) 12 (32.4%) 0.92
Poor 6 (15.4%) 14 (37.8%)
Good or excellent 35 (89.7%) 28 (71.8%)
Palliative care services now Neutral 4 (10.3%) 6 (15.4%) 0.04
Poor 0 (0.0%) 5(12.8%)

Note: Abbreviations: NCI, National Cancer Institute; EX, executive.
3All p-values obtained through Chi-Square test unless otherwise specified. °Fisher’s Exact Test was used for variables with small counts (n<5).
Agree or strongly agree/good or excellent was scored from 7 to 10; neutral was scored from 4 to 6; and disagree or strongly disagree/poor was

scored from 0 to 3.
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Table 2.2: 2009 NCI EX vs. 2018 NCI Current EX

2018 NCI .
I 2009 NCI Odds Ratio
Characteristic _ o Current N a p2
(n=51) No. (%) (n=40) No. (%) (95% CI)
Attitudes towards Palliative Care Integration
A stronger integration of palliative care services
into oncology practice will benefit patients at my 46 (90.2%) 35 (89.7%) 0.94 (0.23, 3.88) 0.93
institution
g”;ﬂzt:\f:‘izrr‘;h;gmg% should be directed towards | 43 g4 394) 34 (87.2%) | 1.28(0.41,4.00) | 0.67
My institution will bg increasing the number of 28 (56.0%) 28 (70.0%) 1.99 (0.88, 4.49) 0.10
palliative care physicians over the next 5y
My institution will be increasing the number of
palliative care mid-level providers (advanced 30 (58.8%) 26 (65.0%) | 1.45(0.65,3.21) | 0.36
nurse practitioners, physician assistants) over the
next 5y
My institution will be increasing the number of 26 (52.0%) 19 (47.5%) 0.88 (0.40, 1.97) 0.76
palliative care staff nurses over the next 5y
My institution will be increasing the number of o o
palliative care acute beds over the next 5y 16 (32.7%) 10 (25.6%) 0.75(0.38, 1.48) 040
My institution will be increasing the funding for 22 (44.0%) 21 (52.5%) 1.49 (0.67, 3.33) 0.33
palliative care over the next 5y
Barriers to Palliative Care Access
Limited palliative care needs in my institution 3 (5.9%) 1 (2.6%) 0.45 (0.05, 4.01) 0.47
Is_‘lan:\ll?ggsmstltutlonal budget for palliative care 36 (70.6%) 22 (57.9%) 0.48 (0.25, 0.95) 0.03
Poor reimbursement for palliative care services 38 (74.5%) 21 (55.3%) 0.34 (0.16, 0.74) 0.01
;ﬁ;’s‘i‘C’i‘;idse;n“(?f&r’;g”ed Pl GEire 14 (27.5%) 20 (52.6%) | 2.93(1.21,7.10) | 0.02
:‘rﬁg':o‘\’/‘;z";gﬁgﬁf éﬂti‘é%?:st CEllEnE Gane 4 (7.8%) 1 (2.6%) 0.33(0.04,2.61) | 0.29
%c;rr\;tleirt; that palliative care may increase hospital 6 (11.8%) 3 (7.9%) 0.64 (0.15, 2.74) 0.55
Pl e My eIl IR i 4 (7.8%) 1 (2.6%) 0.32(0.04,2.85) | 0.31
institution's national rating
Eﬁlllilzlztcljvferecc?ljgrﬁlfva”able at my institution but not 9 (17.6%) 8 (21.1%) 1.26 (0.48, 3.33) 0.64
Other 11 (21.6%) 1 (2.6%) 0.11 (0.02,0.73) | 0.02
Self-Assessments
Pain management services 5y ago 25 (49.0%) 14 (35.9%) 0.59 (0.25, 1.39) 0.23
Pain management services now 45 (88.2%) 28 (71.8%) 0.31(0.10, 1.02) 0.05
Palliative care services 5y ago 15 (30.0%) 12 (30.8%) 1.04 (0.42, 2.58) 0.93
Palliative care services now 40 (80.0%) 35 (89.7%) 2.15(0.61, 7.57) 0.23

Note: Abbreviations: NCI, National Cancer Institute; EX, executive. Respondents specified their degree of agreement using a 0-
10 numeric rating scale from ‘strongly disagree’ to ‘strongly agree’ for attitudes; and ‘poor’ to ‘excellent’ for self-assessments.

3 ogistic regression via a generalized estimating equation was used to examine the change in each variable between 2009 NCI
cohort and the 2018 NCI Current Cohort. All Attitudes and Beliefs & Self-Assessments were originally ordinal variables and

recoded as dichotomous: Agree or strongly agree was scored from 7 to 10; neutral (originally 4 to 6) was grouped with disagree
or strongly disagree (originally 0 to 3) and was scored from 0 to 6. All Barriers to Palliative Access variables were dichotomous.
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Table 2.3: 2009 Non-NCI EX vs. 2018 Non-NCI Current EX

2018 Non-NCiI ; o
Characteristic 2009 Non-NC! Current (n=40) | ©dds Ratio (95% pa
(n=50) No. (%) No. (%) Clya

Attitudes towards Palliative Care Integration

A stronger integration of palliative care services
into oncology practice will benefit patients at my
institution

44 (91.7%) 36 (90.0%) 0.82 (0.19, 3.50) 0.79

More research funding should be directed

0,
towards palliative care services 39 (81.3%)

32 (80.0%) 0.92 (0.32, 2.67) 0.88

My institution will be increasing the number of

0,
palliative care physicians over the next 5y 12 (25.5%)

15 (37.5%) 1.75 (0.70, 4.38) 0.23

My institution will be increasing the number of
palliative care mid-level providers (advanced
nurse practitioners, physician assistants) over
the next 5y

15 (32.6%) 21 (52.5%) 2.28 (0.95, 5.48) 0.06

My institution will be increasing the number of

0,
palliative care staff nurses over the next 5y 13 (27.1%)

