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Abstract
While it is a good thing that modern medicine allows people to live longer and postpone

disability due to chronic illness, there has been a relative lack of focus on how to support patients
as their underlying illnesses become the source of biological, psychological, sociological, and
spiritual (bio-psycho-socio) suffering, and impacts quality of life. One type of program that is
designed to address these needs is known as advanced illness support (AIS). Although there is
growing need for AIS programs, they remain difficult to access for the more than forty million
Americans with serious illnesses and functional dependency.

This Doctoral Project focused on evaluating a home-based palliative care pilot called the
“Advanced Illness Support Program” (AISP) that was specifically designed and implemented by
Blue Cross Blue Shield of Massachusetts to support the commercially insured population in
Massachusetts with advanced illnesses. The evaluation sought to better understand the needs of
this population, the challenges of identifying and recruiting appropriate patients into the
program, and, ultimately, to continue to improve the design of the AISP program. The
framework of Adaptive Leadership was used to conceptualize, study, and evaluate the pilot to
address the challenges and propose new areas for research and practice. The evaluation included
in-depth qualitative interviews with pilot program stakeholders to assess barriers, challenges, and
successes of the pilot.

The issues identified during the pilot require a mix of both “technical” and “adaptive”
solutions. The pilot highlights the adaptive challenges of having a clear and consistent method of

defining and identifying seriously ill patients, and an understanding of the holistic services that
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patients, caregivers, and families need. Many technical solutions can help improve advanced
illness support, but the work will require mobilizing frontline clinical staff to test out iterative
improvement processes to refine the program, including developing more effective patient
identification and outreach approaches. The lessons learned from the pilot can help to guide the
continuing efforts to care for this vulnerable population and provide insights into next steps in
the evolution of the Advanced Illness Support Program — and community-based palliative care

services in general.
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Preface

Often, we try to keep our personal and professional lives separate, but sometimes they
collide unexpectedly. That occurred when I chose to pursue my 2019-2020 Doctoral Project. On
May 2, 2018, my uncle suffered a massive stroke and was hospitalized. Most people who
experienced the type of stroke my uncle had typically die within a few days. My uncle is one of
the few people who survived but not without a severe decline in his functional ability. He was no
longer able to walk, communicate, or move most of his body. My uncle still has a long road to
regaining his quality of life and being able to do daily activities on his own. The story of my
uncle is not unique to me; many people have or have known someone who have had a loved one
face a serious, life-threatening illness, in which they have to make many personal and medical
decisions that can be frightening, difficult, and confusing. I witnessed the family burden
firsthand while visiting my uncle in the summer of 2018. I saw the impact this illness had on my
family as they tried to coordinate the various specialists, control his pain, and adjust to a new
sense of normal.

At times like this, what is needed to help patients like my uncle and his family (however
the patient chooses to define that term) is an extra layer of support that can coordinate services
and focus on providing patients with relief from the symptoms, pain, and stress of a serious
illness. This extra layer of support goes by many names such as palliative care, advanced illness
support, and serious illness support. However, what they all have in common is that their goal is
to improve the quality of life for both the patient and the family caregivers. Despite evidence for
early integration of advanced illness support for persons with a serious illness, patients and their

families often never seek this support or seek it too late.
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Through my work on this project, I gained a deep appreciation for those who are
caregivers, and I thank all of the people I talked to that shared their experiences regarding caring
for a loved one. Caring for a parent, spouse, or friend is one of the hardest things most people
will ever do. This work has illuminated that almost every one of us will be a caregiver at some
point in our lives. Caregiving takes time, money, and emotional labor, and can be terrifically
stressful. Next time you meet a person who is a caregiver, please thank them for their work. They

are the unsung heroes in our communities.



This Doctoral Project is dedicated to my grandparents (Wilfred and Augusta Hill & Rodwell and

Elva Buckley) for teaching me the importance of education and scholarship.
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Introduction

We live in a society where modern medicine has done wonders to significantly increase
life expectancy, and lifesaving medical advances have converted some formerly life-ending
grave illnesses into serious chronic conditions accompanied by functional disability and pain.
This new phase of serious illness has an impact on healthcare costs, which have been on the rise
for decades, as well as on the quality of life, with patients wanting less pain and fewer
symptoms, and higher satisfaction with their care (Haider Warraich, 2017). Healthcare spending
in the United States (US) rose nearly a trillion dollars from 1996 to 2015 (Institute of Medicine,
2014). In the US, about 3 million people will die this year, of whom less than 10% will
experience a sudden or relatively rapid death due to cardiac diseases, trauma, and other serious
illnesses. In the US, chronic illnesses such as heart disease, cancer, diabetes, stroke, and chronic
lung disease account for 70% of deaths, and 75% of health care costs (Harris & Wallace, 2012).

While it is a good thing that modern medicine has allowed people to live longer and
postpone disability due to chronic illness, there is not as much focus on how people cope as their
underlying illnesses become the source of biological, psychological, sociological, and
spiritual (bio-psycho-socio) suffering and impact quality of life. George Engel was the first to
formally coin the term bio-psycho-social model of disease which looks at the physical,
psychological, and spiritual needs of an individual (Engel, 1977). The model was based on Dame
Cicely Saunders concept of “Total Pain,” which offers a comprehensive look at the pain of
underlying disease and its ripple effects such as the patient’s anxiety, depression, fear, concerns
for their family, and need for “meaning finding” (Ong & Forbes, 2005). In short, George Engel’s
model and the Total Pain model address health not just from a physical standpoint but as the sum

of a person’s health, including their social and spiritual health.



One program that is poised to address this need is advanced illness support (AIS), a
concept that is complicated by the fact that it has many definitions, and descriptions. “End of life
care,” “serious illness care,” or “advanced illness support” are some of the terms used to
categorize the set of services designed for patients and families during the course of an
illness. Throughout the literature, AIS and palliative care have been used interchangeably since
palliative care is the underlying service of AIS. In general, AIS refers to services for patients
who are in a stage of life when one or more conditions become serious enough to impact general
health and functioning. AIS combines active treatment with palliative care to treat the person’s
psychosocial needs and is customized to match personal values and preferences as they evolve
through the process of illness (Novelli, Bill & Koutsoumpas, Tom, 2015) (Institute of Medicine,
2014). This trajectory can last for a couple of months, several years, or the remainder of their
natural life.

AIS programs are designed to address the needs of patients with chronic, serious illness
by delivering comprehensive care aimed at addressing symptom management. A growing
literature base has outlined the quality, experience, and cost benefits of high-
quality AIS programs for the seriously ill. Although palliative care is also designed to address
this pressing need, these programs remain difficult to access for the more than forty million
Americans with serious illnesses and functional dependency (Meier et al., 2017). Many people

living with a chronic life-threatening illness either do not receive any palliative care or receive

services only in the last phase of their illness (Hawley, 2017). The National Consensus Project



Clinical Practice Guidelines for Quality Palliative Care1 also addressed this issue, stating that a
goal of their recently updated guidelines is “to improve access to quality palliative care for all
people with serious illness regardless of setting, diagnosis, prognosis, or age.” There are many
reasons why patients do not access palliative care services. One of the main reasons is likely a
lack of understanding and awareness of what palliative care is and how patients can benefit from
it. Without this understanding of palliative care, it is difficult for patients to know what resources
exist. Furthermore, patients’ lack of understanding of palliative care resources can cause
reluctance by physicians to refer, as well as reluctance by patients and/or family to be referred.
Restrictive specialist palliative care service program eligibility criteria based on a
misunderstanding of palliative care causes further confusion (Hawley, 2017; Meier et al., 2017).
The utilization of the healthcare system is growing, driving costs up, and there is an
anticipation of a steep rise in the number of people living with serious illness and functional
disability that will only further drive up healthcare utilization. Palliative care has been shown to
achieve the triple aim2 of improving quality of care, improving patient outcomes, and lowering
costs (S. Smith et al., 2014). By 2027, annual health care spending is expected to grow to nearly
six trillion dollars, or almost 20 percent of the economy (Barusch, 2013). Many health insurance

payors (HIP) have been looking at new payment models and programs for palliative care to curb

1 Clinical Practice Guidelines for Quality Palliative Care, 4th edition, create a blueprint for excellence by
establishing a comprehensive foundation for gold-standard palliative care for all people living with serious illness,
regardless of their diagnosis, prognosis, age or setting. The guidelines expand on the eight domains of palliative care
in the 3rd edition and include clinical and organizational strategies, screening and assessment elements, practice
examples, tools and resources (National Coalition for Hospice and Palliative Care, 2018).

2 In 2007, the Institute for Health Care Improvement (IHI) developed a framework for helping health care systems
optimize performance using a variety of metrics. Since the framework uses a "three-pronged approach,” the IHI
called it the Triple Aim. The Triple Aim's three areas of focus are: 1) Improving patient experience, 2) Reducing
the per capita costs of health care, 3) Improving the health of populations overall. The Triple Aim has been crucial
to the success of health care organizations that are moving toward value-based payment systems. The Triple Aim
also encourages health care leaders to use the strategies to improve the health of their communities beyond the
hospitals and clinics that make up the health care system (Institute for Healthcare Improvement, 2020).
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the rising cost and improve the quality of care (Meier et al., 2017). As of 2011, the top five
percent of health care spenders accounted for an estimated 60 percent of health care costs
(Institute of Medicine, 2014). This costliest five percent of health care spenders consists of three
groups of patients (Institute of Medicine, 2014). The first group of patients are those with a
serious illness and on a downward trajectory into their last year of life (11 percent) (Institute of
Medicine, 2014). The second group are those who are seriously ill with high acute care needs for
one year but who will return to baseline in subsequent years (49 percent) (Institute of Medicine,
2014). The third and last group are those who will live for years with a serious illness, and during
that time have consistently high health care costs (40 percent) (Institute of Medicine, 2014).

This last group of individuals, who are seriously ill year after year but have an unknown
prognosis and health trajectory represent the highest-leverage opportunity for improving
healthcare. Because palliative care has such an impact at the intersection of quality and cost,
many HIP’s have become more interested in ways that they can incorporate palliative care into
their business model. Palliative care hits the perfect balance of improving the quality of health
care in every setting in which it has been tested (S. Smith et al., 2014). In addition, palliative care
consistently reduces costs for the highest-risk, highest-need population by better matching
treatment plans to patient goals and providing support where it is needed (Center to Advance
Palliative Care, 2014). Palliative care reduces health care utilization precisely because it
addresses the root causes of acute care utilization—poorly managed pain and symptoms and
overwhelming caregiver stress and burden (Center to Advance Palliative Care, 2014). Through
these specialized, interdisciplinary palliative care teams that attend to the physical,
psychological, emotional, and spiritual needs of people with serious illnesses and their family

members, HIP have been exploring different ways to bring palliative care to their members in a



way that improves patient satisfaction, improves quality and has a positive return on investment
(Center to Advance Palliative Care, 2014).

Over the past two decades, many hospitals have established inpatient palliative care
services for patients with complex or progressive illnesses, which has led to more than 87% of
all hospitalized Americans being admitted to hospitals that have palliative care teams. Despite
the growth of hospital-based palliative care, most patients indicate that they prefer to get
treatment and die at home (Institute of Medicine, 2014). Although these inpatient programs have
proliferated, home-based palliative care programs (in a patient’s residence or over the phone) are
far less prevalent. Of the home-based palliative care (HBPC) programs that do exist, many have
developed in relative isolation. One of many factors involved is the difficulty of the current fee-
for-service (FFS) payment structures, which can be a burden on patients who may have to pay
for each service, and is an unsustainable model for many standalone programs, which tend to be
offered largely by home health and hospice agencies. Almost all have nurse practitioner (NP)-
based consult services, billing through standalone professional services contracts. A lack of
standardization and limited scope of services limits providers’ willingness to refer, as well as
impacting outcomes (Center to Advance Palliative Care, 2014).

According to a 2011 public opinion poll conducted by Public Opinion Strategies, once
informed about what palliative care is, the overwhelming majority of people report that they
would want it for themselves and their families (Center to Advance Palliative Care, 2011). The
data is clear that patients report a higher quality of life, less pain, fewer symptoms, and higher
satisfaction with their care when utilizing palliative care services (Center to Advance Palliative

Care, 2011; Temel et al., 2017a). Families and caregivers likewise experience less stress and



psychological debility and greater satisfaction with the care received by their loved ones (Center
to Advance Palliative Care, 2011; Temel et al., 2017).

In order to improve access to this high-value care, health insurance companies, providers
and communities are working together to find new ways to deliver and finance palliative care.
Blue Cross Blue Shield of Massachusetts (BCBSMA) is a HIP which has established a pilot
program of a palliative care community agency collaboration called the Advanced Illness
Support Payment Innovation “Advanced Illness Support Program” program (AISP). Through
this demonstration pilot, BCBSMA is exploring the feasibility, pricing, and outcomes of such a
payment innovation model. This Doctoral Project highlights the operational challenges,
opportunities, and success of this innovation model. There is still a need to explore different
ways to change perceptions of advanced illness support care across the nation and in
Massachusetts. Understanding why there is still resistance to utilizing palliative care services is a
key part of this project.

The Doctoral Project is the capstone field engagement for the Doctor of Public Health
(DrPH) degree at the Harvard T.H. Chan School of Public Health. This doctoral project was
conducted in collaboration with the host organization, BCBSMA. The Advanced Illness Support
Program was designed and developed by BCBSMA leadership, and this doctoral project was the
implementation and evaluation of the pilot for the purpose of understanding and improving
advance illness support in Massachusetts. The first aim is to implement and evaluate
barriers/challenges/successes of the pilot focused on advanced illness support in Massachusetts.
Through evaluation, the second aim is to contribute to the understanding and improvement of

advanced illness support in Massachusetts.



