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Abstract

Palliative care programs are rapidly evolving in acute care facilities. Increased and earlier access has been
advocated for patients with life-threatening illnesses. Existing programs would need major growth to accom-
modate the increased utilization. The objective of this review is to provide an update on the current structures,
processes, and outcomes of the Supportive and Palliative Care Program at the University of Texas M.D. An-
derson Cancer Center (UTMDACC), and to use the update as a platform to discuss the challenges and op-
portunities in integrating palliative and supportive services in a tertiary care cancer center. Our interprofessional
program consists of a mobile consultation team, an acute palliative care unit, and an outpatient supportive care
clinicc. We will discuss various metrics including symptom outcomes, quality of end-of-life care, program
growth, and financial issues. Despite the growing evidence to support early palliative care involvement, referral
to palliative care remains heterogeneous and delayed. To address this issue, we will discuss various conceptual

models and practical recommendations to optimize palliative care access.

Introduction

PALLIATIVE CARE IS A RAPIDLY EVOLVING discipline serving
patients with life-threatening illnesses and addressing
their physical, psychological, social, spiritual, communication,
decision making, and end-of-life care needs. Modern hospice
and palliative care started in the United Kingdom in the late
1960s.! Initially, programs were inpatient hospices or com-
munity based. One of the limitations of the initial hospice
movement was the very late referral and the fact that patients
in the highest level of distress died in acute care facilities in-
stead of hospices.*?

During the 1980s, palliative care developed in Canada
within academic acute care hospitals and cancer centers.* In-
itially, these programs consisted of mobile teams and later
acute palliative care units. During the 1990s, it became clear
that outpatient programs were needed to access patients early
in the trajectory of illness.”®

The current structure of the University of Texas M.D. An-
derson Cancer Center (UTMDACC) Supportive Care and
Palliative Care Program is based on developmental work that
took place in Edmonton, Alberta, Canada.” Tt is one of the
most comprehensive supportive care programs among U.S.
cancer centers,® and is now regarded as a successful model for
integration between palliative care and oncology.® The ob-
jective of this review is to provide an update on the current

structures, processes, and outcomes of our palliative and
supportive care team, and to use it as a platform to discuss the
challenges and opportunities in integrating palliative and
supportive services in a tertiary care cancer center.

Structures of the UTMDACC Palliative Care
Program

The Supportive and Palliative Care Program consists of
three main structures, including an inpatient mobile consul-
tation team, an acute palliative care unit, and an outpatient
supportive care clinic.

1. The Mobile Team. There are currently three mobile
teams, each including a physician, a midlevel provider, and /or a
fellow, operating every day and seeing patients in all inpatient
areas at UTMDACC including the Intensive Care Unit (ICU)
and the Emergency Center. The mobile teams have access to one
counselor who is consulted according to severity of distress.

2. The Acute Palliative Care Unit. This 12-bed unit is
staffed by a board certified palliative care physician, three to
five nurses, a midlevel provider (advanced nurse practitioner
or physician assistant), a palliative care or medical oncology
fellow, a chaplain, a counselor, a social worker and a phar-
macist. All the members of the interdisciplinary care team
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have received intensive palliative care training and orienta-
tion, and they communicate with each other closely
throughout the day.

3. The Supportive Care Center. This outpatient clinic
has a reception area and nine rooms, and is staffed by two
palliative care physicians, four supportive care trained nurses,
and a social worker. It operates from 8 am to 5 pm 5 days a week
to ensure uninterrupted access to supportive care services.

Processes of the UTMDACC Palliative Care
Program

1. The Mobile Team. Upon receipt of an online or pager
referral, a dispatcher assigns new consults to each of the three
mobile teams. The vast majority of patients are seen on the
same day of the referral. Each morning the three mobile teams
meet to discuss the existing cases, the staffing resources, and
the overall plan for the day. Patients whose symptoms are
controlled effectively or who are dying without major distress
will be seen daily by the supportive care team while under the
primary oncology service. In cases in which patient distress is
severe or persistent, the mobile team discusses with the pri-
mary oncologist the possibility of transfer to the Acute Pal-
liative Care Unit.