16 (41.0%) 1.87 (0.76, 4.61) 0.17

My institution will be increasing the number of

0, 0,
palliative care acute beds over the next 5y 8 (16.7%) 7 (17.9%) 1.09(0.36, 3.34) 0.87
My institution will be increasing the funding for o o
palliative care over the next 5y 11 (22.9%) 9 (23.1%) 1.01 (0.37, 2.75) >0.99
Barriers to Palliative Care Access
Limited palliative care needs in my institution 3 (6.0%) 3 (7.7%) 1.31 (0.25, 6.85) 0.75

Limited institutional budget for palliative care

0,
services 26 (52.0%)

23 (59.0%) 1.33 (0.57, 3.09) 0.51

Poor reimbursement for palliative care services 25 (50.0%) 17 (43.6%) 0.77 (0.33, 1.79) 0.55

Lack of adequately trained palliative care

physicians and nurses 25 (50.0%)

17 (43.6%) 0.77 (0.33, 1.79) 0.55

Lack of evidence to suggest palliative care

. . b 2 (4.0%) 0 (0.0%) - -
improves patient outcomes

Conc_ern that p_alllatlve care may increase 4 (8.0%) 4 (10.3%) 1.31(0.31, 5.63) 0.71
hospital mortality

_F’all_latl_ve 'care may neg_atl\;ely impact my 0 (0.0%) 2 (5.1%) ) )
institution's national rating

Palliative care is available at my institution but 9 (18.0%) 14 (35.9%) 2,55 (0.96, 6.76) 0.06

not utilized frequently

Other 11 (22.0%) 1 (2.6%) 0.09 (0.01, 0.76) 0.03

Self-Assessments

Pain management services 5y ago 18 (39.1%) 12 (30.8%) 0.69 (0.28, 1.70) 0.42

Pain management services now 37 (77.1%) 33 (82.5%) 1.40 (0.49, 4.04) 0.53

Palliative care services 5y ago 9 (20.5%) 11 (29.7%) 1.65 (0.60, 4.55) 0.34

Palliative care services now 27 (57.4%) 28 (71.8%) 1.89 (0.76, 4.67) 0.17

Abbreviations: NCI, National Cancer Institute; EX, executive. Respondents specified their degree of agreement using a 0-10
numeric rating scale from ‘strongly disagree’ to ‘strongly agree’ for attitudes; and ‘poor’ to ‘excellent’ for self-assessments.

3L ogistic regression was used to examine the change in each variable between the 2009 Non-NCI cohort and the 2018 Non-NCI
Current cohort.

bOdds ratios and p values could not be obtained because of extreme values.

All Attitudes and Beliefs & Self-Assessments were originally ordinal variables and recoded as dichotomous: Agree or strongly
agree was scored from 7 to 10; neutral (originally 4 to 6) was grouped with disagree or strongly disagree (originally 0 to 3) and
was scored from 0 to 6. All Barriers to Palliative Access variables were dichotomous.
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Table 2.4: Comparison of Studies: Palliative Care Attitudes and Self-Assessments

STUDY Davis et al., 2015° Hui et al., 20108 This Study
NGl Conters | ESMO g;h;rr Urban NE cancer Non-NCi 2018NCI 2018 Non-NCI
CHARACTERISTIC Overall (n=19) Centers - hospitals/clinics (n=51) No Cancer Centers Centers Centers
(n=34) (n=45) ' (n=50) No. (%)  (n=40) No. (%)  (n=40) No. (%)
(n=66) (%)
Attitudes towards Palliative Care Integration
p/?:cttricc’gg;ijl'Ezigerf?tt's;gnf;?;‘:;&Csi:fft‘;on ., 140(87%)  16(84%)  30(88%)  58(91%) 36 (82 %) 46 (90%) 44, (92%) 35 (89.7%) 36 (90.0%)
tg/'vfarredrszef“h funding should be directed 129(80%)  16(84%)  31(91%) 51(81%) 31 (69 %) 43 (84%) 39 (81%) 34 (87.2%) 32 (80.0%)
“Will your institution be increasing the number
of PC M.D.5 over the next 5 year<?" 46 (30 %) 6(35%)  13(39%) 22 (36 %) 5 (12 %) 28 (56%) 12 (25%) 28 (70.0%) 15 (37.5%)
“Will your institution be increasing the number
of PC mid-level providers over the next 45 (29 %) 7 (41 %) 12 (36 %) 18 (30 %) 8 (19 %) 30 (59%) 15 (33%) 26 (65.0%) 21 (52.5%)
5 years?”
“Will your institution be increasing the number
of PC murees over the next 5 vears?” 38 (25 %) 3(18%)  12(36%) 17 (29%) 9(14 %) 26 (52%) 13 (27%) 19 (47.5%) 16 (41.0%)
o\flvég\git;e'n;:;gt;?;rb;':E;iis;”ygeg‘r‘zﬂn?“mber 28 (18 %) 0 (0%) 11(33%)  10(17 %) 7 (16 %) 16 (33%) 8 (17%) 10 (25.6%) 7 (17.9%)
P\évglvye‘;i;'e”;zifts'oyr;:fs'ﬂcreas'”g funding for 26 (17 %) 3 (18 %) 9(28%)  10(17%) 4(9 %) 22 (44%) 11 (23%) 21 (52.5%) 9 (23.1%)
Self-Assessments
Se"ri:sgse;fjgta';’seggezs of pain management 45 (28 %) 6(32%)  11(32%) 19 (31%) 9(21%) 25 (49%) 18 (39%) 14 (35.9%) 12 (30.8%)
Se"r'f/:s'elsetfgzgty've”ess of pain management 97 (62 %) 10(56%)  26(79%) 38 (60 %) 23 (53 %) 45 (88%) 37 (77%) 28 (71.8%) 33 (82.5%)
Quality of PC provided 5-years ago 38 (24 %) 1(5%) 11(32%) 17(27%) 9(20%) 15 (30%) 9 (20%) 12 (30.8%) 11 (29.7%)
Quality of PC currently provided 83 (53 %) 12(63%)  24(71%) 33 (53 %) 14 (33 %) 40 (80%) 27 (57%) 35 (89.7%) 28 (71.8%)
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Table 2.5: 2009 NCI EX vs. 2018 NCI Previous EX