Designed in partnership with BCBSMA, the Doctoral Project integrates the doctoral
student’s responsibility to translate knowledge into action while contributing substantively to the
health improvement activities of BCBSMA. The Doctoral Project thesis describes in detail the
Doctoral Project activities and results in four main sections: the introduction, the analytical

platform, the results statement, and the conclusion.

e The Introduction provides a brief description of the public health
problem the Doctoral Project seeks to address, including why the doctoral project
research is relevant and timely, and also provides an overview of
the Doctoral thesis components.

e The Analytical Platform provides the conceptual and scientific foundation of
knowledge for the Doctoral Project. Insights from the related literature discuss the
history of advanced illness, the definition of advanced illness support and the
different settings in which it can be provided, financing of advanced illness support
programs, and the opportunities and challenges. The analytical platform also
describes the BCBSMA Doctoral Project in context and provides an overview
of BCBSMA and the broader approach around AIS. Detailed descriptions illustrate
the Doctoral Project's qualitative research strategy, goals, methods, and analysis.

e The Results Statement presents a narrative discussion of what transpired during the
doctoral project. The results statement examines the qualitative interviews,
summarizes the interview statistics and provides a reflection on lessons learned. The
analyzed results are distilled into different themes that will inform the pilot moving

forward and the broader AIS strategy.



e The Discussion and Conclusions section will highlight the doctoral project key
findings, high-level takeaways, and provides the reader with additional issues of

inquiry for further exploration.

Ecosystem of Advanced Illness Support Terminology

Before taking a deep dive into the literature on palliative care it is important to
understand the different uses of terminology when speaking about palliative care. Despite the
enormous growth of the palliative care field, the image of palliative care as end-of-life care
persists, which pushes people away from using services (Hawley, 2017; Meier et al., 2017).
Palliative care and hospice (end-of-life care) are different (See Table 1), but confusion between
the two has had a confusing and hindering effect on both the role and brand of palliative care.
Organizations like BCBSMA look to create a strong brand that gives people confidence, builds
awareness and understanding of the services they are providing. Hence, they have used the term
Advanced Illness Support (AIS) to facilitate their approach for caring for patients with a serious
illness. Building a reliable brand is dependent on language and messaging that signals
consistency, reliability, and clarity (Diane E. Meier & Lisa Morgan, 2016). As mentioned, the
language used to describe care for people with serious illness varies across the board. Some
people call it palliative care or palliative medicine; others refer to it as supportive care, advanced
illness management, care for high-need high-cost people, and complex care management. Within
the industry of palliative care, there is variability in terminology for what are essentially the same
approaches to care of a vulnerable medically ill population. The field has not come to an

agreement on how to brand palliative care services (Diane E. Meier & Lisa Morgan, 2016).



Table 1: Difference between Palliative Care and Hospice

Palliative Care Hospice

Stage Any stage of illness End of Life

Life expectancy As long as necessary < 6 months

Care or treatment | Curative treatment Comfort or relief

Focus To provide relief from discomfort, To provide comforts, care and
systems, and stress of a serious illness support for terminally ill

Source: Center to Advance Palliative Care (2020)

How palliative care is defined has an impact on how people feel about it. Palliative care
is an appropriate clinical name for an internationally recognized medical specialty. But as a
brand name intended to connect with patients, families, and physicians, the name is not effective.
The literature shows that once informed about what palliative care is, most people report that
they would want it for themselves and their families (Center to Advance Palliative Care, 2011).
Caring for seriously 1ll patients is a high-emotion service, and just the need for the service
creates emotional intensity. Patients and family members struggling with the demands of serious
illness are sensitive to both the verbal and body language of their care team when talking about
services for advanced illness (Berry et al., 2016). The literature identifies that there is a gap when
discussing palliative care services with patients and their families because of uncertainty about
disease progression, cultural differences, and the tension between truth-telling and preserving
hope (Berry et al., 2016; Dai et al., 2017).

As mentioned before, definitions are critical as they can serve as the framework for
program development, evolution, and change in practice (Abma, 2001). The term “Palliative
Care” has been used through the literature over the past few decades, and as palliative care has
developed as a specialty, it has become associated with a wealth of meanings. Table 2 highlights

the most common definitions used for palliative care.



Table 2: Definitions of Palliative Care

Organization Definition
World Health Organization “An approach that improves the quality of life of patients and their families
(WHO)3 facing the problems associated with life-threatening illness, through the

prevention and relief of suffering by means of early identification and
impeccable assessment and treatment of pain and other problems, physical,
psychological and spiritual (WHO, 2019).”

The Center to Advance Palliative | “Specialized medical care for people with advanced illnesses. Palliative
Care (CAPC)4 care means patient- and family-centered care that optimizes the quality of
life by anticipating, preventing, and treating suffering. This type of care is
focused on providing patients with relief from the symptoms, pain, and
stress of an advanced illness. Typically, a palliative care interdisciplinary
team is composed of a physician board-certified in hospice and palliative
medicine, an advanced practice nurse, a social worker, and a chaplain, who
together provide palliative care and an extra layer of support to patients and
their families. Palliative care is appropriate at any age and at any stage
during an advanced illness and can be provided together with curative
treatment (Meier et al., 2017).”

American Cancer Society (ACS)s | “A special approach to caring for anyone with serious illness, such as
cancer. Palliative care focuses on improving the quality of life by helping
patients and caregivers manage the symptoms of a serious illness and side
effects of treatment. It’s designed to work with the health care team to help
people with a serious illness live as well as they can for as long as they can.
Palliative care is appropriate for people of any age and at any stage in any
serious illness. Palliative care should be used whenever the person has
symptoms that need to be controlled (American Cancer Society, 2019).”

All three of these definitions emphasize the concept that palliative care is not an
alternative to traditional care but is an adjunct to other forms of medical care. The focus is on the
concepts of improvement of “quality of life” and prevention of suffering early in the disease
process and throughout its trajectory (Hauser et al., 2011). Furthermore, these definitions

highlight the need to address not only physical pain but also the psychological and spiritual

3 The World Health Organization (WHO) is a specialized agency of the United Nations that is concerned with
international public health. It was established on April 7, 1948, and is headquartered in Geneva, Switzerland. The
WHO is a member of the United Nations Development Group.

4 The Center to Advance Palliative Care (CAPC) is a national organization dedicated to increasing the availability
of quality health care for people living with a serious illness. As the nation’s leading resource in its field, CAPC
provides health care professionals and organizations with the training, tools, and technical assistance necessary to
effectively meet this need. CAPC is funded through organizational membership and the generous support of
foundations and private philanthropy. It is part of the Icahn School of Medicine at Mount Sinai, in New York City.
5 The American Cancer Society (ACS) is a nationwide voluntary health organization dedicated to eliminating
cancer. Established in 1913, the society is organized into six geographical regions of both medical and lay
volunteers operating in more than 250 regional offices throughout the United States.
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aspects of care. In addition, these definitions emphasize the role of family/caregivers as part of
the care process.

All of these definitions focus on reducing pain in different ways that can hinder or
promote the use of palliative care services. The WHO definition describes needing palliative care
for life-threatening illness, which is not the only use for palliative care. Palliative care can also
be utilized when one or more conditions become serious enough that general health and
functioning decline. The conditions do not have to be life-threatening and can include conditions
like multiple sclerosis, for example, which is a long-lasting disease that affects the brain, spinal
cord, and basic body functions, but is not life-threatening. Like with the ACS definition it is
important to look beyond the perceptions of palliative care being for cancer patients only.
Palliative care can also include patients with a non-cancer diagnosis when dying might be many
months or even years away, and this is seen as a change in the way palliative care is provided.
The CAPC definition does the best to define what palliative care is by not limiting it to any age,
and by framing it as an extra layer of support that goes beyond just the physical pain symptoms.
It is important to understand the impact of perceptions of palliative care since those perceptions

can impact “the type” of patients that can be reached to talk about those services.

Analytical Platform
Literature Review

There is a wealth of literature about advanced illness care in both peer-reviewed
publications and reports made by various healthcare organizations. Research on advanced illness
is found under a number of terms: palliative care, end-of-life care, serious illness care, and
hospice care. The literature most commonly uses the term palliative care. Palliative care can be

found under various names which illustrates the fragmentation in the literature. This search
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included relevant literature from the past 20 years. The literature will illuminate the historical
perspective of how palliative care has developed and focus on the benefits of home-based
palliative care (HBPC), theory and practice of palliative care, empirical studies of cost and
outcomes payment models, and structures that show the nuances in the set-up of palliative care
programs.
History

The early history of palliative care is a cautionary tale of the challenges this paradigm has
for the medical industry. This history of palliative care begins with the hospice movement in the
United Kingdom in the later 1950s. Dr. Cicely Saunderss is credited as the founder of modern
hospice care based on her careful observation of dying by listening carefully to patients’ stories,
learning that their suffering went beyond the physical domain (Carter, 2003). Dr. Saunders
founded the first modern hospice and was responsible for establishing the discipline and the
culture of palliative care (British Medical Journal Publishing Group, 2005). She introduced
effective pain management and insisted that dying people needed dignity, compassion, and
respect, as well as rigorous scientific methodology in the testing of treatments. She rejected the
prevailing ethic that all patients should be cured, that those who could not be cured were a sign
of failure, and that it was acceptable and even desirable to lie7 to them about their prognosis. She
changed the notion that dying people should wait until their painkillers had worn off before they

received another dose and ended the belief that the risk of opiate addiction was an issue in their

¢ Dame Cicely Mary Strode Saunders OM DBE FRCS FRCP FRCN was an English nurse, social worker,
physician and writer. She is noted for her work in terminal care research and her role in the birth of the hospice
movement, emphasizing the importance of palliative care in modern medicine (British Medical Journal Publishing
Group, 2005).

7 There is evidence that consistently shows that doctors are hesitant to divulge prognostic information due to several
underlying misconceptions held by health care professionals. Much of this work has been done in the cancer
population but applies across all serious illnesses (British Medical Journal Publishing Group, 2005).
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pain management, an idea which was considered a paradigm shift at the time in the medical
industry (British Medical Journal Publishing Group, 2005; Carter, 2003). Saunders introduced
the idea of "total pain," which included the physical, emotional, social, and spiritual dimensions
of distress. She advocated that only an interdisciplinary team could relieve the “total pain” of a
dying person in the context of their family. The concept of having a team is still the core of
palliative care today (Loscalzo, 2008).

Palliative care began in the United States (US) through an effort to transplant hospice
care from the United Kingdom to the US. The word palliative comes from pallium, the Latin
word for ‘cloak.” To palliate is to cloak, or cover up, the symptoms of an illness without curing it
(Merriam-Webster Dictionary, 2019). This meaning grew into the idea of reducing suffering,
which was linked to death, a concept that is still a barrier for palliative care adoption today with
it being linked to doctors giving up on a patient and offering no curative treatment. The concept
was first introduced in the 1960s by a psychiatrist in the US named Elisabeth Kiibler-Ross.s As a
faculty member at the University of Chicago’s Pritzker School of Medicine, she confronted some
fierce resistance and had difficulty trying to implement the concept of treating people at the end
of life with respect, openness, and honest communication. The medical staff and the hospitals
authorized a boycott because they did not want to gain a reputation as an institution where
patients died (Blaylock, 2005).

Medical culture at the time in the 1960s and even today, looked at a doctor’s skill based

on treatment to delay death. In the 1960s, doctors rarely admitted when treatments weren’t

8 Elisabeth Kiibler-Ross was a Swiss-American psychiatrist, a pioneer in near-death studies, and author of the
internationally best-selling book, On Death and Dying, where she first discussed her theory of the five stages of
grief, also known as the "Kiibler-Ross model." The book contained more than 500 interviews with dying patients
which challenged the culture of death as failure and encouraged doctors to talk to their patients about their illness
and, more radically still, to carefully listen to what they had to say (Blaylock, 2005).
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working and commonly failed to tell patients when further treatments would do more harm than
good (Blaylock, 2005; Institute of Medicine, 2014). Although doctors epitomized the never-say-
die stance, the patients and their families also contributed to avoiding talking about dying or
about their health not getting better. Due to this medical culture, doctors, patients, and their
families interpreted a person’s pain increasing as meaning that the patient’s disease was getting
worse. Through her frustration with the medical culture at the time, Kiibler-Ross transformed
and humanized the care of dying patients, and also contributed to encouraging doctors to have
serious conversations with their patients with advanced illnesses, which remains a challenge
even today (Loscalzo, 2008).

While Elisabeth Kiibler-Ross advocated for the concept of hospice in the US during the
1960s, in 1963, Florence Wald, then Dean of the School of Nursing at Yale University, invited
Dr. Saunders from the UK to give a series of lectures on hospice care at Yale University. During
this talk, Dr. Saunders showed pictures of patients who were terminally ill with cancer prior to
and after receiving specialized hospice care (Blaylock, 2005). The difference in the patients’
appearance and overall wellbeing was considered remarkable, and this began the discussion in
the US and eventually led to the formation of the first US hospice in Branford, Connecticut,
which began serving patients at home in 1973. What is important to note is the focus of cancer
being the common use of hospice care (Blaylock, 2005).

In Canada, in 1974, Dr. Balfour Mount,s a surgical oncologist at The Royal Victoria
Hospital of McGill University in Montreal, Canada, coined the term “palliative care” to avoid the

negative connotations of the word hospice in French culture, and introduced Dr. Saunders’

9 Balfour M. Mount, OC OQ is a Canadian physician, surgeon, and academic. He is considered the father of
palliative care in North America. Born in Ottawa, Ontario, he received his medical degree from Queen's University
in 1963 and studied surgery and urology at McGill University.(Loscalzo, 2008).

14



innovations into academic teaching hospitals. He started a program for a 2-year pilot project
from 1975-1976. The service consisted of a home care program that cared for about 100 patients
in the community daily, an inpatient ward, a consultation service to the active treatment
programs, a bereavement follow-up team to follow families judged at higher risk for
bereavement problems, as well as research and teaching. This work provided holistic care for
people with chronic or life-limiting diseases and their families who were experiencing physical,
psychological, social, or spiritual distress in the community (Loscalzo, 2008). Although
palliative care today has a broad focus on seriously ill patients across various conditions and
health trajectories, palliative care began with a focus on the care of the dying. This unique
historical link makes it very hard for many to unlink the differences between hospice and

palliative care.

Hospice vs. Palliative Care

Although palliative care has its origins through the United Kingdom’s hospice
movement, it is important to make a clear distinction between hospice and palliative care.
Hospice and palliative care share similar goals of system relief and pain management. The goal
of both palliative care and hospice care is to provide a better quality of life and relief from
symptoms and side effects for people with a serious illness (Rome et al., 2011). Both use
interdisciplinary care teams for a person's physical, emotional, mental, social, and spiritual
needs. However, although they share many similarities, it is important to mention how they are
different from each other (Center to Advance Palliative Care, 2014; Meier et al., 2017; Rome et
al., 2011). (See Table 1)

Palliative care can be offered and provided at “any stage” of a serious illness, meaning

that a patient does not have to be near death or even progressing toward death to utilize palliative
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care services. The definition also includes people who have some self-care disabilities, often at
the end of their lives, from conditions such as cognitive or neuromuscular impairment, strokes,
organ system failures, frailty of old age, or other conditions (Cohn et al., 2017). The focus of
care is meeting that person where they are and providing an extra layer of support. Hospice care
on the other hand begins after curative treatment of the disease has ended, and when it is clear
that the patient is not going to survive the illness. Another difference is that while utilizing
palliative care services, patients can still receive curative treatment. In hospice, attempts to cure
the person's illness are normally stopped. Throughout the literature review, this gray area

between palliative care and hospice will come up.