The mobile team service conducted 11,540 patient visits in
2011 (Fig. 1), including 2177 inpatient consultations.

2. The Acute Palliative Care Unit. Approximately 80%
of the patients admitted to the Acute Palliative Care Unit are
referred by the mobile team. The remaining 20% are patients
who are primarily followed by Supportive Care and directly
admitted from the outpatient clinic and Emergency Center.
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The main criterion for admission is the presence of severe
physical and/or psychosocial distress. In addition to symp-
tom management, the Acute Palliative Care Unit plays a
critical role in caregiver support, transition of care, care of the
dying, and discharge planning.

All patients admitted to the Acute Palliative Care Unit
undergo daily assessment of physical and emotional distress
by an interdisciplinary team coordinated by a palliative
medicine physician using validated instruments, including
the Edmonton Symptom Assessment Scale (ESAS),’ the
Memorial Delirium Assessment Scale (MDAS),'® and the
CAGE ques’tionnaire.11 For most patients, a family conference
usually takes place within 48 to 72 hours of admission for the
purpose of discussing further care and providing support for
the family. These family conferences are regularly attended by
the social worker, the chaplain, and the physician on staff in
addition to the patient-designated family members. Other
members of the interdisciplinary team, such as midlevel
providers and nurses, often attend this meeting as well. There
is also a weekly team meeting at the unit for the purpose of
discussing all admitted patients as well as logistic issues. In
addition to symptom management, our program also plays a
critical role facilitating transition to end-of-life care, liaising
with hospices, and educating patients and families about the
role of hospice services.

The average number of admissions is 500 per year. The
median length of stay is 7 days and approximately 70% of
the patients are discharged alive.'” The median survival
from admission to death is 21 days. This unit was estab-
lished following the structure of the palliative care unit in
Edmonton, and it has in turn been a template for multiple
other institutions in the United States and around the
world.
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FIG. 1. Number of palliative care referrals between 2000 and 2011. Both inpatient and outpatient palliative care programs

show steady growth.
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3. Supportive Care Center. Patients are referred to this
center by their oncologists and other physicians at UTM-
DACC. Once patients arrive at the center, they are taken di-
rectly to a room by a patient service coordinator after vitals
have been obtained. During all consultations and follow-up
visits, the patients undergo comprehensive assessment by a
trained supportive care nurse of physical and emotional dis-
tress as well as delirium, risk for chemical coping, family
structure, and function. The information is then discussed by
the nurse and the palliative medicine specialist who will visit
with the patient. After the assessment by the palliative med-
icine specialist, it sometimes is necessary to ask the social
worker to see the patient. Because the average census is ap-
proximately 25 patients per day and there is only one social
worker, a process for prioritizing the approximately five pa-
tients who will undergo counseling takes place at that point.

Our Supportive Care Center has several unique features
addressing the care needs for frail outpatients with advanced
cancer. First, emphasis is made on physician coverage to en-
sure that patients have access to supportive care on the same
day as the regular oncology visit in an effort to minimize
patient transportation needs and distress. Second, patients in
severe distress are encouraged to drop by the center where
they will be seen without an appointment. Patients in distress
in other centers can generally be seen on the same day at the
center after a physician-to-physician referral. Third, patients
in severe distress are registered within the “phone care nurse”
program that consists of phone calls made by the nursing staff
at the center a number of days after the visit. Patients are
provided with the center phone number as well as an after-
hours on-call number. Fourth, patients may undergo split
visits in which the physician or social worker will meet with
members of the family separately from the patient in an effort
to discuss emotional issues or end-of-life care.

The center conducted 713 consultations and 4023 follow-up
visits in 2011 (Fig. 1). Nineteen percent of the encounters were
same-day consults or drop-in patients.
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4. Interactions with primary teams and other special-
ties. The supportive care team works in close collaboration
with the primary medical oncology, radiation oncology, and
surgical oncology teams, as well as with a number of con-
sulting specialties both in the inpatient and outpatient setting
such as interventional radiology, cardiology, respirology, in-
fectious diseases, dermatology, and psychiatry.