2009 NCI 2018 NCI Odds Ratio

Characteristic (n=51) No. Previous (95% ClI)? pa
(%) (n=49) No. (%)

Attitudes towards Palliative Care Integration
A stronger integration of palliative care services
into oncology practice will benefit patients at my 46 (90.2%) 45 (93.8%) 1.60 (0.35, 7.28) 0.55
institution
More resear'ch.fundlng shogld be directed 43 (84.3%) 42 (87.5%) 1.33 (0.47, 3.76) 0.60
towards palliative care services
My !ngtltutlon will bg increasing the number of 28 (56.0%) 31 (63.3%) 1.47 (0.71, 3.04) 0.30
palliative care physicians over the next 5y
My institution will be increasing the number of
palliative care mid-level providers (advanced 30 (58.8%) 29 (59.2%) 1.13 (0.54, 2.38) 0.74
nurse practitioners, physician assistants) over the ' ) ) R ’
next 5y
My institution will be increasing the number of 26 (52.0%) 21 (42.9%) 0.71 (0.33, 1.55) 0.39
palliative care staff nurses over the next 5y
My institution will be increasing the number of o o
palliative care acute beds over the next 5y 16 (32.7%) 9 (18.8%) 053(0.23,1.21) 013
My institution will be increasing the funding for o o
palliative care over the next 5y 22 (44.0%) 25 (51.0%) 1.37 (0.63, 2.98) 0.42
Barriers to Palliative Care Access
Limited palliative care needs in my institution 3 (5.9%) 2 (4.3%) 0.76 (0.13, 4.54) 0.76
Is_‘larp\ll?ggsmstltutlonal budget for palliative care 36 (70.6%) 28 (59.6%) 0.53 (0.29, 0.94) 0.03
Poor reimbursement for palliative care services 38 (74.5%) 25 (53.2%) 0.33(0.17, 0.67) <0.01
Lack_o_f adequately trained palliative care 14 (27.5%) 25 (53.2%) 3.21 (1.33,7.78) 0.01
physicians and nurses
Lack of evidence to suggest palliative care o o
improves patient outcomes 4 (7.8%) 1 (2.1%) 0.27 (0.03, 2.10) 0.21
Concern that palliative care may increase 6 (11.8%) 3 (6.4%) 0.51 (0.12, 2.15) 0.36
hospital mortality ) ) ) T )
Palliative care may negatively impact my 4 (7.8%) 1(2.1%) 0.26 (0.03, 2.26) 0.22
institution's national rating ' ) ) T )
Palliative care is available at my institution but o o
not utilized frequently 9 (17.6%) 11 (23.4%) 1.45 (0.60, 3.51) 0.41
Other 11 (21.6%) 2 (4.3%) 0.17 (0.04, 0.80) 0.03
Self-Assessments
Pain management services 5y ago 25 (49.0%) 16 (33.3%) 0.52 (0.23,1.17) 0.11
Pain management services now 45 (88.2%) 37 (77.1%) 0.41 (0.13,1.31) 0.13
Palliative care services 5y ago 15 (30.0%) 15 (31.3%) 1.06 (0.45, 2.53) 0.89
Palliative care services now 40 (80.0%) 44 (91.7%) 2.71(0.78, 9.46) 0.12

Abbreviations: NCI, National Cancer Institute; EX, executive. Respondents specified their degree of agreement using a 0-10
numeric rating scale from ‘strongly disagree’ to ‘strongly agree’ for attitudes; and ‘poor’ to ‘excellent’ for self-assessments.
3 ogistic regression via a generalized estimating equation was used to examine the change in each variable between 2009 NCI

cohort and the 2018 NCI Previous Cohort.

All Attitudes and Beliefs & Self-Assessments were originally ordinal variables and recoded as dichotomous: Agree or strongly
agree was scored from 7 to 10; neutral (originally 4 to 6) was grouped with disagree or strongly disagree (originally 0 to 3) and

was scored from 0 to 6. All Barriers to Palliative Access variables were dichotomous.
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Table 2.6: 2009 Non-NCI EX vs. 2018 Non-NCI Previous EX

2018 Non-NCI

Characteristic (2n0_0590;\l’(\)|2-l\(|;); Previous o(gg;}rg};;o pa
- : (n=48) No. (%)

Attitudes towards Palliative Care Integration

A stronger integration of palliative care services

into oncology practice will benefit patients at my 44 (91.7%) 48 (100.0%) - -

institution®

More resear'ch.fundlng shogld be directed 39 (81.3%) 45 (93.8%) 3.73 (0.87, 16.05) 0.08

towards palliative care services

My institution will bg increasing the number of 12 (25.5%) 18 (37.5%) 1.69 (0.78, 3.67) 0.18

palliative care physicians over the next 5y

My institution will be increasing the number of

palliative care mid-level prpwders.(advanced 15 (32.6%) 29 (60.4%) 3.18 (1.48, 6.80) 0.003

nurse practitioners, physician assistants) over

the next 5y

My institution will be increasing the number of 13 (27.1%) 17 (35.4%) 1.50 (0.63, 3.60) 0.36

palliative care staff nurses over the next 5y

My institution will be increasing the number of 8 (16.7%) 8 (16.7%) 1.14 (0.37, 3.47) 0.82

palliative care acute beds over the next 5y

My institution will be increasing the funding for o o

palliative care over the next 5y 11 (22.9%) 18 (37.5%) 1.81 (0.77, 4.23) 0.17

Barriers to Palliative Care Access

Limited palliative care needs in my institution® 3 (6.0%) 0 (0.0%) - -

Is_ler?\ll?ggsmstltutlonal budget for palliative care 26 (52.0%) 22 (47.8%) 0.86 (0.38, 1.95) 0.71