Palliative Care Settings
Hospital-l ! valliati

The US fee-for-service (FFS)10 system has largely influenced the development of
palliative care services. Current reimbursement mechanisms generally do not provide support for
the interdisciplinary team beyond the physician. Hospitals were the demonstration grounds of the
enhanced quality provided by palliative care teams, which contributed to significant cost savings
to hospitals. This cost savings provided a strong business case to support the development of
most hospital palliative care programs today. Hospitals can create a strong business model due to
the fact that they receive a lump sum Diagnosis-Related Group (DRG)11 payment for an episode

of patient care. Consequently, interventions like palliative care that reduce overall patient care

10 Fee-for-service is a system of health insurance payment in which a doctor or other health care provider is paid a
fee for each particular service rendered, essentially rewarding medical providers for volume and quantity of services
provided, regardless of the outcome.

11 A diagnosis-related group (DRG) is a patient classification system that standardizes prospective payment to
hospitals and encourages cost containment initiatives. In general, a DRG payment covers all charges associated with
an inpatient stay from the time of admission to discharge.
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costs for hospitals can improve profit margins (Morrison, 2013). This has led to palliative care
teams largely developed within hospitals.

The two primary models of palliative care that exist within hospitals are interdisciplinary
consultation teams that can be used for any unit within the hospital, and inpatient units, which
have dedicated palliative care beds. Typically, a hospital palliative care interdisciplinary teami2
(IDT) is composed of a physician (sometimes board-certified in hospice and palliative medicine),
an advanced practice nurse, a social worker, and a chaplain who together provide palliative care
and an extra layer of support to patients and their families (National Coalition for Hospice and
Palliative Care, 2018). The IDT can provide both consultation (usually a onetime task) and also
occasionally assume primary care. In a consultation, a physician requests the IDT to evaluate the
patient and provide an opinion or advice. The IDT can be more integrated into the patient’s
primary care in which they have regular meetings and check-ups with the primary care
physician.

Admission to inpatient palliative care units is typically reserved for patients with
difficult-to-control symptoms (i.e., nausea and vomiting, and difficulty in breathing), with
medical needs that cannot be optimally managed in another care setting, with distressed families
who are in need of a higher level of support, or for patients who are dying. By reducing
unwanted hospitalizations, emergency room visits, and providing treatments aligned with
patients’ personal values and goals, the cost curve is positively impacted in patient-centered
ways (May et al., 2018; Morrison, 2013). Hospitals have found that the business value of

palliative care programs allowed them to improve patient satisfaction and care while also

12 The purpose of the interdisciplinary team is to foster frequent, structured, and documented communication among
disciplines to establish, prioritize and achieve treatment goals.
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reducing cost. Inpatient consultation teams have been shown to improve patient symptoms and
enhance family satisfaction and well-being, while significantly reducing hospital costs by
aligning medical treatments to patient goals and reducing inappropriate utilization (Morrison et
al., 2011). In one study, a dedicated palliative care unit reduced daily hospital costs by 74% as
compared with patients cared for in general nursing units (T. J. Smith et al., 2003).

Hospital palliative care has shown a strong business case but also improved patient
experience. The Center to Advance Palliative Care (CAPC) and the National Palliative Care
Research Center (NPCRC) collaborate to produce the State-by-State Report Card on Access to
Palliative Care in Our Nation’s Hospitals. The report tracks access to palliative care in hospital
settings. The most recent edition of the report was released in 2019. Overall, access to hospital-
based palliative care in the United States varies by region, facility size, facility type, and
geography. The US shows continued growth in the overall number of hospital palliative care
teams; 72% of US hospitals with fifty or more beds report having a palliative care team. This is
up from 67% in 2015, 53% in 2008, and 7% in 2001 (Morrison & Meier, 2019). Given the goals
of this project, there is a focus on Massachusetts; Table 3, below, shows the prevalence of
hospitals in Massachusetts with palliative care teams compared to the nation. The use of DRG-
bundled codes by hospital palliative programs has helped to streamline palliative care services
and contain cost. Given that FFS only pays physicians (and NP/PAs) and not the rest of the team,
DRGs are essential because they offer another source of dollars that can support palliative care

teams for inpatient care.
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Table 3: Prevalence and Distribution of Palliative Care Programs between U.S. Hospitals and Massachusetts

Letter | Number | Total Hospital Sole >300 <50 bed*
Grade | Grade Programs/ | (Nonprofit) | community | beds
Hospitals Provider
Massachusetts | A 90.7 (39/43) 89.7 (35/39) | 100.0 (1) 100.0 100.0
(15/15) (6/6)
National B 71.5 (1723/2409) | 81.8 40.0 93.7 36.3
(1408/1720) | (56/140) (671/716) | (557/1535

Data is based on America’s Care of Serious Illness: A State-by-State Report Card on Access to Palliative Care in Our Nation’s Hospitals. Center
to Advance Palliative Care and the National Palliative Care Research Center. September 2019. https://reportcard.capc.org/.

o -, ! palliati
Hospital-based palliative care has dominated the landscape, while expertise outside of the
hospital setting is often limited or nonexistent (Spragens & Jones, 2011). Healthcare is becoming
more patient-centered, defined by the IOM (Institute of Medicine) as: “Providing care that is
respectful of, and responsive to, individual patient preferences, needs and values, and ensuring
that patient values guide all clinical decisions “ (Institute of Medicine (US) Committee on
Quality of Health Care in America, 2001). Yet for care to be patient-centered, it must be able to
go beyond the traditional hospital boundaries and be available where patients want and need it.
Community-based palliative care programs provide comprehensive palliative care models
for patients residing in community settings; the term ‘‘community’’ is defined as any setting
where patients and their loved ones live, work, play, and receive medical care, both statically and
during transitions (Spragens & Jones, 2011). Community settings include office practices,
outpatient clinics, long-term care facilities, dialysis units, cancer centers, assisted living facilities
and patients’ homes (Center to Advance Palliative Care, 2014; Kamal et al., 2013). Several
studies have shown that community-based palliative care reduces hospital and emergency
department visits, lowers acute care costs, and improves care continuity, quality of life, and
survival outcomes (Center to Advance Palliative Care, 2014; Temel et al., 2017a). Palliative care
providers are recognizing that community-based settings are the new opportunity for the point-

of-care that needs to be developed to achieve a true continuum of care (Spragens & Jones, 2011).
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Like hospital-based palliative care programs, community-based palliative care programs
use interdisciplinary palliative care teams to establish clear goals of care, enhance symptom
management, provide caregiver support, coordinate care, and provide an extra layer of support
for treating patients in the community setting (Kelley & Morrison, 2015). When community-
based palliative care programs began, they were available only through hospice programs and,
therefore, generally available only to patients with a prognosis of survival of six months or less
who had decided to forgo further curative treatments. Even today, many agencies currently
offering community-based palliative care services are mainly hospice agencies (Center to
Advance Palliative Care, 2014; Kelley & Morrison, 2015).

Community-based palliative care programs offered by non-hospice agencies have grown
over the past decade due primarily to the Affordable Care Act (ACA),13 which has expanded
risk-based programs (e.g., Accountable Care Organizations (ACOs)), and encouraged
community-based serious illness programs (Cohn et al., 2017). Both public and private payers
have embraced value-based payment programs (e.g., readmission reduction program penalties,
shared savings (e.g., ACOs), risk-sharing, and bundled payments) that are a catalyst for
developing new models of care that incentivize improved quality of care and reduce costs
(Discern Health, 2016; Valuck & Montgomery, 2017). These changes in health care payment
systems have provided opportunities for new model programs that serve the sickest and costliest

patients—who must otherwise resort to 911 calls, emergency department visits, and

13 Affordable Care Act (ACA) is the comprehensive health care reform law enacted in March 2010 (sometimes
known as ACA, PPACA, or “Obamacare”). The law has 3 primary goals: (1) Make affordable health insurance
available to more people. The law provides consumers with subsidies (“premium tax credits™) that lower costs for
households with incomes between 100% and 400% of the federal poverty level; (2) Expand the Medicaid program to
cover all adults with income below 138% of the federal poverty level. (Not all states have expanded their Medicaid
programs.); and (3) Support innovative medical care delivery methods designed to lower the costs of health care
generally.

20



hospitalizations for problems that could be addressed safely and effectively in the community,
and fill an important need for coordinated and comprehensive services (Cohn et al., 2017).
Unlike the hospital-based palliative care programs, little information exists on the
availability or characteristics of community-based palliative care programs nationally and in
Massachusetts. For hospitals, the American Hospital Association’s annual survey tracks
palliative care services in the inpatient setting, but there is no similar survey for programs
delivering services outside the hospital (Heitner et al., 2019). Efforts to track access to
community-based palliative care at the national level began in 2016 by CAPC. In their 2019
report, eight hundred ninety (n=890) community palliative care programs completed their
survey. Out of the 890 programs that publicly identified themselves, there were roughly 19
home-based palliative care programs (Note: Limitation of CAPC and Get Palliative Carei4)

(Heitner et al., 2019).

Figure 1: Palliative Care Settings
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Source: Improving the Care of Serious Illness Though Innovative Payer-Provider Partnerships- A Palliative Care Toolkit and Resource Guide |
Center to Advance Palliative Care (Center to Advance Palliative Care, 2014)

This Doctoral project focuses specifically on home-based palliative care defined as

specialist palliative care delivered to seriously ill patients in the setting that a patient calls

14 CAPC used a multipronged approach that included outreach to hospitals, hospices, home health agencies, long-
term care facilities, physician groups, and other health care organizations through partnerships with national and
specialty organizations, email marketing, direct mail campaigns, advertising, social media, blog posts, and faxes.
Despite these extensive efforts to publicize the project and garner responses, it is likely that they were unable to
identify all community programs. Thus, this report underrepresents the true number of palliative care programs
present in the community and describes only the responding programs’ self-reported availability and characteristics.
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“home,” whether that is a private residence, an assisted living facility, senior housing group
home, skilled nursing facility, shelter, or the street. Home-based care is defined by the same
national quality standards that guide the delivery of care in inpatient palliative care programs
(National Quality Forum, 2006). Patients living in the community who are not hospice-eligible
have few palliative care options available to them, and generalists provide very little palliative
care support (Morrison, 2013). Moreover, patients have a strong preference for where they want
to spend their final days. In an observational study of 458 hospitalized adult patients admitted to
a general internal medicine service (only 11% with cancer), 75% preferred to die at home. Of the
123 patients who died during the follow-up period, 66% did so in a hospital setting. The
population's preference for dying at home follows other studies’ conclusions which studied the
benefits of home-based palliative care (Hales et al., 2014). Given that patients with advanced
illnesses are increasingly being treated outside of the hospital, delivery of palliative care at home
has been identified as an approach to support patients in a way that is convenient for them,
provides higher quality care, and reduces costs by reducing high cost utilization of health
services at the hospital (Rabow et al., 2015).

There is confusion in the messaging between hospice and palliative care from a
reimbursement perspective. Many payors, both public and private, have coverage policies
specific to hospice care, but few have palliative care specific coverage. There are three main
payors involved in hospice and home-based palliative care reimbursement (Medicare, Medicaid,

and Veteran’s Health Administration). (See Table 4 for more details)
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Table 4: Government Payor Descriptions

Government payor Description

Medicareis Medicare covers a comprehensive set of health care services that beneficiaries are eligible
to receive up until their death (Kaiser Family Foundation, 2016). These services include
care in hospitals and several other settings, home health care, physician services,
diagnostic tests, which are covered under Parts A & B and prescription drug coverage
through a separate Medicare benefit (Part D) (Medicare Payment Advisory Commission,
2015). Medicare does not have a designated palliative care benefit but covers many
services related to palliative care under Parts A and B (Kaiser Family Foundation, 2016;
Medicare Payment Advisory Commission, 2015). If you have Medicare Part B (medical
insurance), it may cover some treatments and medications that provide palliative care,
including visits from doctors, nurse practitioners, and social workers. Medicare does not
use the term palliative, so coverage is provided by standard Medicare Part B benefits. In
the Medicare model, palliative care is viewed as a type of hospice and paid for through
the per-diem care that makes it difficult to change perceptions of palliative care. In
addition, CMS added Current Procedural Terminology (CPT) reimbursement codes for
Advanced Care Planning (ACP)16 visits (99497 and 99498). Creating these codes was
intended to encourage physicians to make time for these lengthy discussions and facilitate
patient choices while improving the quality of care for seniors (Belanger et al., 2019).

Medicaidi7 Medicaid is state-specific, and benefits can vary depending on the state. Medicaid does
not use the term palliative, so coverage is provided by standard Medicaid benefits. In
Massachusetts under the MassHealth (Medicaid) program, patients must acknowledge that
they understand that other Medicaid services for the cure or treatment of the terminal
condition are waived. Individuals may, however, revoke the election of hospice at any
time and resume receipt of the Medicaid-covered benefits waived when hospice was
elected (MA Office of the Inspector General, 2018). MassHealth does not offer publicly
available coverage policies specific to palliative care. This does not mean that services
related to the provision of palliative care are not covered, but they are not explicitly
classified as palliative care services in any publicly available coverage policies (MA
Office of the Inspector General, 2018).

Veteran’s Health Hospice and palliative care are a covered benefit for all enrolled veterans, equivalence
Administration with all other medical services included in the Medical Benefits Package. VA offers to
(VA)18 either provide or purchase needed hospice and palliative care services for all enrolled

veterans, whether these services are needed in an inpatient setting or in the home
(Veterans Health Administration, 2017). Anything outside of that terminal illness 6-month
window is palliative care consult services which is paid out as a per diem rate. Although
palliative care is listed as a benefit in the Medical Benefits package, there is no uniform
reimbursement procedure to follow. Each facility Home and Community Based Nurse is
expected to assess the needs of the Veteran, determine what services the agency offers,
and find another reimbursement mechanism, such as home health to provide
reimbursement (Veterans Health Administration, 2017).