Outcomes of the UTMDACC Palliative Care
Program

1. Program growth and physician activity. Since the
inception of our program, the number of referrals has in-
creased above the growth of our institution as a whole and
also of the Division of Cancer Medicine (i.e., medical oncol-
ogy) (Fig. 1)."> The majority of activity continues to be inpa-
tient.

The vast majority of the referrals are from clinical faculty
within the different departments of the Division of Cancer
Medicine. This is mostly due to the fact that medical oncolo-
gists are more often the primary team providing continuity of
care for patients with advanced cancer. There has been a
larger growth of the outpatient component between FY’08
and FY’10 that was not able to continue its growth for FY'11
because of saturation of staffing and clinic space.

The growth of our program may be related to multiple
reasons, including a name change from “palliative care” to
“supportive care,”'* the perception among oncologists that a
supportive care referral can reduce the burden of high de-
mand patients on the oncology clinic,'” and the effectiveness
of our program to manage symptoms.16

2. Physical and psychosocial distress. Both the out-
patient center and the inpatient services are capable of rapidly
improving physical and emotional distress.'”'® In a recent
study, we found a significant reduction of pain, fatigue,
nausea, drowsiness, dyspnea, anorexia, sleep depression, and
anxiety among 406 outpatients at their follow-up visit.'®
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FIG. 2. Proportion of inpatient death occurring in medical Intensive Care Units (ICU) between 2001 and 2009. A high proportion
of patients without a palliative care consultation died in the ICU, and this continues to increase. In contrast, the percentage of
medical ICU death stayed consistently low among patients with a palliative care consultation.
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3. Quality of care at the end of life. A number of
quality of end-of-life care indicators have been developed.'**
Figure 2 shows that the number of deaths in the medical ICU
at UTMDACC has significantly increased over the years
among patients who have never been seen by palliative care,
constituting approximately 50% to 60% of all in-hospital
deaths. In contrast, the proportion of medical ICU deaths has
been consistently around 10% for patients who have been
seen by our palliative care team, suggesting that palliative
care referral is associated with less aggressive end-of-life care.
The inception of our inpatient palliative care programs did
not have any negative impact on overall inpatient mortality
for UTMDACC."®

4. Perception of “palliative care” by oncologists and
midlevel providers. Oncologists and midlevel providers
are the gatekeepers for palliative care referral. To better un-
derstand their perception regarding palliative care, we con-
ducted an anonymous survey of a random sample of 100
medical oncologists and 100 midlevel providers in our insti-
tution.' The response rate was 70%. Both medical oncologists
and midlevel providers regarded palliative care service as
useful for addressing most physical and emotional issues.

Patient Problem Primary Center
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We also found that >90% of the respondents answered that
they would be equally likely to refer a patient to a service
called “supportive care” or “palliative care” if the patient was
not receiving any more active cancer treatment or was in
transition to end-of-life. In contrast, they prefer “supportive
care” over “palliative care” when the referral involves pa-
tients with earlier stages of the disease trajectory. A follow-up
study comparing the number and timing of palliative care
referral before and after the name change from “palliative
care” to “supportive care” found a 46% increase in inpatient
referral, and that patients were referred 1.6 months earlier in
the outpatient clinic."*

5. Timing of palliative care referral. Despite the gen-
erally positive perception among oncology practitioners,
late referral to palliative care remains a significant barrier
for optimal patient care.’’* Our recent data show that
patients with advanced solid tumors were referred a median
of 48 days before death, and those with hematologic ma-
lignancies were referred a median of 14 days before death. In
contrast, the median time from advanced cancer diagnosis
to death is 200 days, suggesting a significant delay in
referral.
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FIG. 3. Patterns and process of referral for supportive care services. (A) Cancer patients presenting with severe symptoms
may be referred to different supportive care services depending on which symptom is detected and the referral practice for
each oncologist. This ranges from no referral at all (doctors C, D, and E), to involvement of selected services (doctors A and B)
to palliative care referral (doctor F). (B) In this model of comprehensive cancer care, all patients with severe distress are
referred to palliative care, and receive comprehensive assessment for their symptoms, communication and decision making
needs, with the appropriate management provided by physicians, nurses, and counselors. Those with specific needs are then
further referred to other services. This model ensures that supportive palliative care is delivered in a comprehensive,