Poor reimbursement for palliative care services 25 (50.0%) 23 (50.0%) 0.98 (0.43, 2.19) 0.95

Lack_o_f adequately trained palliative care 25 (50.0%) 22 (47.8%) 0.91 (0.41, 2.04) 0.82

physicians and nurses

!_ack of ewde_nce to suggest palliative care 2 (4.0%) 1(2.2%) 0.53 (0.05, 5.79) 0.60

improves patient outcomes

ﬁgg&fﬁ(mﬁ;@'m"’e care may increase 4 (8.0%) 3 (6.5%) 0.81 (0.17, 3.96) 0.80

Pall_latl_ve 'care may negatl\éely impact my 0 (0.0%) 3 (6.5%) ) )

institution's national rating

Palllapye care is available at my institution but 9 (18.0%) 17 (37.0%) 2.61 (1.00, 6.82) 0.05

not utilized frequently

Other 11 (22.0%) 2 (4.3%) 0.18 (0.04, 0.79) 0.02

Self-Assessments

Pain management services 5y ago 18 (39.1%) 22 (45.8%) 1.32 (0.59, 2.96) 0.50

Pain management services now 37 (77.1%) 39 (81.3%) 1.22 (0.43, 3.43) 0.71

Palliative care services 5y ago 9 (20.5%) 12 (26.1%) 1.37 (0.51, 3.67) 0.54

Palliative care services now 27 (57.4%) 39 (83.0%) 4.12 (1.71, 9.96) 0.002

Abbreviations: NCI, National Cancer Institute; EX, executive. Respondents specified their degree of agreement using a 0-10
numeric rating scale from ‘strongly disagree’ to ‘strongly agree’ for attitudes; and ‘poor’ to ‘excellent’ for self-assessments.

3L ogistic regression via a generalized estimating equation was used to examine the change in each variable between 2009 Non-
NCI cohort and the 2018 Non-NCI Previous cohort.

bOdds ratio and p-values could not be generated because of extreme values.

All Attitudes and Beliefs & Self-Assessments were originally ordinal variables and recoded as dichotomous: Agree or strongly
agree was scored from 7 to 10; neutral (originally 4 to 6) was grouped with disagree or strongly disagree (originally 0 to 3) and
was scored from 0 to 6. All Barriers to Palliative Access variables were dichotomous.
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CONCLUSION

In this study, program leaders and executives among cancer centers in the United States were
surveyed to provide perspectives about palliative care from an operational and institutional level
point of view, respectively. We found that NCI-designated cancer centers were more likely to
have an interdisciplinary palliative care team than non-NCI-designated cancer centers. We also
found that cancer center executives endorsed the integration of palliative care into standard
oncologic care, with NCI-designated cancer centers more willing to invest in their palliative care
programs. Over the last decade, numerous studies continue to show benefits of improved
symptoms and quality of life associated with early incorporation of palliative care early into the
traditional cancer treatment timeline. While barriers to palliative care access continue to be
financial and workforce-related, executives need to balance institutional priorities even with their
support for palliative care integration. In the meanwhile, more educational and training
opportunities need to exist to train the next generation palliative care workforce. More resources
are needed to further develop palliative care programs and to meet expected demands from an

aging population.
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APPENDICES

Appendix 1: 2018 National Survey of PC Services at US Cancer Centers: Program Leaders

TIE JAHIVERSIT GIF TEXAS

MDAnderson National Survey of Palliative Care Services at US
GancerCenter Cancer Centers: Program Leaders

Py anee Ldsory

Thank you for participating in this survey. Please try to complete the following survey in one sithng. It
should take no more than 1520 minutes. When answering questions regarding numbers or percentages,
please use approximations (Le. we do not expect you to look up the information in detail). Thank you!

L Palliative Medicine Services

A Type of cancer center:
O NCI designated comprehensive cancer center
O NCI designated climical cancer center
O Non-NCI designated cancer center

B. Does your institution provide any palliative care services?
O Yes (please complete this section)
O No (please skip to Section V)

C. What is the pame of your palliative care program? (Check all that apply)
O Comprehensive cancer care
O Pain and symptom management
O Palliative care
O Supportive care
O Other

D. How long approximately has your palliative care program been officially seeing patients?
O =1 year 0O 1-2 years O 3-5 years O =3 years

E. What are the gpecific kinds of palliative care services that are available? (Check all that apply)
O Palhative care consultabion/mobile team service
O Palliative care/supportive care clinie
O Dedicated palliative care acute care beds
O Insttution operated hospice

F. What are the type(s) of sapvices that your palliative care team offers? (Check all that apply)
Assessment and management of psychiatne disorders

Assistance In obtaining advance directives and DNE.'s

Assistance in resolving complicated ethical issues

Assistance with referrals to hospice, home care, or other placements
Comprehensive care plan for those requinng comfort care

Pain consultation

Psychosocial support

Symptom management

G. Approximately, what proportion of patients seen by palliative care belong to the pediatnic age group
(=18 year old)?

O 0% 0O 1-23% 0O 26-30% 0O 51-75% 0O 76-100%

Oooooooon
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T I JRIFEASIT OF TEXAS

MDAnderson National Survey of Palliative Care Services at US
aneerCenter Cancer Centers: Program Leaders

Moy e Ldsory

L Palliative Medicine Services {continued)
H. What s the professional background of the palliative care program leader? (Check: all that apply)
O Anesthesia O Nursing O Radiation Oncology
O Family medicine O Palliative medicine O Surgery
O Internal medicine O Pediatnics O Other:
O Medical Oncology O Psychiatry

I Within your program, please indicate with a check mark the approximate mumber of paid personnel
assigned to palliative care:

Personnel 0 1-5 6-10 | 11-25 | 26-50 [ =30
Ward murses (inpatient)
Clme murses (outpatient)

[Personnel 0 1 235 | 610 | =10
Chaplains

Mid-level providers
(advanced nurse practitioners
or physician assistants)
Palliative care physicians
Rehab (FT/OT)

Pharmacists

1. Approximately, how many full time equivalent (FTE) physician positions are available in your
palliative care program?

[ ]

K. Approximately, how many physicians on your palliative care team have at least 20% academic
protected time?

[ ]

L. Does your palliative care program require physicians to be certified by the American Board of
Hospice and Palliative Medicme or American Board of Medical Specialties?