15 Medicare is a U.S. federal government health insurance program that subsidizes health care services. The plan
covers people over the age of 65, younger people who meet specific eligibility criteria, and individuals with certain
diseases. Medicare is divided into different plans that cover a variety of health care situations—some of which come
at a cost to the insured patient. While this allows the program to offer consumers more choice in terms of costs and
coverage, it also introduces complexity for those seeking to sign up. There are four parts of Medicare: Part A, Part
B, Part C, and Part D:

e Part A provides inpatient/hospital coverage.
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Each payor approaches palliative care in a different way. Both Medicare and Medicaid
don’t explicitly have a palliative care benefit but cover many services related to palliative care
under the hospice benefit. Medicare and Medicaid have a gap in delivering palliative care further
upstream in the disease progression before patients require inpatient care and before they reach a
hospice election decision point. Medicare and Medicaid undermine the message about palliative
care in a way that makes it difficult to engage patients. Linking palliative care to hospice care or
looking at ways to expand the hospice benefit to address palliative needs threatens to undermine
the field’s credibility and the ability to help patients who could benefit from the extra layer of
support palliative care provides. The VA explicitly includes palliative care in its medical benefits
package. Although palliative care is listed as a benefit, there is no uniform reimbursement
procedure to follow, which creates variability in services. Each facility’s home- and community-
based nurse is expected to assess the needs of the veteran, determine what services the agency
offers, and find another reimbursement mechanism, such as home health to provide

reimbursement.

e Part B provides outpatient/medical coverage.
e Part C offers an alternate way to receive your Medicare benefits.
e Part D provides prescription drug coverage.

16 Advance care planning is making decisions about the healthcare you would want to receive if you happen to
become unable to speak for yourself. These are your decisions to make, regardless of what you choose for your care,
and the decisions are based on your personal values, preferences, and discussions with your loved ones.

17 Medicaid is the United States public health insurance program that provides health care coverage to low-income
families or individuals. It covers doctor visits, hospital stays, long-term medical care, custodial care, and other
health-related costs. Medicaid is a jointly funded program by the federal government and the states. It is operated at
the state level and therefore coverage and administration of the program vary greatly from state to state. It is
available only to individuals and families who meet specific criteria based on income. And only available to U.S.
citizens, permanent residents, or legal immigrants. Approximately one in five Americans are covered by Medicaid.
18 The Veterans Administration (VA) was formerly an independent government agency founded in 1930, at the
height of the Great Depression. Commonly referred to as "the VA," the organization provided patient care, veterans'
benefits, and other services to veterans of the U.S. armed forces and their families. It also provided this group with
disability compensation for those who were injured or contracted a disease while serving, education and training,
medical, surgical, and rehabilitative care, readjustment counseling, bereavement counseling, surviving spouse
benefits, care and benefits to homeless veterans, medical research, life insurance, vocational rehabilitation,
headstones/burial markers, and home loan assistance.
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Health Plans/Commercial Insurance

There are also many private insurers that have hospice and palliative care coverage
policies. Like the public insurance options discussed above, few commercial insurers have
looked to changing their palliative care services. Many services related to palliative care may be
covered but are not explicitly identified as palliative care services (Discern Health, 2016). Health
plan-based models offer extended care services to their members with advanced illness as part of
their healthcare premium. Some of the payors have been implementing innovative payment
models for serious illness care across the care continuum, using several different models of
reimbursement for home-based palliative care (See Table 5 for the various types of payment
methods). Services include case management, care coordination, and serious illness care
planning. Payment structures vary depending on the goals of the health plan and their contracts
with providers (Discern Health, 2016). A couple of innovative health plans have successfully
integrated palliative care principles and practices across benefit designs, member services, and

community outreach efforts.

Table 5: Payment Option Descriptions

Payment Options Descriptions

Fee for Service The FFS method pays providers according to the number of services delivered. The
(FFS) provider and the health plan negotiate FFS payments from the typical fee schedule. As it
gives providers a strong incentive to deliver more and lucrative items, FFS can be a bad
instrument for containing costs. Because the provider can only be paid for services for
which there is a code to bill, in some cases, the payer creates a special code to
accommodate the unique services of the palliative care team. Doctors working within this
FFS framework also undertake efforts to improve the quality of health care services in
order to attract more patients.

Outcome-Based Outcomes-based reimbursement, also known as pay for performance (P4P), rewards

Reimbursement doctors, hospitals and other providers for attaining targeted services goals such as quality

(Pay for or efficiency standards. Often a portion of the health care premium is placed in a separate

Performance) fund and paid to providers based on the achievement of predetermined metrics on a
retrospective basis.

Capitated Capitation payments are payments agreed upon in a capitated contract by a health

insurance company and a medical provider. They are fixed, pre-arranged monthly
payments received by a physician, clinic or hospital per patient enrolled in a health plan,
or per capita. The monthly payment is calculated usually one year in advance and remains
fixed for that year, regardless of how often the patient needs services.
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Table 6: Payment Option Descriptions (Continued)

Bundled Payment | A bundled payment is made for patient care related to a specific diagnosis or episode of
treatment as part of the fee schedule negotiation. The provider delivers a defined set of
services and receives a fixed price for that set of services, often paid either monthly for
each patient on the program (PMPM) or for an episode of care. The price does not cover
any services that are not in the defined set. The provider organization is given the
flexibility to offer the appropriate level of care, including extended palliative care services.
By accepting a bundled payment, the provider assumes some financial risk for the specific
condition or treatment.

Shared Savings Provider organization is assigned (or attributed) a specific population, then delivers
(i.e., ACO and services and bills fee-for-service for the billable services, as usual, along with any other
AQCQC) providers involved in those patients’ care. At the end of a period (typically six months or

one year), the payer reviews ALL spending for the provider’s patient population, and if the
population’s spending is less than the target, the provider receives a share of the savings. If
the population’s spending is more than the target, the provider must pay its share of those
losses if the contract involves two-sided risk or shavings.

Source: (Center to Advance Palliative Care, 2014; Discern Health, 2016; Kerr et al., 2014)

Aetna,19 Cambia,20 and BSCA21 are three health plans that have been innovators around
the palliative care space and have encouraged many other health plans to test out new models
with their membership. Aetna was the first insurer to take an innovative approach to palliative
care. The Aetna Compassionate Care Program offers supportive services for patients with a
serious illness as well as for their family members (Krakauer et al., 2014). Its Compassionate
Care program was introduced in 2004 in both commercial and Medicare Advantage markets
(Krakauer et al., 2009). The Compassionate Care Program offers an extended hospice benefit,
meaning that members are able to access services typically reserved for hospice care during the
last six months of life throughout the last 12 months of life. In addition, these benefits can be

offered in tandem with curative services, whereas typical hospice benefits require that patients

19 Aetna Inc. is an American managed health care company that sells traditional and consumer directed health care
insurance and related services, such as medical, pharmaceutical, dental, behavioral health, long-term care, and
disability plans, primarily through employer-paid (fully or partly) insurance and benefit programs, and through
Medicare. Since November 28, 2018, the company has been a subsidiary of CVS Health.

20 Cambia Health Solutions, which includes Regence Blue Cross Blue Shield, offers training to providers and
additional benefits for policyholders: more than 2.2 million members in Cambia’s family of health plan companies
in Oregon, Washington, Idaho, and Utah.

21 Blue Shield of California, an independent member of the Blue Cross Blue Shield Association, is a nonprofit health
plan with 4 million members, 6,800 employees and more than $17 billion in annual revenue. Founded in 1939 and
headquartered in San Francisco, Blue Shield of California and its affiliates provide health, dental, vision, Medicaid
and Medicare health care service plans in California.
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forgo any and all curative treatments (Claffey et al., 2012; Krakauer et al., 2014). Aetna’s
program uses nurse case managers to ensure that pain and symptom control are being addressed
and to be responsive to patients’ wishes during their serious illness. Aetna reports an average
reduction of about $12,000 in health care spending for each member enrolled in the program
(Krakauer et al., 2014). Among Aetna’s Medicare Advantage members, there has been an 82%
reduction in the number of days spent in the hospital for acute care, an 86% reduction in days

spent in intensive care units, and a 78% reduction in ER use (Krakauer et al., 2014).

The second health plan is Cambia Health Solutions, through its Regence Blue Cross Blue
Shield subsidiary in the Pacific Northwest. Cambia launched a palliative care benefit in 2014 that
covers care in the home and in nursing homes as well as hospitals (Greene, 2018). What made
Cambia a leader in palliative care was that it started looking at palliative care in a more
comprehensive way by covering advanced care planning (before Medicare started covering it),
family counseling, end-of-life discussions, spiritual care and caregiver support, and specialized
case management for seriously ill patients. Cambia provides reimbursement for palliative
medicine by licensed medical personnel and also pays for care support by nonmedical providers,
including social workers and chaplains (Greene, 2018). The benefit applies to any member with a
life-limiting injury and applies even if the person is still getting curative care or enrolled in a
clinical trial. Cambia’s model, at the start, involved a six-member palliative care case
management team of nurses and social workers. Cambia initially projected that they would be
handling 500 to 600 cases a year. Instead, by 2018, the team had more than double that number

(Greene, 2018).
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The next health plan to work with a palliative care model (the basis for BCBSMA’s
model) was Blue Shield of California (BSCA). BSCA launched a small-scale palliative care
reimbursement program in March 2016. The program pays for palliative care on a bundled basis
through a home care-based program. The BCSA model uses nurse case managers to help
seriously ill patients and their families understand and explore their care options. In addition, the
model helps its network of primary care providers better serve their seriously ill patients by
offering tools and resources on palliative care. More than 800 members — as well as their
families and caregivers — received home-based palliative care services through Blue Shield in
2017 (Blake, 2018). Blue Shield’s home-based palliative care programs received an average
patient and family satisfaction score of 96 percent. BSCA measured success in quality of life for
patients, satisfaction for caregivers who are also members, and avoiding inpatient stays and
emergency room visits. From 2017 to 2018, there was a 57% reduction in inpatient admissions, a
53% increase in hospice utilization, a 34% increase in hospice length of stay, and 90% of

patients passed away at home, according to their wishes (Blake, 2018).

Quality of Life

The outcome that all health insurance organizations have been working toward, and the
evidence supports, is that palliative care improves quality of life (QOL). A meta-analysis of
outpatient and home-based palliative care studies found that the current state of palliative care
research supports the conclusion that early outpatient and home palliative care may improve a
patient’s quality of life (Davis et al., 2015). Rabow et al. (2015)’s review of the literature found
that evidence is sufficient to conclude that outpatient palliative care can improve symptom
control and quality of life (Rabow et al., 2015). Among heart failure patients, new models

integrating home-based palliative care and standard heart failure care have been shown to be
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effective in reducing both physical and psychological symptoms in patients (Enguidanos &
Portanova, 2014). Kerr, Tangeman, et al. (2014) found that among patients with life-limiting or
serious illness enrolled in a blended outpatient/home palliative care program, symptomology
improved in six of eight domains: anxiety, appetite, dyspnea, well-being, depression, and nausea
(Kerr et al., 2014). Home-based palliative care may increase the chances of dying at home and
reduce symptom burden, in particular, for patients with cancer (Gomes et al., 2013; Kerr et al.,
2014; Tangeman et al., 2014). All of these studies show that QOL is increased when palliative
care is used.
Quality of Care

Substantial evidence demonstrates that palliative care leads to better patient and caregiver
outcomes. These include improvements in symptom management, QOL, and patient satisfaction,
with reduced caregiver/family burden (Hughes & Smith, 2014). Earlier involvement of palliative
care also leads to more appropriate referrals to and use of hospice, and reduced use of
inappropriate intensive care (Temel et al., 2017a). One study found that adding early palliative
care to standard oncology care provided meaningful benefits to advanced lung cancer patients
compared with standard care alone (Temel et al., 2017a). Patients had better quality of life and
suffered less depression. They also chose hospice or other end-of-life care at an earlier and more
appropriate stage rather than opting for more intensive chemotherapy. Unexpectedly, the median
survival time was longer (11.6 versus 8.9 months) for patients with early palliative care, despite
them receiving less aggressive palliative care (Temel et al., 2017b). Another study, a comparison
of early palliative care consultation (at enrollment) to delayed consultation after three months,

found that an earlier palliative care consultation led to improved survival rates after one year
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among the cancer patients in the study. Overall median survival was 18.3 months for the early
group (n = 50) and 11.8 months for the delayed group (n = 59) (Bakitas et al., 2015).

Home-based palliative care has also been shown to achieve diverse markers of quality.
Irrespective of age, gender, and type of tumor, patients taken into care by the palliative home-
care team were more likely to die at home, less likely to be hospitalized, and spent fewer days in
hospital in the last two months of life (Riolfi et al., 2014). All of the studies make the case that
palliative care provided early help with quality of life. However, one of the weaknesses they also
acknowledge is that conversations about symptom management usually do not happen early
enough, a continuing challenge. Regardless of the patient’s prognosis, the fact that conversations
about what is most important to the patient are not happening is a barrier to patients getting
palliative care at a time when it would be most beneficial to them.
Doctoral Project in Context

By design, the DrPH Doctoral Project integrates competencies of leadership,
management, communication, and innovation to enable change. The BCBSMA AISP Doctoral
Project provided a unique opportunity for personal growth in all of these competencies. There is
a distinction between the role I had at BCBSMA and my Doctoral Project itself. The role that I
played for BCBSMA was as a Manager of Strategic Initiatives in the Executive Office. In this
role, I oversaw all operations around the pilot and the corporate advanced illness support
strategy. In contrast, the Doctoral Project focused on the implementation and evaluation of the
pilot. Throughout the evaluation of the pilot, the summation of conversation and experiences
shaped the work.