personalized and streamlined fashion.
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The median duration from referral to death for our program
was 21 days for inpatient palliative care and 90 days for out-
patient palliative care.'*** Thus, the outpatient clinic remains
the key tool for outpatient referral. The problem with late re-
ferral is that it does not allow for appropriate stabilization of
physical, emotional distress, and advance care planning and this
makes effective discharge to the community more complex.”

6. Financial aspects. The personnel cost associated with
a robust palliative care program can be offset in two ways: (1)
reimbursement for delivery of services, and (2) cost avoidance
measures. We recently reported that patients admitted to our
palliative care unit at MDACC had high rates of reimburse-
ment.'® We also reported a lower cost of care compared with
patients admitted under other services, which is likely related
to a decrease in expensive modalities of care such as ICU
admissions.'® Indeed, access to palliative care has the poten-
tial for major savings, primarily through cost avoidance by
minimizing aggressive end-of-life care. An economic analysis
conducted before and after the inception of the Edmonton
Palliative Care Program in Canada showed that the im-
plementation of supportive and palliative care resulted in
significant decreases in inpatient costs.*®

Barriers of integration

There are currently three major barriers to the integrated
oncology care. First, the palliative care infrastructure is highly
variable among cancer centers in the United States.® Even
among established programs such as ours, more resources are
needed to support program growth. Second, referral to pal-
liative care is heterogenous, and it is highly dependant on the
individual clinician.”” > As shown in Figure 3A, a patient
with symptom concerns may be referred to one of many
supportive care services depending on which symptom is
detected and the clinician’s preference. This can be confusing
at best, and may result in fragmented and delayed care, du-
plication of services, and increased cost of care. Third, the
timing of referral is often delayed for a vast majority of pal-
liative care services in U.S. cancer centers.®

To address these issues, we first need to ensure that ade-
quate resources are in place for palliative care. The referral
process could be improved significantly by building a clear
conceptual framework for “palliative care,” developing an
approach to discussing palliative care with patients and
professionals, integrating palliative care into the oncology
practice, and developing specific guidelines for referral. The
Center to Advance Palliative Care also provides a list of re-
sources for building a palliative care program and a set of
metrics for program development.*

Conceptual models

1. Conceptual Model #1: Defining supportive, pallia-
tive, and hospice care. The current definitions for sup-
portive care and palliative care overlap significantly in the
literature. The main definitions for both areas have been
provided by the World Health Organization, the Multi-
national Association of Supportive Care in Cancer, the
American Academy of Hospice and Palliative Medicine, the
International Association for Hospice and Palliative Care, and
the American Society of Clinical Oncology.>" Our team has
been directly involved in all these organizations.
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We recently conducted a systematic review of the peer-
review literature to examine studies attempting to define
these terms.*” A conceptual diagram is shown in Fig. 4. Under
this model, “hospice care” is part of “palliative care,” which in
turn is under the umbrella of “supportive care.” “Palliative
care” predominantly addresses the care needs for patients
with advanced cancer in both acute care facilities and the
community, whereas “supportive care” provides an even
broader range of services for patients throughout various
stages of the disease, including diagnosis, active treatment,
end-of-life, and survivorship. By changing the name of our
program from “palliative care” to “supportive care,” we en-
larged the referral base and extended our services to patients
earlier in the disease trajectory.'* Of note, the practice of
palliative care is by definition interprofessional in nature. In
contrast, palliative medicine represents one discipline within
this team.