O Yes ONo

M. Does your palliative care program require nurses to be certified by the National Board for Certification
of Hospice and Palliative Nurses?

O Yes ONo
ID: 2
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T I JRIFEASIT OF TEXAS

MDAnderson National Survey of Palliative Care Services at US
aneerCenter Cancer Centers: Program Leaders

Moy e Ldsory

L Palliative Medicine Services {continued)
N. On average, how long does your palliative care team follow patients in your institution (all inpatient
and outpatient encounters)?

O1-7days O=1-4weeks [O=1-12 months 00 =1-2 years [ =2 years

II. Palliative Care Outpatient Clinic
A Does your palliative care program see patients in the outpatient setting? (Check all that apply)

O ¥Yes, we have a dedicated palhiative care outpatient clinic (please complete this section)
O Yes, we see patients in cncology clinics 1e. embedded (please complete this section)
O Mo (please skip to Section ITT)

B. Approximately, how many days per week is it held?

C. Approximately, how many referrals per month?
D. Approzimate mumnber of days from referral to death (if available)?

E. Referral sources: (Check all that apply)
O Emergency Department [0 Medical Oncology O Surgery
O Hematology O Radiation Oncology O Other:

IIL. Inpatient Palliative Care Units/Beds
A. Does your palliative care program have any dedicated goute care beds in your institution
(NON-HOSFICE)?
O Yes (please complete this section) O Ne (please skip to Section IV)
B. Number of designated palliative care beds:

C. Is there a physical unit designated as the palliative care unit (PCLT) and primarily for palliative care
Inpatients?

O Yes O MNe
D. How long has your inpatient palliative care service been in place?

O =6 months O & months-11 months [0 1-2 years [ 3-3 years O =3 years
E. Approzimate number of inpatient palliative care discharses per month?
F. Approzimate median duration of inpatient palliative care stay (days)?
G. Approximate gedian days from admission to death (if available)?

H. Approzimate inpatient palliative care mortality rate (1.e. [death] / [total admissions])? %o
ID:
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T I JRIFEASIT OF TEXAS

N]_I_}Al]de:lsu]] Nﬂﬁﬂﬂﬂl SI.[I‘I.FE}" 'ﬂf Pa]ﬁﬂ.ﬁ"e Cﬂ-re Seﬂiceﬂ at US

aneerCenter Cancer Centers: Program Leaders

Moy e Ldsory

IIT. Inpatient Palliative Care Units/Beds (continued)
I Please ndicate the approximate percentages for each potential reason for admission.
Because they are imminently dying? Yo
For acute symptom management? *a
For pgychosocial reazons? Y
For respite? Y
Due to other reason(s) not mentioned above? Ya
a. Explain other reason(s):

s L b

I. Please indicate the approximate percentages of referal sources to your palliative care service.

1. Intensive care umit? Yo
2. Other mpatient umits? Ya
3. Emergency room? Yo
4. Outpatient clinics? Yo
5. Other hospitals? Yo
6. Hospice? %
7. Other, %o. Please specify,
K. Approximately, what proportion of patients receive regul
admission?
O 0% O 1-25% O 26-30% O 51-75% O 76-100%
L. Approximately, what proportion of Inpatients have family conferences during admissions?
O 0% O 1-25% O 26-50% O 51-75% O 76-100%
M. Approximately, how often do primary oncologists attend these family conferences?
O 0% O 1-25% O 26-50% O 51-75% O 76-100%

N. Approximately, what proportion of inpatients have Do-Not-Resuscitate orders?
O 0% O 1-25% O 26-30% O 51-75% O 76-99%

L.C ltation Servi
A Does your palliative care program have a dedicated consultation service in your institution?
O Yes (please complete this section)
O No (please skip to Section V)
B. How often is it available?
O 24 hours/7 days per week O 24 hours/weekdays cnly
O Business hours‘weekdays only 0O Other:

C. Approximately, how many referals per month?

ID:
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T I JRIFEASIT OF TEXAS

MDAnderson National Survey of Palliative Care Services at US
aneerCenter Cancer Centers: Program Leaders

Moy e Ldsory

IV. Consultation Service (continued)
D. Approximately, how many days from referral to death?

E. Referral sources: (Check all that apply)
O Emergency Department [0 Medical Oncology O Surgery

O Hematology O Radiation Oncology O Other:
A Does your institution operate a hospice? O Yes O No

If yes, please indicate the approximate average hospice daily census:

VL Ed ional Services T ine Palliative C
A Fellowship procyam for Palliative Medieme? 00 Yes O Ne
If yes, approximate number of clinical fellows per year:
If yes, approximate number of esearch fellows per year:

B. Mandatory palliative care rotations for ..

Medical oncology/hematology fellows [0 Yes O Mo O Not applicable
Padiation oncology fellows O Yes O Ne O Not applicable
Pediatric oncology fellows O Yes O Neo O Not applicable
Medical students O Yes O Ne O Not applicable
Other residents or fellows: O Yes O Ne O Not applicable

C. Traiming of mid-level providers m palliative care: [1 Yes O Ne

D. Dedicated palliative care grapd rounds: [ Yes [0 No
If yes, how many times per week: 01 O 2 O 3 or more
If yes, regularly attended by oncologists: O Yes O No

E. Didactic palliative care curriculum for oncology fellows provided by palliative care teams

O Yes O Neo
F. Confinuing medical education in palliative care for attending oncologists
O Yes O Neo

G. Combined palliative care and cncology educational activities for fellows/traimees
O Yes O Ne
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T I JRIFEASIT OF TEXAS

MDAnderson National Survey of Palliative Care Services at US
aneerCenter Cancer Centers: Program Leaders

Moy e Ldsory

VIL Research in Palliative Care
A Is there a research program in palliative care?