The goal at BCBSMA was to create a holistic program that leveraged their role as

a health plan and employer as well as a community collaborator in an effort to help support
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healthcare system-wide change through partnership with community providers. Currently, in
Massachusetts, many provider organizations offer home-based palliative care programs to better
support patients facing serious, advancing illness. BCBSMA designed the pilot to offer a
monthly bundled payment for comprehensive home-based palliative care. The payment
innovation pilot offered existing community-based palliative care programs a single monthly
payment per patient. The intent was to give programs greater flexibility to provide holistic
management and treatment to their commercial members with advanced illnesses. The pilot
aimed to test the feasibility, pricing, and outcomes of such a payment innovation model. The
Doctoral Project was designed to evaluate an untested model, explore the gaps, opportunities,
barriers, and challenges of the pilot, and synthesize learnings to help encourage improvements
for the next iteration.
BCBSMA Overview

BCBSMA is one of 36 independent, community-based, and locally operated Blue Cross
and Blue Shield Association22 Plans that collectively provide health care coverage for more than
105 million — one in three — Americans. Blue Cross and Blue Shield Plans offer coverage in
every market and zip code in America. Founded in 1937 by a group of community-minded
business leaders, BCBSMA is a state-licensed private, not-for-profit health insurance company
headquartered in Boston. They have three office locations in Boston, Quincy, and Hingham, with
a total of ~3800 employees, which include several hundred e-workers. BCBSMA serves 2.8
million members, 2.1 million of whom reside in Massachusetts (~79% of MA cities and towns),

making BCBSMA the largest health insurance company in the state, with most members insured

22 Blue Cross Blue Shield Association is a federation of 36 separate United States health insurance companies that
provide health insurance in the United States to more than 106 million people.
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through employers. BCBSMA has focused on advanced illness as part of its strategy for a couple
of years and has created a multi-pronged approach, hoping the lessons learned might add value to

the overall approach and areas of focus.

BCBSMA Advanced Illness Support: Company Approach

Over the years, BCBSMA has explored ways to support its members who have an
advanced illness. Andrew Dreyfus, CEO of BCBSMA, said to the Boston Globe, “The end of
life is a time when many people want less care but get more than they want, often in the form of
high-tech interventions and futile acute care. The vast majority of Americans say they want to
die at home, but most still die in institutions (Dreyfus, 2015).” Andrew Dreyfus has had personal
experiences with this when his parents and brother passed away. After their passing, he became
more involved with the work of end-of-life care. He believes that everyone, regardless of
economic, cultural, racial, or geographic differences, must have their choices and values heard
and respected. Everyone deserves the chance to live the best life possible until the very end.
Because of this passion, the work on advanced illness was started (Dreyfus, 2015).

BCBSMA, over the years, has taken a holistic view of advanced illness care. Their goal is
to provide care for everyone in Massachusetts in accordance with each person’s values and

goals. Their approach can be looked at as falling into three buckets (Figure 2).
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Figure 2: BCBSMA Advanced lllness Approach
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e For BCBSMA employees, the company incorporated advanced care planning into
their wellness program. They worked with the Conversation Project, a public
engagement campaign that offers people the tools, guidance, and resources that they
need to begin talking with their loved ones about their wishes and preferences before
a medical crisis, and with Honoring Choices Massachusetts, a consumer-focused,
nonprofit organization that provides health care planning information. The training
helped individual’s structure and engage in conversations with loved ones about what
is important at the end of life. BCBSMA also offered “train the trainer” opportunities
to their employees to equip them with the skills to conduct these sessions, which
further extends the impact of advanced illness support work.

e For BCBSMA'’s commercial members, they expanded the hospice benefit in January
2016, allowing earlier access to the comprehensive care that hospice provides for

their commercial members. Most health plans, including Medicare, require a
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prognosis of six months or less; BCBSMA expanded that to 12 months. They also
used this as an opportunity to remind providers that the members do not have to forgo
curative care to access hospice — one of the major psychological barriers for doctors
and patients.

BCBSMA supported advanced care planning conversations between its members and
health care professionals. CMS began to reimburse for standalone advanced care
planning discussions starting in 2016. BCBSMA was one of the few plans in
Massachusetts to pay for these codes when they were first introduced. In January
2016, they also expanded payments to include reimbursement for conversations with
mental health professionals.

In April 2017, BCBSMA partnered with Landmark Health on a program that provides
in-home medical care to Medicare Advantage members who have serious chronic or
acute conditions. The program was the first of its kind in New England. Their care
team is available 24/7, providing chronic care management and urgent visits in the
comfort of a patient's home. The providers are supported by an interdisciplinary team
including nurse care managers, behavioral health providers, and social workers; this
allows them to integrate medical, behavioral, social, and palliative care for patients.
Advance Care Planning workshops on the company’s wellness platforms, available to
BCBSMA members whose employers purchase wellness programs through
BCBSMA (~1.7 million at the time of creation). In addition, BCBSMA sends out
template campaign-like communications to encourage employers to encourage and

incentivize these workshops during National Healthcare Decisions Day (in April).
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Policy and community work
e In 2016 BCBSMA in partnership with Ariadne Labs and the Conversation Project,

launched an initiative to bring together over 100 member organizations from within the
healthcare field and without, which included nurse and physician associations, hospice
centers, and nonprofits. Member groups have a shared goal of improving care for patients
facing serious illnesses. Together they form the Massachusetts Coalition for Serious
Illness Care (The Coalition). The Coalition, led by Executive Director, Anna Gosline,
seeks to “ensure that health care for everyone in Massachusetts is in accordance with
their goals, values, and preferences at all stages of life and in all steps of their care.” The
goals of the Coalition are:

o Everyone in Massachusetts, 18 or older, has designated a health care decision-
maker (health care agent);

o Everyone in Massachusetts, 18 or older, has had a conversation (and continues to
have conversations) with their agent to communicate their goals, values and
preferences for care at the end of life;

o All Massachusetts clinicians have appropriate training to facilitate high-quality
communication with patients on advanced care planning and serious illness;

o Everyone in Massachusetts facing a serious illness has had a high-quality,
informed conversation about their goals and values with their care team;

o All Massachusetts health care providers have systems in place to elicit and

document goals, values, and preferences for patients with serious illness;
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o All Massachusetts health care providers have systems in place to share patient
goals, values, and preferences across care settings, to ensure that they are
accessible regardless of place of care.

Health system partnership

e BCBSMA focused on developing external partnerships with other organizations. This
resulted in a partnership with Ariadne Labs, a joint center of Brigham & Women’s
Hospital and the Harvard T.H. Chan School of Public Health. It develops simple, high-
impact and scalable solutions to address failures in health care systems at the most critical
moments in people’s lives everywhere. Ariadne Labs developed a patient-centered,
systematic approach to improving communication between critically ill patients and their
clinicians through its Serious Illness Care Program. To act as a catalyst, BCBSMA
supported the implementation of the Serious Illness Care Program at select health
systems. As the research shows, providing tools for physicians to have serious illness

conversations with their patients increases quality of care.

Because advanced illness support has been a focus for BCBSMA over the past few years, one
part of the Doctoral Project focused on understanding perceptions of advanced illness from
frontline staff.
Context for Advanced Illness Support Pilot

In February 2019, BCBSMA launched a home-based palliative care pilot called
“Advanced Illness Support Program” (AISP). Through BCBSMA'’s internal market research, the
name Advanced Illness Support was selected. The program was designed to identify and support
seriously ill patients in the commercial plan population who fell through the cracks between the

hospital, home health, and hospice. AISP was intended to emphasize personal choice, patients’
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control over their own health care, and help with navigating the medical system. BCBSMA
offered this pilot in partnership with four existing community-based “agencies” which include
Visiting Nursing Association (VNA)23 and free-standing hospices. AISP combines features of
home health and hospice, functioning as a bridge between curative and end-of-life care. Together
the agencies cover almost all regions of the state except for Franklin County, Berkshire County,
Cape Cod, and the Islands, and a few small cities in rural areas with no community-based

agencies. (See Figure 3)

Figure 3: Advanced Illness Support Pilot Coverage Area
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Note: Areas not covered by the pilot: Franklin and Berkshire counties, Cape Cod and the Islands, or the towns of
Athol, Chesterfield, Goshen, Plainfield, Royalston, and Williamsburg

23 A visiting nurse association (VNA), also known as a visiting nurse agency or home healthcare
agency/association, is any of various American organizations that provide home healthcare and hospice services
through a network of nurses, therapists, social workers, and other healthcare associates for patients who are
housebound, recovering from an illness or injury, or are living with a disability or chronic condition
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The payment innovation pilot offers existing palliative care programs a single monthly
payment per member (the member’s plan copay, co-insurance, and deductible apply to this
program). The intent is to give community agency programs greater flexibility to provide holistic
management and treatment to BCBSMA Massachusetts commercial members (i.e., those
enrolled in a PPO or managed care product (HMO24)) and Federal Employee
Program (FEP25) members with advanced illnesses. The goal of the pilot was to determine
whether a home-based palliative care program that meets national standards can improve patient
and family experience, and provide care in greater concordance with patient values, preferences
and goals. In addition, BCBSMA wanted to understand cost implications and appropriate
payment levels should the program expand beyond a pilot phase in order to determine the
appropriate payment rate(s) and to better understand enrollment rates, referral rates, and duration
of program participation. All these goals are linked to BCBSMA’s overall approach toward
advanced illness and expanding health system partnerships.

The pilot intended to recruit approximately 100 members on a rolling enrollment basis.
BCBSMA anticipated that this would take between 9-12 months, depending on referral networks
in Massachusetts. There were three ways that referrals could be made to this program: 1) internal

BCBSMA case managers’ referrals; 2) treating provider/primary care provider (PCP) referrals,

24 HMO means "Health Maintenance Organization." HMO plans offer a wide range of healthcare services through a
network of providers who agree to supply services to members. Many HMOs provide coverage for a broader range
of preventive healthcare services than do other types of plan.

25 The Blue Cross and Blue Shield Service Benefit Plan, also known as the Federal Employee Program (FEP®), has
been part of the Federal Employees Health Benefits Program (FEHBP) since its inception in 1960. It covers roughly
5.3 million federal employees, retirees and their families out of the nearly 8 million people who receive their
benefits through the FEHBP. The Blue Cross Blue Shield Association negotiates annually with the U.S. Office of
Personnel Management (OPM) to determine the benefits and premiums for the Blue Cross and Blue Shield Service
Benefit Plan. The 36 local member companies of the Blue Cross Blue Shield Association are the primary points of
contact for Service Benefit Plan members. They are responsible for processing claims and providing customer
service to its members.
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and 3) partnering-provider referrals. All BCBSMA commercial & FEP insured members who
have an advanced disease, disorder, or condition were eligible for the pilot; those excluded from
the pilot included out-of-state, Medicare Advantage, indemnity members, students in Harvard
and MIT student plans, as well as individual members of HMO Blue Essential. The focus was on
expanding the commercial and FEP plans only and not all the other BCBSMA plans, which are
customized plans.

The AISP initially used five BCBSMA case management (CM) nurses and later
expanded to all of CM nurses to focus on identifying potential pilot members across various
geographical areas of Massachusetts. The CM nurses were chosen due to their background
dealing with chronic patients. The patients who were considered good candidates for this
program can be difficult to identify; the main way to identify these patients was based on
functional needs like high levels of symptoms and stress. The clinical guidelines for referring
patients to the program were:

e Functional decline: There is a decline in function or worsening of feeding intolerance,
unintentional weight loss, or caregiver distress.

e Uncontrolled or difficult-to-manage symptoms: The patient has one or more
emergency department (ED) visits prompted by difficult-to-control physical or
uncontrolled symptoms, for example, pain, shortness of breath, vomiting.

e Complex social circumstances: Inadequate home, social, family support. Conflict
among patient/family regarding goals of care patient refusing to engage in goals of care
or advanced care plan activities, hoping for a miracle, and/or refusing hospice.

e Not surprised: You would not be surprised if the patient died in the next one to two

years.
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e Acute care use: ED visit, hospitalization, or hospital readmission within the past 12
months, especially when prompted by uncontrolled symptoms related to the underlying

disease or by inadequate home, social, or family support.

Once the patient was referred to the agency, there was an initial visit scheduled to
determine eligibility. The agencies did an in-home assessment using the Palliative Performance
Scale (PPS)26 to confirm if the patient was eligible (Figure 2). Patients with a score of <=70% on
the scale were considered for the pilot (Figure 2). Patients’ participation was billed as a single
specialty visit for the entire months’ worth of services. The innovative element of the pilot was
that all palliative care services were billed together, and providers received a single bundle
payment, which was billed as a single specialty visit for the entire month of services. For
commercial members, copays, co-insurance, and deductible rates applied to this program pilot
and were billed as a single specialty medical care visit for each month of services. For Federal

Employee Program members, there was no cost.

26 Developed by Victoria Hospice, PPS is a valid, reliable, functional assessment tool that is based on the Karnofsky
Performance Scale (KPS) and is incorporated into the collaborative care plans in the Palliative Care Integration
Project that began in Kingston (Crooks et al., 1991). This tool provides a framework for measuring progressive
decline in palliative care patients. In the PPS, physical performance is measured in 10% decremental levels from
fully ambulatory and healthy (100%) to death (0%). These levels are further differentiated by five observable
parameters: the degree of ambulation; ability to do activities/extent of disease; ability to do self-care; food/fluid
intake and level of consciousness.
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Figure 4: Palliative Performance Scale
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If the patient met member eligibility, and clinical criteria, and accepted the program, they were
assigned a nurse case manager who coordinated the interdisciplinary care team and educated
patients and their caregivers about disease process and prognosis at the patient’s pace, facilitated
advanced care planning, aggressively managed pain and other symptoms, and supported hospice
enrollment when appropriate. The following were the services that the patient received:

e Scheduled home-based palliative care visits. Based on patient functional status and
symptoms, these might include medical care, medication management and reconciliation,
social work, chaplaincy, home health aide, member and caregiver education, and
volunteer support.

e Provided the member with 24/7 access to urgent care visits as needed and telephone
support.

e Assisted in developing the member’s advanced care plans.

e Provided caregiver support and respite as needed. Respite services give short reprieves to

the caregiver/family (for example, to attend appointments or other basic needs) so that the
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member can remain at home. Note that our definition of respite differs from the respite
benefit defined under a hospice program.

e Reported any pertinent medical changes and progress reports to the member’s referring
provider.

o Assisted members/caregivers with transitions across settings.

e Provided detailed discharge plans to the referring provider within 72 hours.

e Coordinated, communicated, and shared information on at least a monthly basis with

PCPs and other treating providers.

Theory of Change

The ultimate goal for this doctoral project was to discover ways to improve advanced
illness support. Process improvement requires understanding the factors that influence program
implementation as well as identifying a theory of change to help assess what was needed for
change to occur. The theory of change (TOC) used for this project was Heifetz’s (2009)
Adaptive Leadership which can serve as a guide to advanced illness support leadership. Adaptive
Leadership, at its core, is about influencing change that builds and enables the capacity of
individuals and organizations by mobilizing people to tackle tough challenges and thrive (Heifetz
et al., 2009). Applying Adaptive Leadership to advanced illness support assisted with evaluating
the pilot to address challenges and propose new areas for research and practice.