2. Conceptual Model #2: Approach to introducing
“palliative care.”. To address referring physicians’ con-
cerns that palliative care involvement denotes hopelessness,
we have developed the model of Goals of Car(e).* We often
use this model to discuss the role of palliative care, advance
care planning, and goals of care with our patients and on-
cology colleagues. Oncologists are in charge of coordinating
care planning with patients and their families. In the vast
majority of cases, patients” goals are to be cured or to stabilize
the disease. This is quite understandable even if it may
not be the final outcome. At the same time, it is important to
help patients and families realize the concurrent goals of

Palliative Care

Hospice Care

FIG. 4. Conceptual framework for “Supportive Care,”
“Palliative Care,” and “Hospice Care.” “Hospice Care” is
part of “Palliative Care,” which in turn is under the umbrella
of “Supportive Care.” “Palliative Care” predominantly ad-
dresses the care needs for patients with advanced cancer in
both acute care facilities and the community, whereas
“Supportive Care” provides an even broader range of ser-
vices for patients throughout various stages of the dis-
ease, including diagnosis, active treatment, end-of-life, and
survivorship.3?
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FIG. 5. Conceptual model for Goals of Car(e). A car is used here as an analogy for establishing goals of care. (A) A hopeful
unrealistic driver believes that there will be no troubles ahead in her journey. This is in contrasts to (B) a hopeful realistic
driver who understands the importance of comfort measures and the need to prepare for the trip ahead. (C) A hopeful
unrealistic patient who focuses on cancer treatments without attention to her symptoms and advance care needs may
experience unnecessary distress. (D) In contrast, a hopeful and realistic patient who receives concurrent oncologic and
supportive/palliative care would be better prepared for the symptoms and care needs ahead. Abbreviations: CPR, cardio-
pulmonary resuscitation; ER, emergency room; ICU, intensive care unit. Reprinted with permission from MD Anderson

Cancer Center.

maximizing comfort along the cancer journey and being
prepared for the challenges ahead. The use of a car analogy
may help patients and their families understand the reasons
for a referral to supportive/palliative care (Fig. 5).

Figure 5A and 5B show two different goals for the use of a
car. Although the primary goal is to travel between places, a
person who does not take basic precautions such as buying
insurance, wearing a seat belt, and protecting against extreme
weather or rough roads will be exposed to unnecessary risks
and discomfort (Fig. 5A). Because there are real possibilities of
negative effects on the primary goal, the adoption of measures
for comfort and safety do not denote a defeatist or hopeless
attitude by the driver. Rather, they can reinforce enjoyment by
improving the quality of the driving experience and provid-
ing peace of mind (Fig. 5B).

By the same token, the absence of any plans to manage
physical and psychosocial distress and to prepare for the

possibility of progressive disease should be considered un-
reasonable denial rather than hopefulness (Fig. 5C). Figure 5D
shows the role of supportive and palliative care in maximiz-
ing physical and emotional care, supporting patients through
cancer therapies, enhancing their adherence to treatments,
facilitating transitions of care, and preparing patients and
their families for the challenges ahead.

3. Conceptual Model #3: Integrating palliative care
into oncology practice. There are three models for how
oncologists can deliver supportive/palliative care to their
patients: the Solo Practice Model, the Congress Practice
Model, and the Integrated Care Model.*® Figure 6A (Solo
Practice Model) shows the attempt by oncologists to provide
all aspects of cancer management as well as supportive/pal-
liative care. Regrettably, the vast majority of oncologists do
not receive adequate undergraduate and postgraduate
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FIG. 6. The cancer care package. (A) In the Solo Practice Model, the oncologist provides both cancer assessment and
treatment, and addresses a variety of supportive care issues such as pain and dyspnea. However, the lack of time and
expertise means that these issues may not be managed adequately. (B) In the Congress Practice Model, the oncologist refers
the patient to various specialities for all the supportive care issues. This could result in fragmented and expensive care. (C) In
the Integrated Care Model, the oncologist routinely refers patients to palliative care for their supportive care needs. This helps
to ensure patients receive comprehensive and integrated care, and it streamlines the provision of care. Reprinted with

permission from MD Anderson Cancer Center.

training in supportive/palliative care. Furthermore, system-
atic symptom screening is rarely done, resulting in under-
diagnosis and under-treatment of many symptoms. Even
with the skills and assessment tools, few oncologists have
the time to address patients’ physical and psychological
concerns comprehensively. Oncologists encounter ever-
increasing complexity in diagnosis, assessment, and treat-

ment of malignancies, and the demand for oncology services
is forecasted to increase overtime.**