O Yes (please complete this section)
O No (please skip to saction VIIT}

B. The research team consists of .. (Check all that apply)

O Chaplains O Pharmacists O Pehab therapists (FT/OT)
O Data analysts O Physicians O Fesearch murses
O Dieticians O Psychologists O Social workers
C. Outside fimdimg: O Yes O Mo
If yes, source(s) of finding: [0 Private industry
(Check all that apply) O Institution

O Peer reviewed (INIH, ACS. etc)
O Private foundationphilanthropy

D. Please mdicate the types of palliative care stodies conducted over the last year: (Check all that apply)
Prospective randomized therapentic trials

Prospective randomized non-therapentic tnals

Other prospective non-randomized studies

Petrospective studies
Case series/case reports
Qualitative studies
None

oooooooao

E. Please indicate the approximate number of abstracts presented at meetmgs by your department last
year:

Oncology conferences (e.g. ASCO) ao O1-2 033 O610 O=10
Palliative care conferences (e.g AAHPM) OO0 a1-2 O35 O610 O=10
Others oo O1-2 035 0Os610 O=10

F. Please indicate the approximate number of papers published by your department last year:

Oncology journals (e.g. JCO, INC) Oo0 O12 O35 0610 O=10
Pallistive care journals (g JPallMed) 00 012 O35 0610 0O=10
General medical journals (eg. NEJM, JAMA) 0 012 O35 0610 0O=10
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Appendix 2: 2018 National Survey of PC Services at US Cancer Centers: Executives

THT RIWFASTF AF TFRA®

MD Anderson National Survey of Palliative Care Services at US
Cancer Center Cancer Centers: Executives

Hu'clrl: amre Hieliers

Thank you for participating in this survey. Please try to complete the following survey in one sithng. It
should take no more than 5 minutes. When answering questions regarding numbers of percentages,
please use approximations (Le. we do not expect you to look up the information in detail). Thank you!

L Center Characteristics
A Type of cancer center-

O NCI designated comprehensive cancer center
O NCI designated clinical cancer center

O Non-NCI designated cancer center

IL Palliative Care 3
A Has palliative care been available at your institution anytime owver the last 10 vears?
O TYes (please go to question B)
O No (please go to question F)

B. Is it currently active?
O TYes (please go to question C)
O No (please go to question F)

C. Please indicate the profession of the palliative care program leader at your instituticn-
O Physician
O Advanced nurse practitioner
O Other. Pleass specify

D. Are there any palliafive care physicians currently at your instifution?
O Yes
O No

E. What are the specific kinds of palliative care services available? (check all that apply)
O Palliative care consultation/mobile team serviee
O Palliative care/supportive care clinic
O Dedicated palliative care acute care beds
O Institution-operated hospice

F. Imespective of whether palliative care is offered at your institution, what in your opinion, are some of
the potential bamiers to palliative care access for your institution? (check all that apply)
Limited palliative care needs in my institution

Linuted mstitutional budget for palliative care services

Poor reimbursement for palliative care services

Lack of adequately trained palliative care physicians and nurses

Lack of evidence to suggest palliative care improves patient outcomes
Concemn that palliative care may increase hospital mortality

Palliative care may negatively impact nry institution’s national rating

(e.g. m US News and World Report)

Palliative care is available at my institution but not utilized frequently
Orther

OO0 OooOoooooo
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hmﬂn{lemun Nﬂﬁ'ﬂnﬂl Sme}' 'ﬂf Pa]ﬁ.ﬂ.ﬁ"e Cﬂ.l'e Senl'icel!i at US

CaneerCenter Cancer Centers: Executives

Fdsary Comecee Hisliers

II. Owerall Assessment and Attitudes

A How would you rate the overall effectiveness of your pain management services 3 years ago?
Poor Neutral Excellent

o 1 2 3 4 5 6 7T 8 o 10

B. How would you rate the overall effectiveness of your pain management services foday?

Poor MNeutral Excellent
0 1 2 3 4 5 &6 7 8 9 10

C. How would you rate the overall palliative care services provided at your institution 3 years ago?

Poor MNeutral Excellent
] 1 23 4 5 &6 7 8 9 10

D. How would you rate the overall palliafive care services provided at your institotion today?

Poor MNeutral Excellent
] 1 2 3 4 5 6 7 8 9 10

E. Please indicate whether you agree with the following statement: “A stronger intepration of palliative
care services into oncology practice will benefit patients at my institution.™

Strongly disagres Weutral Strongly agree
o 1 2 3 4 5 6 T 8 o 10

F. Please indicate whether you agree with the following statement: “More [esearch fimdine should be
directed towards palliative care services.”™

Strongly disagres Neutral Strongly agree
o 1 2 3 4 5 & 7 B o 10

G. Will your institution be increasing the mumber of palliative care physicians over the next 5 years?

Definitely Mo Unsure Definitely Yes
o 1 2 3 4 5 6 7T 8 8 10

H. Will your institution be increasing the mumber of palliative care mid-level providers (advanced murse
practifioners. physician assistants) over the next 3 years?

Definitely Mo Unsure Definitely Yes
o 1 2 3 4 5 & 7 B o 10
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MDD Anderson National Survey of Palliative Care Services at US
Ganeer Center Cancer Centers: Executives

Biicrry S e Hielir

IIT. Overall Assessment and Attitudes {continued)

I Will your imstitution be increasing the number of palliative care staff murses over the next 5 years?

Definitely Mo Unsure Definitely Yes
o 1 2 3 4 5 6 T 8 9 10
I, Will your instifution be increasing the mumber of palliative care acute beds over the next 5 years?
Definitely Mo Unsure Definitely Yes
o 1 2 3 4 5 6 T 8 9 10
K. Will your institution be increasing the funding for palliative care over the next 5 years?