Heifetz’s view of leadership is organized around two key distinctions: (1) the distinction
between technical and adaptive challenges, and (2) the distinction between leadership and
authority. The first distinction focuses on the different approaches of action required to deal with
routine challenges in contrast with those that demand innovation and learning. The second

distinction provides a framework for assessing resources and developing a leadership strategy
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depending upon whether one does or does not have authority (Heifetz et al., 2009). Technical
challenges are problems that are clearly defined. These technical challenges have known
solutions that can be implemented by current knowledge (Heifetz et al., 2009). They can be
resolved through the application of authoritative expertise, and through the organization's current
structure, procedures, and ways of doing things (Heifetz et al., 2009). In contrast, adaptive
challenges can be only addressed through changes in people's priorities, beliefs, habits and
loyalties. This process requires mobilizing discovery, changing habits, accepting losses and
generating the new ability to succeed (Heifetz et al., 2009). The challenges and opportunities that
are informed by the doctoral project will not come neatly packaged as either “technical” or
“adaptive.” Most problems come mixed with the technical and adaptive elements intertwined
(Heifetz et al., 2009). (See Table 6)

Heifetz (2009) explains that there is a difference between authority and leadership
although we usually think of them as one and the same. Leadership without authority carries
certain benefits, just as leadership with authority can have constraints. Leadership without
authority enables one to raise tough questions, exact creative thinking, focus on a single issue,
and operate from the front lines. Authority requires one to take the position of managing the
holding environment, directing attention, influencing the flow of information, distributing
responsibility, framing the debate, and structuring the decision-making process (Heifetz et al.,
2009). While such inherent power has its benefits, there are corresponding constraints that
diminish latitude and flexibility (Heifetz et al., 2009).

As Heifetz (2009) points out, often members of the group have been conditioned to defer
to authority, thus becoming one source of the authority’s power. In most groups, only a few

people realize that the source of power lies within them. This is a key factor in relation to
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adaptive work. People who recognize that power lies within them, question more easily the
commonly accepted system and are more likely to take on the work of implementing change.
Those who become skilled in this activity of assuming power deal with authority figures on a
more equal level and become capable of sharing in the work of leadership (Heifetz et al., 2009).
Providing effective advanced illness support is an example of an adaptive challenge that
requires a new way of operating. The creation of a BCBSMA pilot around advanced illness was
a testament to a change in normal processes. The purpose of the project was to evaluate the
implementation of the pilot which required learning about the root causes of the problem and re-
education to achieve a solution. This project was about engaging different pilot program
stakeholders to uncover the challenges and missed opportunities of the pilot. By doing so, it
shifted authority and responsibility to the people who were actually impacted by the pilot to
inform a path forward. The solutions that stakeholders uncovered required experimentation over
a long period of time to validate the answer, which might require a different way of thinking.
Adaptive leadership is an iterative process and this doctoral project used this theory to evaluate
what stakeholders observed and the patterns they saw with the pilot; to interpret what they
observed; and to provide recommendations based on the observations and interpretations to

address the challenges that have identified.

Table 7: Adaptive vs Technical Challenges

Kind of challenge | Problem definition | Solution Locus of work

Technical Clear Clear Authority

Technical and Clear Require learning | Authority and stakeholders
adaptive

Adaptive Requires learning Requires learning | Stakeholders

Sources: (Heifetz et al., 2009)
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Methods and Approach

This Doctoral Project focused on the implementation and evaluation of the pilot in order
to understand and improve advanced illness support in Massachusetts. The methodology guides
the methods used to collect and analyze the findings. In this section of the thesis, the
methodology for the research undertaken is discussed in detail, and the methods used to
undertake the research are described.

Research Aims
The aims of this study are twofold:
1. To implement the pilot program on advanced illness support in Massachusetts and
evaluate its barriers/challenges/successes.
2. To evaluate lessons learned for improvement of advanced illness support in

Massachusetts.

Study Design

A pilot program is a small-scale, short-term experiment that helps an organization learn
how a large-scale project might work in practice. A pilot program provides a platform for an
organization to test logistics, prove value, and reveal deficiencies before spending a significant
amount of time, energy, or money on a large-scale project (Porta & International
Epidemiological Association, 2008). The scope of my role as the project manager was to
evaluate what was learned from the pilot, identify gaps, and make recommendations. Through
understanding the gaps and reflecting on the learnings, the evaluation provides a blueprint for
judgment and improvement moving forward (Stetler et al., 2006).

The study design for this doctoral project is a formative evaluation. A formative

evaluation (sometimes referred to as internal evaluation) is a method for judging the impact of a
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program while the program activities are forming (in progress) (Stetler et al., 2006). Formative
evaluation explores the complexity of implementation and suggests ways to answer questions
about context, adaptations, and response to change (Stetler et al., 2006). The formative
evaluation approach was selected for the Advanced Illness Support Pilot since it is an ongoing
pilot program. The formative evaluation employed a qualitative approach. The project utilized
individual interviews, which was most appropriate, given the little existing research conducted
on health plan programs around advanced illness support. In addition, the exploration of
advanced illness support gives insight into the more enormous challenges and opportunities in
the healthcare industry that can be best captured through careful probing using in-depth
qualitative interviews.
Qualitative Methodology

To better understand the opportunities and challenges of advanced illness support pilot,
qualitative research interviews were conducted with stakeholders connected with the pilot. The
interview format was used to uncover participants’ perspectives and subjective understanding.
This format also allowed participants to reflect, rather than responding to a structured
questionnaire; the conversations that occurred provided not only factual (concrete descriptions of
situations and actions) experiences but also meaning (interpretive, conceptional, abstract-the
individual meaning system) (Kvale, 1996). The intent of using this interview method was to gain
insight into the 'what,' 'how,' or 'why' of a phenomenon rather than to get answers to questions
about 'how many' or 'how much' (Green & Thorogood, 2018). The qualitative approach for the
Doctoral Project helped evaluate barriers, challenges, and successes of the BCBSMA Advanced

Illness Support Pilot.
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The qualitative study focused on developing in-depth information and insight within a
limited number of cases (Suter, 2012). Therefore, the sampling approach was carried out using
purposive sampling to recruit interviewees. Purposeful sampling was used to recruit interviewees
between October and December 2019. These interviews were "information-rich cases" and were
not done randomly, but purposefully (Patton, 2002). Interviewees were a mix of BCBSMA staff
that interacted with the pilot, and the partnering agencies which delivered services to the patient.
Both frontline staff and management operations/supporting staff were interviewed to get a
comprehensive view of the pilot. Frontline/clinical is defined as anyone who talks directly to
patients or directly affects the clinical care of patients. Operations support is defined as anyone
who indirectly contributes to the implementation of advanced illness support processes. Frontline
staff have their fingers on the pulse of operations. Open communication with them helps detect
unanticipated developments and respond to them rapidly (Liker, 2003). Those in operations and
supporting staff roles focus on the marketplace/industry (Liker, 2003).

Interviews with stakeholders were designed as semi-structured, one-on-one interviews.
Semi-structured interviews are well-suited for research when the issues are not already clearly
defined, the conversations need to be flexible, and when the researcher may not yet know what
issues are most important or how issues may be related (Kvale, 1996). In semi-structured
interviews, questions are open-ended to allow interviews to be focused while still allowing for
respondents' perspectives to emerge or other relevant issues to be explored (Cohen & Crabtree,
2016). An interview topic guide was developed based on the current literature review, research
questions, knowledge of advanced illness support, and BCBSMA specific learning interests (See
Appendix C). Recruitment of interviewees was done by email and through conversations with

stakeholders.

47



Both in-person and phone interviews were conducted, mostly at BCBSMA offices
located in downtown Boston and North Quincy. North Quincy is the location of the Health and
Medical Management (HMM) Division, where the majority of the implementation of the AISP
workforce resides. Interviews with stakeholders were conducted in meeting rooms that had
privacy so that participants could talk freely about sensitive issues. If the interview could not be
done in person, it was done over the phone in a closed meeting room for privacy. The interviews
were designed to take 20-30 minutes, and handwritten notes were taken during each interview.
The interview recordings and notes were digitally audio-recorded, anonymized, password-
protected, and transcribed verbatim. BCBSMA staff received a $5 voucher to Flik Dining
Services Café 27 as compensation for the time spent in interviews. The voucher was used to
engage staff during a time of competing priorities in the division.

All appropriate ethical inquiries were considered during the development of the research
project. The Human Research Administration in the Office of Regulatory Affairs and Research
Compliance at the Harvard T.H. Chan School of Public Health deemed this study exempt
(Protocol IRB19-1729) (See Appendix A). The protocol does not qualify as human subject’s
research as defined by the US Department of Health and Human Services.2s Consistent with the
procedure described in our protocol agreements, a consent letter was provided to each respondent
(see Appendix B) and at the start of each interview. In addition, each respondent was asked to
consent to the recording and transcription of the interview. Informed consent was obtained in all

cases, and interviews were transcribed verbatim. All respondent identifiers were removed to

27 BCBSMA Dinning Service

28 The United States Department of Health & Human Services, also known as the Health Department, is a
cabinet-level department of the U.S. federal government with the goal of protecting the health of all Americans and
providing essential human services.
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reduce any disclosure concerns. The final results of the research will be shared with the research
participants.
Analysis Approach

The goal of the Doctoral Project is to understand and help improve advanced illness
support. Advanced illness support touches on aspects of patient belief structures and
environmental factors, both of which must be addressed to improve the process. This analysis
involved the exploration of observations from the literature review, ecosystem analysis, and one-
on-one conversations. Process improvement requires understanding the factors that influence
program implementation. The ecosystems analysis started with the use of an inductive approach
using the Social-Ecological Model (SEM) (McLeroy et al., 1988) to build out interview
questions for understanding the multifaceted and interactive effects of personal and
environmental factors that determine behaviors, and for identifying behavioral and
organizational leverage points for advanced illness support. The SEM takes into consideration
the complex interplay between individuals, relationships, community, and societal factors. There
are six nested, hierarchical levels of the SEM: individual, interpersonal, programmatic,
organizational, community, and policy/payment.

These SEM levels were used to organize the information. After organizing by the SEM,
each section that was analyzed using a systematic process of coding transcripts using Dedoose
Version 8.0.35 software. The codebook was developed based on the literature review and
insights gleaned from the interview transcripts. Once codes and themes were identified, thematic
network analysis was completed to find and interpret salient themes in each SEM bucket and

different groups to develop key observations (Attride-Stirling, 2016).
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Results Statement

This Doctoral Project—the implementation and evaluation of the BCBSMA Advanced
[llness Support Program pilot—highlights the operational challenges, opportunities, and
successes of this innovation model. Because some of the work on this project is proprietary to
BCBSMA, the doctoral project will not describe the precise internal assessment process that was
used to evaluate the pilot’s success or failure, but will focus on the results of the interviewed
participants to highlight their perspectives of the pilot and areas for improvement.

From February 2019 to December 2019, there were ten BCBSMA members enrolled in
the pilot, with the first enrollment in March 2019. The majority of enrollees were women (6),
seven had cancer, and the remainder had End Stage Liver Disease (ESLD). The majority of
enrollees had complex health problems, including declines in function, feeding intolerance,
frequent falls, or unintended weight loss. During the study period, five members disenrolled due
to BCBSMA commercial plan termination, and transitioned into hospice or a long-term care
facility. The trend of enrollment and disenrollment can be found in Figure 7. There were also 13
BCBSMA members who were offered the program but declined to participate (see Figure 6).

From August 2019 to January 2020, there were 22 semi-structured qualitative interviews
completed with BCBSMA staff (17) (i.e., nurse case management and operations staff), agency
staff (2), and key informants (3) in palliative care to provide context. Initial requests for
interviews were sent via email. The majority of the participants were BCBSMA employees. The
average interview was 37 minutes (range 20—60 minutes). The majority of participants were
white and female, with only two male participants (9.1%). Most of the participants were

clinical/frontline staff and had also had an experience with a family/friend with advanced illness.
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The main themes that emerged from the interviews are reported below, with selected quotations

to illustrate each theme (see Table 7).

Figure 5: Enrollment/Disenrollment Trend and Reason for Disenrollment
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Table 8: Demographics of Interview Participants
Category
Gender
Male
Female

Age Group

2 9.1%

20 90.9%

25-44

44-64

8 36.4%

14 63.6%

Frontline/Clinical
Operations/Support
Experience with a family/friend with advanced illness

Note: Data captured as of 1/1/2020
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14 63.6%
8 36.4%
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Figure 6: Reasons for Patients Not Enrolling in the Pilot
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Note: Data captured as of 1/1/2020
Participants had different perceptions of advanced illness support. These perceptions differed by
age group, personal experiences, and past experiences with advanced illness support.
Definition
There was a wide range of definitions used by participants to describe advanced illness support.
Some participants viewed advanced illness support as a broad umbrella term that encompassed
everything needed by a population suffering from serious illnesses. In the broad definition, there
was a differentiation between palliative care and hospice/end-of-life (EOL) care. Participants
viewed serious illness care as synonymous with advanced illness support. Others viewed
advanced illness support as a substitute for hospice or for patients who were not ready for
hospice. As one participant said:
I would describe it [advanced illness support] as a precursor to end of life treatment. It is
for folks that are chronically ill towards the later stages of their disease. They have
conditions that are not quite necessarily ready for hospice care, but in a transitional
period. I am helping them navigate through a highly emotional and needs-oriented

condition.
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Furthermore, some participants viewed using the term advanced illness support as a way to avoid
saying the word hospice/palliative care, making it more palatable for patients to absorb. One of
the participants mentioned that many patients are "hoping for a miracle" and are not ready to
hear the words hospice and palliative care. Using different language, e.g., advanced illness
support, helped drive the conversation in a more positive direction. As the nurse said:

I think they are all trying to address the same kind of underlying issue. And then it's just a
matter of semantics like what people decided to call it.

This is important because it illuminates the important role that language and
definition/messaging make in people’s attitudes towards advanced illness support. There is not a

clear message of what advanced illness support is to participants.