Figure 6B (Congress Practice Model) shows the attempt by
oncologists to provide supportive care by referring patients to
multiple different specialists or disciplines. One of the prob-
lems associated with this type of practice is that patients
suffering from multiple, severe physical and emotional

SUPPORTIVE CARE PRACTICE
(Outpatient/Inpatient)
* Treatment Failure/Hospice

+ Physical Symptoms
* Emotional Symptoms
+ Patient and Family Conflict

FIG. 7. Criteria for palliative care referral. A typical oncology practice consists of high-demand patients and low-demand
patients. High-demand patients with physical or emotional distress, refractory disease, or need for transition of care would
benefit from routine referral to supportive care for further management.
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symptoms and who are already under financial distress are
referred to multiple clinics with different appointments where
they undergo treatments that are potentially counter effective
to other interventions.

Figure 6C (Integrated Care Model) shows our current
model in which there is active collaboration between the on-
cologist and the supportive/palliative care team. This allows
patients to obtain rapid resolution of multiple physical and
emotional issues and a more personalized use of consultants.
This model has been used by our center in both the inpatient
and outpatient operations. The main limitation has been
limited penetration of this model among referring colleagues.

4. Conceptual Model #4: Criteria for palliative care
referral. Given that oncologists are usually the main sources
of referral, a better understanding of the nature of patients
seen at oncology clinics can be helpful. A typical day consists
of a mix of low- and high-demand visits (Fig. 7). Low-demand
visits require little time for each encounter, and generally can
be conducted well with few concerns. Patients with mild
symptoms and who are well managed by their oncologists
under the Solo Practice Model (Fig. 6A) may not require a
referral to palliative care. In contrast, high-demand visits of-
ten require more time and resources to conduct an in-depth
history, physical, and investigation and to discuss treatment
options related to cancer and/or symptoms. Patients in dis-
tress and/or having transition of care needs are particularly in
need of palliative care referral, where they have access to in-
terdisciplinary assessment and management under an In-
tegrated Care Model (Fig. 6C).

Our model is consistent with the classification of palliative
care services proposed by von Gunten,® in which low-
demand patients would benefit from primary palliative care
delivered by their oncologists, and patients with more severe
distress would require secondary and tertiary palliative care
provided by a specialist interdisciplinary teams.

5. Conceptual Model #5: Comprehensive and person-
alized palliative care. Figure 3B operationalizes the In-
tegrated Care Model proposed in Figure 6C. Under this
model, all referred patients first undergo universal system-
atic assessments for physical, psychological, and spiritual
concerns, and also for communication and decision making
needs by an interprofessional team. Based on these assess-
ments, a comprehensive management plan is delivered, in-
cluding patient education, family support, and various
pharmacologic and nonpharmacologic interventions tailored
to the individual’s needs. Comorbidities also are addressed
in a majority of cases. Patients in severe distress or who have
specialized needs are referred to other services (e.g., pul-
monary medicine for thoracentesis, pain service for nerve
blocks, endocrinology for diabetic management). This ap-
proach ensures that patients receive a high standard of
supportive care addressing the multiple and often inter-
twined symptom concerns, minimizes duplication of ser-
vices by appropriately triaging, and optimizes personalized
patient care interventions.

An alternative to this approach would be to have internal
medicine or primary care, instead of palliative care, address
all the supportive care issues. Although co-existing medical
illness would be well managed, the symptom management,
psychosocial support, and goals of care aspects might not be
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adequately addressed. In contrast, the palliative care team is
well equipped to manage both the symptom concerns and co-
existing illnesses, making it an ideal choice for partnering with
oncology to deliver comprehensive cancer care.

Summary

We discussed barriers to successful integration of palliative
care within the continuum of cancer care. We have also
identified solutions that allowed our program to improve
palliative care access within our institution. The conceptual
models discussed, coupled with the growing evidence base
and increasing recognition of the importance of palliative
care, will hopefully help programs at earlier stages of devel-
opment to flourish over time.
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