Definitely No Unsure Definitely Yes
o 1 2 3 4 5 6 7T 8 o 10

IV. Center Information

Please provide approximations for the following questions (1.e. we do not expect you to look up the
information in detail). If this information is not readily available, please leave it blank and retum the
survey. Thank you

A Approximate munber of outpatients seen in 2017:

B. Inpatient beds dedicated to cancer care? [0 Yes O Mo
If yes.. Please indicate the approximate mumber of mpatient beds at your institution:
Please mdicate the approximate mmmber of gdmissgions in 2017:
Please indicate the approximate mumber of mpatient deaths in 2017:

Comments:

Thank you for your participation!
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T I JRIFEASIT OF TEXAS

MDAnderson National Survey of Palliative Care Services at US
aneerCenter Cancer Centers: Program Leaders

Moy e Ldsory
YIIL Oncology Services

The following questions pertain to the outpatient oncology patient population and may provide
mformation on the degree of integration of palliative care into a cancer center. Please provide
approximations for the following questions (Le. we do not expect you to look up the information m
detail). If this information is not readily available, please leave it blank and refumn the survey. Thank
Yo

A Ts symptom screening routinely condueted in the gufpatient oncolosy clinjes at your mshitution?
O Yes, all oncology clinics have routine symptom screening
O Yes, some oncology clinics have routine symptom screening
O Ne

B. Approximately, what proportion of patients with advanced cancer seen at the outpatient oncology
clinics have advance care plans (e g. medical power of attormey, living will) docwmented in the medical
chart (if availahle)?

Y

mfoﬂﬂ‘“ﬁﬂgqﬂeﬂimpﬂmtﬂﬂm ceneral capcer patient population 3

C. Approzimately what proportion of cancer outpatients at your hﬁm have pain ASSESSED on either
of the last two visits before death (if available)?

D. Approximately what proportion of cancer patients at your hospital have 2 or more emergency room
visits in last 30 days of life (if available)?

E. Approzimately what proportion of cancer patients’ place of death is consistent with their preference
(if available)?
Yo

Comments:

We greatly appreciate your time and effort completing this survey and returning it back to us.
Thank you!
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[ | ]
[ H : E'lltﬁ
U e Office of Academic Affairs and Student Services

The University of Texas

Health Science Center at Houston

School of Public Health
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Appendix 4: The University of Texas MD Anderson Cancer Center IRB Approval Letter

THE UHIERRITY §F Tikak Institutional Review Boand (IRB)
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Office of Protocol Research

Tao: David Hui 1022017

From: Babajide 0. Sotunbo
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Research
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guidelines. It was also noted that risks o human subjects are minimal and that confidentiality of
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once all of the requirements have been met.
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year.
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Appendix 5: Cohort Descriptions 2009-2018

2008

Availability and Integration of Palliative Care at US Cancer Centers:

“in 2009, there weren hotal of 74 N e rated
cancer carvters from o list of 1482 Commiszon of
Cancer-scoredited CaNCer Canters.

Cancer Centersin 2005, only
57 hiad Palitve Care
Programs

Mon-NCI

2009 _Mon-MC1_EX

{5071
1.411)
=T70.4%
L

2009

{[35/50°)
1,411)
=70.0%

‘4 tntnl of 71 cancer
CEMSS e mﬂl’l’ulll
samaisd from a
remainder of 1311
[14E2-71] WorhiCT
CANCET CRnisrs.

Yo the 71 rancamiy
sampied Har-HCI
Centers, oniy 30 had
Falliative Care
Frograms.

Mon-NCI

Cohort Descriptions
Numerator =& Respondents
Dencaminator = Tods lnumber of BCK Nor-80 Centers qi.:. #aof surveys sent nut]
N = Wational Canoer Institube: Execitives |EH]_. f‘rn-?wntﬂdﬂ's[FLj
MCI
EEEE [ _WCI_PL T 2018 _NCI_Current_EX 18 wor [T
| (40/62') | . (52/61%)
[51/71%) (6167 = 64.5% =85.2%
=71.8% =91.0% (ag/70) Fa11 82 MO Desigrated Cancer {54/as)
="T0.0% Centers in 2048 were surveped = 78.3%
Aot me 71 NCH-Desgnates ¥ e G

“16 ofthe 71 HCHDesiprated Concer Cenbers surveyed in 2005 iost their
duiﬁrﬂ.iuﬂ stabos and one closed down, hth 190 2048 to b surveyed.

1= o 2018 Mo
| WOl Current EX | | e |
{40/s0')/ {27/38)/
1,252 1,252
=66.7% =71.1%
(a7'/ea")y (35/50)/
1,252 1252
=71.2% =70.0%
018 _Mon
Ml _Previous PL
= 2009_Non-8C1_FL

oo the €2 Mon-NCI
cmnlors rardomly mmplad
fer B0d, con wase
duplicate frem tha

08 _Hion-HO1_Ex eobeck
wnd wind later dropged,
I g 61 corara

4 aurmys received but 1
i fiot e primany
qumten i toust i
cofnphe b f par il by
complets

“Fha 71 itk fom
B8 o HIC]_EX ware
smmpled bt & choad,
bt g B8 inu iz,

Takla 1: Reiponm Bubns: HCYSon-B0, CurmtPrdon

Yor the 62 NCHdes)

Cancer Centersin 2048, only
E1 had Paliative Care
Frograms

COHDART EX PL
2018 Current & Prewiows, NCI
&._Hmm 140303 =68.97% 113!154:?5.“.
20718 NO Current & Previous 5177 =6753% B1/7T6=80.26%
2018 Non-MCl Current & Presl HE/126 = B9 H4% | E1/EE =TO.4%

V. 04/10/19

84



REFERENCES

National Coalition for Hospice and Palliative Care. National Consensus Project for
Quality Palliative Care. Clinical Practice Guidelines for Quality Palliative Care, 4th
edition. (National Coalition for Hospice and Palliative Care, 2018).