People in different age groups also differ in their attitudes toward advanced illness support.
Participants in the 25-44 year-old age group had a comprehensive viewpoint about AIS that
shifted away from dying and end-of-life (EOL) care, seeing hospice as something very distinct
from AIS. They also highlighted the importance of making sure that AIS is not just for the
patient but provides support to reduce caregiver burden. They also focused more on functional
status, and not entirely on clinical diagnosis. Two nurses said:
Helping patients manage the impact of living with a serious illness. Helping them
function better through symptom management, trying to figure out what supports and
services they might need and to find out what their families and caretakers need so that
the patient’s healthcare is maximally managed and coordinated.
Advanced illness support, I believe is whatever the person really needs. Some folks may
need assistance with covering their medications. Other folks may need somebody at
home to help them with their daily activities, another person may need rides to their

appointment. The key is to see what every person is actually going to need, depending on
what their family support is.
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In contrast, participants in the 44-64 year-old age group, viewed AIS as a program that focuses
primarily on what the patient needs, but perceived advanced illness support, serious illness
support, and palliative care as synonymous with hospice or end-of-life (EOL) care. This group
tended to believe that advanced illness support was essentially a precursor to hospice care. In
addition, the vast majority of participants thought that AIS was primarily for cancer patients,
although many of the participants expanded their definition when questioned further. As one
participant said:
I have anywhere from 60% to 90% of folks that don't even want to hear the words
[hospice or palliative care]. The fact that we have a supportive care program, and, using
those terms, is more palatable and easier to accept. If they're not ready to hear that word
[hospice or palliative care], they may never be ready to hear those words. Offering them
another terminology [supportive care] that talks about support and talks about a past
illness and gives them an option to keep pursuing treatment...It gives them another option
and another way of support, and it also will help transition them when they are ready to
accept these.
This is important because it highlights the viewpoint that palliative care, advanced illness
support, and hospice are considered to be the same thing; by using the term AIS it is possible to
make the concept more palatable and less scary to patients. The difference in attitudes between

the age groups also shows the impact of the early years of the palliative care movement’s link to

hospice, and that this link influences clinical practice.

Personal Experience

Another strong predictor of perceptions of advanced illness support was if participants had had a
personal experience or had had a family member or close friend with an advanced illness. The
majority (75%) of the interviewees had an experience with either a friend or family member with
an advanced illness, and they felt that this added another dimension to their understanding of the

struggles involved in advanced illness care. Participants felt empowered to connect members
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with a service that was tangible and real compared to the standard check-in calls that they usually
do, and could relate to how advanced illness impacts the patient and the family members. They
brought new dimensions to AIS, so they could not just talk about the benefits to the family but
could introduce additional issues such as the role of advanced directives in advanced illness
support. This is important because it shows how personal experience interacts with and broadens

professional capacity, particularly in such a sensitive and complex situation.

T - Patient Identificati

Clinical teams had difficulty identifying patients to recruit into the pilot. Participants expressed
the need for new criteria, EMR integration, and amendments to existing algorithms. Building an
AIS program depends on being able to find potential patients who are not too “healthy” and not
too “sick,” and who can benefit from the extra support such a program offers. It can be
challenging to find the right patient for these services. As one participant said:
I wish we had a better way of identifying members, both internally as well as providers
identifying members to help us along. I think that's the biggest challenge. I mean, we
have a lot of members. But I think that internally we struggle with identifying the
members, or if it's not identifying them, how do we engage them.
Identification is important as the primary source referral pathways are centered on BCBSMA

case management and partnering agencies.

~riters
Participants expressed that it was difficult to find patients who fit the strict criteria used at the

beginning of the pilot, but who were not yet hospice eligible. Participants further discussed that
although the pilot was supposed to focus on functional status, many of the criteria used was
based on clinical diagnosis. As two participants said:

I wish we could use a criterion that is not so rigid or, you know, what are some other

ways that we can identify members earlier than later? Or what are some triggers that we
can look at, you know, in collaboration with the hospice and home health agencies.
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Basically, the criteria for the pilot is for hospice eligibility. Its close, it's pretty close. I
think the functional status should be higher to have a patient on the pilot and I think the
need for a couple of hospitalizations might need to be looked at because sometimes some
patients are getting good care and they're not going to the hospital, but they could be
seriously ill. Some patients are very sophisticated medically and have lots of support at
home.

This is important because many of the patients that the clinical team identified were stage

three/four cancer patients, or at a specific stage of heart disease. Among the patients enrolled, the

majority were hospice eligible (choosing not to accept hospice), near the end of life, or cancer

patients. Many of the members who disenrolled before the six months ended transitioned to

hospice or to a long-term care facility.

EMR Integration

Currently, there is a gap in using real-time clinical data to identify advanced illness patients. As

one participant said:
EMR integration is key here. We as a health plan have done a lot with pulling data in and
sharing reports and claims-based information. But we often have a gap there and a blind
spot when it comes to clinical data. For example, in a program like the advanced illness
where someone is working with the patient and information, the medical records, but
we're not getting claims, we're blind to it and...primary care physicians can help with that
coordination.

This is important because it shows that data is beneficial in helping to see the full picture of the

patient and the services they might truly need.

Algorithm Improvement

Participants also discussed the difficulty of creating an algorithm that proactively identifies the

right patient for outreach. Participants mentioned that there is a need for a more comprehensive

approach to defining what is considered a seriously ill member. As two participants said:
Identification is a challenge, but data has come a long way. When you're talking about
patient identification at the health plan employee level, again, it was educating the case

managers about what a typical palliative care patient would look like to you. We have to
start with our own model of care, and then educate those nurses and social workers about
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it so they can identify the members. When it comes to data mining on the other hand, that
was a little bit of a challenge because if you really look at the ICD-10 codes, they may
not paint a true picture of a palliative care person. Y ou might be looking at COPD, but a
code for COPD might be asthma, and may not be palliative care appropriate. So we
realized, we're getting a lot more data than what we thought, then we need to scale down
some of those codes and look a little bit more carefully at the diagnosis associated with
those codes, and remove those codes, so that you won't get those false positives.
I think the biggest thing goes back to just trying to identify members. You know, I think
that we could probably identify more members that may not need services today, but may
need services in the future and is there a way that we could trigger some conversation
with them earlier, so that they are aware or at least their family members are aware of
some resources that could help support them through the advanced illness stages.

A better algorithm that could accurately identify and notify patients could save the clinical team

the burden of time-consuming reviews of patients and allow them to take a proactive outreach

approach.

A number of clinical participants noted that communication with caregivers and families about
advanced illness support was often a barrier. Figure 6 shows that 46% of the patients, caregivers,
or family members declined to enroll in the pilot due to caregiver “hesitation” and “patient
hoping for a miracle.” Although the patient might be interested in the pilot, the caregiver or
family member of the patient may have diverging views for many reasons. One participant said,
“It’s the struggle to see what you think nursing-wise versus what the family and the patients
think at the same time (nurse).” This finding illustrates the importance of working with families
in navigating advanced illness conversations which are often perceived as lack of clinical care or
an inappropriate conversation.

Family Burnout Barrier

A number of participants reported that caregivers viewed the pilot as another thing that they had

to balance that does not address caregivers day-to-day needs. Many of the clinical staff expressed
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that caregiver burnout could be both a barrier and an opportunity to talk about the AIS pilot.
Some caregivers see the benefits, i.e., respite (giving them a break). Others viewed the services
as duplicative of other services the patient might be receiving, like home health. As one
participant said:
She [family member] wanted someone to be able to come and stay and sit with her
husband. We don't provide that. As an insurance company, we can get someone to come
in and provide that extra arm of support, but it's not the support that she specifically was
looking for. [I don't know if we could pay for that.] She obviously did not have the
financial means to do that. I feel like looking at this program as a pilot, it sounded really
good but it's falling short. It is not that it's [the pilot] falling short. I feel like we as a
healthcare system don’t do this well. There are resources for respite, but it feels like it's
climbing a mountain to get there due to everything family members have to balance and
what they are wanting are small things you would not think about.
This is an important finding about family members’ stress dealing with barriers around social
and financial issues and coordinating care. Family members have to struggle to deal with
multiple tasks at home; there are just too many things to coordinate and the pilot does not
address the core concerns of many family members.
Beliefs based in spirituality and faith prevented some families from wanting to have a
conversation about patients’ prognosis. Some family members viewed advanced illness support
as indicating that their family member’s illness was terminal while they were still hoping for a
miracle. Spiritual and faith beliefs would often conflict with the idea of advanced illness support
model of care. A participant noted that spirituality is an integral component of many families
who are taking care of a patient with an advanced illness, particularly in a commercial population
that tends to be younger. She said:
When I am talking to the family member they are hoping for a miracle. They are praying

for a divine intervention and don’t want to have a conversation about the facts in front of
them which makes it very difficult to start the conversation.
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This is an important finding because it highlights the role that faith can play in conversations

about and acceptance of advanced illness support. The words advanced illness anchored family

members to the perception that their loved one was too far along in the disease process for a cure

and could no longer be treated successfully.

Cultural Mistrust Barrier

People of color tend to be distrustful of the healthcare system, which can make it harder to

engage in a conversation about serious illness conversation and to offer advanced illness support

services. Participants described that some people of color felt that they were being treated

unfairly, not being offered what other patients might get, and that advanced illness support was

viewed as sub-optimal care. As one participant said:
Definitely because I think ultimately people of color have recognized and they know that
there are disparities in healthcare. You know, there's nothing that anyone has to even talk
about, everybody knows that everybody feels that sense of, ‘Oh, am I really getting
treated the same as the next person?’ And it's true, you know, so, if you're approaching a
situation from that standpoint, already, you know, it's going to be a challenge, as people
of color just tend to be more suspicious, and I think rightfully so, because you definitely
do see the disparities yourself. So, it's a different conversation.

A different approach to discussions about advanced illness support may be needed with specific

groups in order to acknowledge and address this key issue and to assuage anxieties about

whether or not they are getting the best care.

Lack of Cultural/l.anguage Resources

Participants mentioned that there is a barrier in communication to patients, caregivers and family

members. Participants mentioned that patients are often too sick to talk on the phone or in

person, and that other family members who may not be fluent in English will act as the proxy for

the patient. Words like advanced illness, palliative care, and hospice palliative care, or concepts
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of functionality or the fragility of the human condition are not talked about in some cultures and

languages. There may also be a lack of translation services available. As one participant said:
Then there's a language barrier. We have a lot of people in this area who are transplanted
from different parts of the world and language is a barrier. We have translation services
here, but we don't necessarily have all the translation services that we need. We have a lot
of Spanish and European languages. But I am not sure about the Asian languages and
Russian language which are problematic for us here...the world is getting smaller every
day and we need to look at ways to reaching out to different groups we don’t normally
reach out to.

The importance of having the tools to communicate with patients, caregivers, and family

members about advanced illness support is vital to getting the patient the best help they can have.

There is currently a gap in messaging around different cultural groups and scripting about

caregiver interests.

Participants mentioned that understanding patients’ and families’ cultural beliefs helped to build

trust and form relationships that are key to figuring out what people need. The pilot was an

opportunity to offer something to families from different cultural backgrounds that were looking

for an extra layer of support. As one participant said:
You have to honor their cultural beliefs. It's about forming that relationship. We get into
as much as we can, but I think it all depends on how much relationship you form with
these patients and caregivers before you try to even cross that barrier.

All participants believed that cultural sensitivity was needed in order to provide advanced illness

support care to patients, especially when it related to underrepresented groups. Participants said:
There are cultural differences that go beyond what I know, what my own belief system is
and what my own perspective of end of life is and so forth. So, it's important to figure out
where people are from a cultural perspective so that you can try to do your best to help
them work through issues.

Through this understanding the nurse has the opportunity to be part of that support service and sit

with the patient. As one participant said:
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There are some cultures that do death very well. My roommate was in Rwanda for quite a
while and when people died, the women just rally around them and they cry with them.
So, you're not the only person crying. It's like everybody's wailing. We don't see that in a
lot of our more advanced or Western cultures.... But my role appeals to try to meet
people where they are, both culturally and emotionally and understanding-wise.

This reveals the impact of understanding a different culture and its impact on building trust with

patients to get to a place to have an advanced illness conversation.

Terminology Opportunity

Participants found that caregivers from some cultures did not want the patient to know that they

had an advanced illness. As one participant said, “Some cultures don't even want to have that

conversation. But that's part of their cultural beliefs and they also don't even want the patient to

know what really is going on.” Furthermore, participants mentioned that not only did they not

want to talk about advanced illness, but they wanted to avoid any type of conversation about

sickness. These caregivers want to help the patient but don’t want to burden them with the

knowledge of their illness. One participant said:
There's a huge [cultural] difference. There are some people out there who, culturally,
don't talk about death, don't talk about illness, don’t talk about sickness. For example,
some of the interactions with Asian populations, I found that it is a no-no to talking about
it [sickness]. The patient isn't even to know that they're seriously ill. So, it makes for a
very difficult transition. It's really hard to help a family when they want to help but they
don't want the person that needs the help to know what's happening. It's a huge barrier.

This revealed that family members felt that if the patient knew of their illness it would impact

their health negatively and even speed up the dying process.

Theme #4: Case Management Model

The current care management model used in this pilot AIS program was not optimized for

advanced illness support. The participants specifically mentioned issues about workflow,

caseload, training/support, time, ownership, and the telephonic model. At BCBSMA and other

health insurance companies, the primary mechanism for engaging patients is by telephone.
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There are many advantages to this method of communication. Some patients prefer the
telephonic approach because it is convenient, it is more accessible, and they do not need to
travel. Participants have also described there is a sense of trust that can be built to some degree,
and there can be less embarrassment in sharing details over the phone than sharing during a face-
to-face meeting. As two participants said:
When I get a member on my queue and I see their name, sometimes I know them. I know
what their personal history is. I remember because I just talked to them a month ago, two
months ago. I know that they don't like to be called after four o'clock in the
afternoon...you get to know their idiosyncrasies, I guess. But I think that it is an art to

work with people over the phone and be able to have those difficult conversations.

I also think it's an opportunity for them because they can't see us and sometimes, I think
they're more honest and open up more....