Lutz, S. The History of Hospice and Palliative Care. Current Problems in Cancer 35,
304-309 (2011).

Kristjanson, L.J., Toye, C. & Dawson, S. New dimensions in palliative care: a palliative
approach to neurodegenerative disease and final illness in older people. The Medical
Journal of Australia 179, S41 (2003).

Yang, G.M., Neo, S.H.-S,, Lim, S.Z.Z. & Krishna, L.K.R. Effectiveness of Hospital
Palliative Care Teams for Cancer Inpatients: A Systematic Review. Journal of Palliative
Medicine 19, 1156-1165 (2016).

Ferrell, B.R., Twaddle, M.L., Melnick, A. & Meier, D.E. National Consensus Project
Clinical Practice Guidelines for Quality Palliative Care Guidelines, 4th Edition. Journal
of Palliative Medicine 21, 1684-1689 (2018).

Murray, S.A., et al. Palliative care from diagnosis to death. BMJ (Clinical research ed.)
356, j878 (2017).

Temel, J.S., et al. Early Palliative Care for Patients with Metastatic Non—Small-Cell
Lung Cancer. The New England Journal of Medicine 363, 733-742 (2010).

Smith, T.J., et al. American Society of Clinical Oncology provisional clinical opinion:
the integration of palliative care into standard oncology care. Journal of clinical oncology

- official journal of the American Society of Clinical Oncology 30, 880-887 (2012).

85



10.

11.

12.

13.

14.

15.

16.

17.

World Health Organization. Strengthening of Palliative Care as a component of
integrated treatment within the continuum of care. 2014. in 134th session. EB134, Vol. 7
(2015).

Ferrell, B.R., et al. Integration of Palliative Care Into Standard Oncology Care: American
Society of Clinical Oncology Clinical Practice Guideline Update. Journal of clinical
oncology : official journal of the American Society of Clinical Oncology 35, 96-112
(2017).

Katzenbach, J.R. The discipline of teams, (Harvard Business Press, Place of publication
not identified, 2008).

Cherny, N.I. & Christakis, N.A. Oxford textbook of palliative medicine, (Oxford
university press, 2011).

Bergen, D. Assessment Methods for Infants and Toddlers: Transdisciplinary Team
Approaches. Early Childhood Education Series, (Teachers College Press, 1994).

Bruera, E., Higginson, I., Von Gunten, C.F. & Morita, T. Textbook of palliative medicine
and supportive care, (CRC Press, 2015).

Thylefors, 1., Persson, O. & Hellstrom, D. Team types, perceived efficiency and team
climate in Swedish cross-professional teamwork. Journal of Interprofessional Care 19,
102-114 (2005).

Drinka, T.J.K. Interdisciplinary geriatric teams: Approaches to conflict as indicators of
potential. Educational Gerontology 20, 87 (1994).

Head, B. The Blessings and Burdens of Interdisciplinary Teamwork. Home Healthcare

Nurse: The Journal for the Home Care and Hospice Professional 20, 337-338 (2002).

86



18.

19.

20.

21.

22.

23.

24,

25.

26.

27.

28.

Crawford, G.B. & Price, S.D. Team working: palliative care as a model of
interdisciplinary practice. Medical Journal of Australia 179, S32-S34 (2003).

Braiteh, F., El Osta, B., Palmer, J.L., Reddy, S.K. & Bruera, E. Characteristics, findings,
and outcomes of palliative care inpatient consultations at a comprehensive cancer center.
Journal of palliative medicine 10, 948-955 (2007).

Klabunde, C., et al. The Role of Primary Care Physicians in Cancer Care. Journal of
General Internal Medicine 24, 1029-1036 (2009).

Davis, G.L. & Roberts, W.L. The healthcare burden imposed by liver disease in aging
Baby Boomers. Current gastroenterology reports 12, 1-6 (2010).

Siegel, R.L., Miller, K.D. & Jemal, A. Cancer statistics, 2019. CA: a cancer journal for
clinicians 69, 7-34 (2019).

Etkind, S.N., et al. How many people will need palliative care in 2040? Past trends,
future projections and implications for services. BMC Med 15, 102 (2017).

Lupu, D. Estimate of Current Hospice and Palliative Medicine Physician Workforce
Shortage. Journal of Pain and Symptom Management 40, 899-911 (2010).

OECD. Health at a Glance 2019 : OECD Indicators (Summary). (OECD Publishing,
Paris, 2019).

McCarthy, I.M., Robinson, C., Hug, S., Philastre, M. & Fine, R.L. Cost Savings from
Palliative Care Teams and Guidance for a Financially Viable Palliative Care Program.
Health Services Research 50, 217-236 (2015).

Smith, T.J., et al. A high-volume specialist palliative care unit and team may reduce in-
hospital end-of-life care costs. Journal of palliative medicine 6, 699-705 (2003).

Wang, P. Cutting the high cost of end-of-life care. Money. com-Time (2012).

87



29.

30.

31.

Yosick, L., et al. Effects of a Population Health Community-Based Palliative Care
Program on Cost and Utilization. Journal of Palliative Medicine 22, 175-1081 (2019).
Hui, D., Hannon, B.L., Zimmermann, C. & Bruera, E. Improving patient and caregiver
outcomes in oncology: Team-based, timely, and targeted palliative care. CA: A Cancer
Journal for Clinicians 68, 356-376 (2018).

Arthur, J., et al. Outcomes of a Specialized Interdisciplinary Approach for Patients with

Cancer with Aberrant Opioid-Related Behavior. Oncologist 23, 263-270 (2018).

88



	A Comparison Of Interdisciplinary Palliative Care Teams And Leadership Attitudes Of Nci-Designated And Non-Nci-Designated Cancer Centers In The United States From 2009-2018
	Recommended Citation

	Untitled