Although the telephonic communication has many benefits, the participants reported that patients
sometimes do not understand how the model of BCBSMA AIS case management works or how
it differs from traditional case management services. Participants noted that patients didn’t
understand that BCBSMA was acting as a resource to help them navigate the healthcare system.
Participants mentioned that they felt that sometimes when they called patients, they were ignored
or rushed off the phone. As two participants said:
Patients don’t understand the whole umbrella case management over the phone. But this
is a great educational opportunity, you know, completely over every aspect of their care
no matter if someone went in for, you know a heart attack or they're dying of pancreatic
cancer.
A doctor and their service teams are there with the patient and the family. And then we're
on the phone. And it just kind of feels that sometimes it's perceived differently. It's
perceived, like why are you guys calling me and why do you want to help? You know,
this sort of feeling of the insurance companies always, usually giving us bad news. That's
often what people say. “You know that you're calling me about a denial?’ Nope, calling

out to help. And I think that people are really surprised by that and I think it's just not a
well-known product.
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This is important because many patients perceive that BCBSMA “is going to give me bad news,”

which can further make patients skeptical or unwilling to engage with a case manager about their

health. Many advanced illness patients are initially unaware of the support offered by case

management services; case managers may find that if they are reliant on a telephone-based

service, they may need to provide more touchpoints in order to develop a trusting long-term

relationship with their patients.

S Traini

Frontline participants did not feel they had the proper support and training to work with patients

needing advanced illness support. As two participants said:
I think there is a lot of good associate [employee] support such as a quiet room
downstairs, exercise classes, yoga and services around mindfulness. But clinicians that do
this work, who are on the front line have needs that might be a bit different than the
average associate who does all those other things that I just mentioned. There has to be an
opportunity sitting with other health people who have experience with functionality,
death and dying. I would say bringing in folks who actually work in palliative care, who
actually work in hospice, who are in the field, face-to -ace with the patients. We can’t just
bring them in once but periodically to work with our clinicians and sit with them.
If we all felt good as well-trained clinicians that would help patients cope with whatever's
going on, help with their anxiety, work through helping the family deal with the diagnosis
that they are going through.

This shows that frontline participants want more training on how to have conversations around

advanced illness support and would find it valuable to talk to clinicians who see this every day.

These clinicians could provide insight, support, and advice to help get them more comfortable

with having theses conversation.

Workflow

Patients with advanced illnesses have many questions about billing that case managers were

often not fully trained to answer. Participants noted that there was a lack of coordination with
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BCBSMA'’s member services which could better handle billing questions while case managers

focused on care. As one participant said:
I think a dedicated line for folks with advanced illness. You know, whether they are in
this pilot or not, that they call and, you know, ask questions and have maybe even a
dedicated person in Member Services. A lot of times these folks are asking billing
questions. I can do a warm transfer to Member Services at the end of my call, but maybe,
you know, just let them know that we're here for them during this time, and that this is
where you can call if you're experiencing this and they'll be folks able to answer your
questions, you know, and just put it out there more.

This finding illustrates the multiple interactions that case managers had to have with member

services about the pilot, including figuring out billing questions related to each plan, and how

that impacted the workflow process for advanced illness patients.

Caseload/Ownership

Nurses reported that they did not have enough time to devote to the pilot with all of their other

caseload responsibilities. Like other vulnerable populations (e.g., behavioral health patients),

advanced illness cases require many touchpoints over a long period of time in order to fully

support the patient and caregivers. As one participant said:
[T wish I could] reduce my caseload to the point where I could concentrate on a specific
group of folks that I know will eventually need advanced illness support; you have
hundreds of cases that you need to get through in addition to this, but if I can identify 20
candidates that I know are going to require additional support, whether it’s that I call
them twice as much as that [ am able to touch base with them - just the amount of time
that I have, once they single out these folks to really service them well.

This is important because it shows that even when a patient appears to be eligible for advanced

illness support services, case managers/nurses need more time to fully engage with the patient

and family compared to a normal outreach call. Furthermore, some nurses want to have

ownership of advanced illness cases so they can fully focus on these patients and provide care for

their unique needs.
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Time

Many of the conversations around advanced illness support take much longer than a regular case
management outreach call. Unfortunately, the case managers have a full caseload which does not
permit them to focus on advanced illness patients. As a couple of participants said:

I wish I could have more time to sit with them so that they have the opportunity to open
up when they're ready.

I don’t have the time, but I take it. I'm on the phone just with them. This causes me to be
very behind. But I take that time because that's what that patient needs at that moment.
And I'm not going to short them because there's something else on my list.
I think in the context of an ongoing continuous relationship, and I think it makes it a lot
easier. If you're just kind of seeing a patient for the first time with the first couple of
interactions with a patient is really difficult to bring those kinds of topics up and we can
kind of have a sense of what you think it is. But for you to really want to delve into the
details of it, it becomes a little bit more challenging.
I think when people feel like you have taken your time to really get to know and
understand the situation, and I think more importantly when people feel like you really
have the best intentions, if you're leading with the best intentions, you are okay.
This illustrates the importance of protected time to engage patients with advanced illness.
Assessing a person's functional status and where they are emotionally is difficult and requires
extra time to allow for a deeper connection with the patient and more opportunities to build in
conversations around advanced illness.
T 5. Fi ul E
Several participants brought up the theme of the financial ecosystem, including cost to the
patient, cost to the ACO/AQC, and the cost of other services that are of interest to the patient.

Figure 6 shows that a total of 31% of the patients, caregivers or family members declined to

enroll in the pilot due to cost-sharing.
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Cost-Share

Participants found that the language around cost-sharing in the AIS program was difficult to
explain to patients. As one nurse said, "Sometimes the pilot can be cost-prohibitive.” Patients
that were a good fit for the program would sometimes have such a high cost-share29 that it was
not in the best interest of the patient to be in the pilot. The participants mentioned that copays
could range from $10 to $85, depending on the plan. As one participant said:

Why do we have to charge them when it's such a small portion of their actually costs? It
ends up being just one more burden which is one more incentive not to enroll.

This is important because it highlights the uncertainty of what the patient will have to pay. This
also added to the confusion that the member and case manager felt on trying to decide if the
program was a good fit for the patient in the moment. Participants brought up the effect of the
seasonality of the patient’s deductible on that decision. The vast majority of plans start in
January, where patients started to contribute to their deductible. Participants say that it further
complicates conversations with advanced illness patients because they don’t know what is
covered due to their additional needs. As one participant said:
I think it's hard to hear that advanced illness support is part of their benefit. I know how
important that is for people to be healthy, but it's not like I can easily say under your plan
here, there is a 20% coinsurance for you to get this. And that is my experience across the
board. It is complicated to talk about it not being a covered thing. People don't understand
that it's not covered, I spent a lot of time like trying to explain that to members. It can be
one of the frustrating holes in care.

Participants noted the additional costs to the patient of the AIS program, even when small, were

a barrier to members given the poor understanding of palliative care and the multiple financial

29 Cost-sharing is the concept of sharing medical costs, some of which the member pays out of pocket and some of
which the health insurance company covers. Cost-share can be related to copays (copayments are flat fees set by the
insurance company for certain covered services or products), co-insurance (the cost is in the form of a percentage of
the service fee), and deductible (cost that needs to be met before insurance kicks in).

66



needs of many patients. Participants also noted that advanced illness patients were very sick and
most likely not working, making affordability an even larger factor. As one participant
mentioned:
Like if you have advanced illness, then for those people there is no extra cost because
you know, they're not working, and most likely they really can't afford it.”
This illustrates the impact cost can have on enrollment into the pilot and the efforts that clinical
staff have to make in addition to identifying and talking with the patient.
Other Services
Patients had questions about how other items could be paid for that weren’t covered under the
pilot program. Participants mentioned that patients would ask for other items that they needed
that were causing them distress. The participants said it would be an impactful opportunity to
cover items relevant for advanced illness patients that the patient and their family needed that
would be part of a broader strategy to help patients. Participants felt they had the greatest impact
when they provided tangible items to the patients, and the patients were most engaged when they
thought BCBSMA could help them with the low-cost items that would help in relieving distress.
As one participant said:
There's a big gap in our healthcare system because we're not paying for the custodial
piece--the bathing, feeding, turning, the changing of incontinence pads that the family,
the caretakers, are bearing a huge burden for this care. And if there's no medical need to
be there, if they're not on hospice, if the patient is really chronically ill, and there's no
advancing illness. It's really hard to see, how much of a toll this takes on families and
they're looking to palliative care. Families referral to home care agencies are looking to
palliative care to fill the gap...Thinking that this is going to be a big catch all for those
gap patients. You know, we can only maximize services; at the end of the day, I can't
have somebody go on Saturdays and Sundays to help you wash your father. There's no
payer source for that.

This is important because it illustrates the importance of services that might not be covered for

commercial patients and the cost of their immediate needs.
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Cost to the Provider Groups
The pilot was cost-prohibitive to some ACOs/AQCs. Participants mentioned that because the
program was a pilot, the ACOs/AQCs were hesitant to participate without seeing the return on
investment for the attributable patients. As two participants said:
[The AISP] can be cost-prohibitive to the AQC/ACO’s. You need to get the financial
folks to agree and buy into the program and what the return on investment would be for
them. This can be a little bit challenging at times, especially in the commercial space.
There is inherent value in Value-Based Payment Models for reviewing these types of
things.
The health system does not want to pay for both the cost of the program and any claim
[readmission and ER visits]...We need to show them demonstrated returns over time
from the program and demonstrated wins, that may sort of allow more concrete
conversations about the price tag associated with this [pilot] because it is going to drive
value or improve patient experience or add quality.
Participants mentioned that although there the ACO/AQC hesitated to refer their patients to the
pilot, there was a new focus within BCBSMA on how best to work with these organizations to
identify gaps in care for advanced illness patients. As one participant said:
The prioritization component, and we see this a lot with the work we've done with our
provider groups, is identifying what areas of focus can have the biggest impact, but also
which ones are the most actionable.
This is important because it shows that the level of commitment that ACOs/AQCs have to
improve the experience for advanced illness patients. From their perspective, the key was for the
pilot to show the impact it can make from a cost perspective with low risk.
T - Coordinati ‘C [ Provider G
A significant theme that was brought up by participants is the struggle of working across the
healthcare continuum and the breakdown of communication between providers (e.g., oncologist,

PCP, home health, and palliative care agencies). This problem is exacerbated with advanced

illness patients who usually have multiple providers. Participants noted these gaps in care were
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caused primarily by a fragmented healthcare system, lack of provider communication, diverging
goals of care for the patient among provider groups, and lack of patient ownership within the
system.

Throughout most of the pilot, there were many instances in which there were patients that
had multiple providers within the home. Having multiple providers in the home that do not
coordinate with each other created confusion for the patient as they were deciding if they wanted
to utilize advanced illness support. As one participant mentioned:

The first is the number of visits people are having. People have multiple visits for

treatment. They have MD follow-ups, and consulting physician follow-ups. They may

have visiting nurses already coming into the home and another additional service just
feels like they're overloaded. Another struggle is many members will very rapidly be
transitioned over to the state’s MassHealth or a different coverage, as the illness reveals
itself that they may need that as a secondary provider. Those are two main roadblocks
upfront, and then it's just, you know, catching them. Sometimes they're going to so many
follow-ups, it's hard to reach them on the phone.

This is important as it illustrates the competitive ecosystem that patients are in and how

fragmented the system is for the patient going through an advanced illness.

Provider C o
There are few communications between clinical groups. The participants mentioned the need for
more coordination between hospitals, provider groups, and BCBSMA as a source for referrals.
As one participant mentioned:

I wish we had a better way of identifying members, both internally as well as providers
identifying members.... How do we educate our big hospitals what we provide and how
do we get the word out there, so that everybody knows about it, and thinks about it? They
may hear about it, but they don't refer to us because there's so many other programs out
there and I think, you know, sometimes I just wonder if it gets lost in the noise. I wish
there was a better way that we can trigger appropriate referrals when they come in...And
maybe we've done the best job we can possibly do with the tools that we have. I just
wonder about that sometimes.
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This highlights the difficulty in getting referrals into the pilot because there is not an effective

communication channel about programs for advanced illness members. This lack of

communication creates a gap in helping patients navigate through a complex system when they

have an advanced illness.

Di e Goals of C

There were differing goals of care for patients with an advanced illness. Many of the participants

talked about the different needs, wants, and interests of the different providers involved in caring

for patients with advanced illnesses. There is rarely one person or provider who helps to

determine or coordinate the care that is best for the patient. As one participant mentioned:
Managing the disconnect between ACO goals, the agency goals, and the patient and the
family goals can be hard when there is not a champion coordinating everything for the
patient.

Furthermore, a participant talked about there not being a champion to prioritize the care for the

patient.
Yeah, again, coordination is a big challenge. I think what we have in place, in general, for
now is pretty much the primary care is designated as a coordinator of care, but
oftentimes, you'll find primary care doctors don't have much time on their hands.It
becomes very challenging to kind of keep everything going and understand exactly
what's happening with everybody at every given point in time. And then I think the
primary care doc is also limited because oftentimes patients with advanced illness can’t
leave the house and have to stay home. If you don't, if you basically can't come into the
office to visit your physician, then you kind of lose touch.

This is important because it highlights the problem of integration both for the patient and family

but also the providers. The patient and family want to seamlessly navigate through a healthcare

system that both minimizes the steps toward access to care and avoids redundancy. For

providers, integration of care can mean that support systems are coordinated which helps

maximize care for the patient.
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DISCUSSION AND RECOMMENDATIONS

Advanced Illness Support (AIS) programs help patients with serious conditions that lead
to a decrease in general health and/or to functional disabilities. AIS programs provide palliative
services to patients in order to provide relief from the symptoms and stress of their condition.
The goal is to improve the quality of life for both the patient and the patient’s family so that
healthcare is maximized, managed, and coordinated. The literature provides overwhelming
evidence that patients report a higher quality of life, less pain and fewer symptoms, and higher
satisfaction with their care when utilizing palliative care services offered in AIS programs. The
majority of palliative services are offered in hospital inpatient units. But as patients are reporting
more interest in getting their care at home, there is increased interest in the healthcare industry in
improving access to home-based palliative care programs.

To improve the access to this high-value care, BCBSMA designed the Advanced Illness
Support Payment Innovation “Advanced Illness Support” pilot program in collaboration with
palliative care community agencies. Through this demonstration pilot, BCBSMA wanted to
study the feasibility, pricing, and outcomes of such a payment innovation model. My Doctoral
Project focused on the implementation and evaluation of the pilot for understanding and
improving advanced illness support in Massachusetts. The first aim was to implement and
evaluate barriers, challenges, and successes of a pilot focused on advanced illness support in
Massachusetts. Through the evaluation, the second aim was to offer lessons learned for the
improvement of advanced illness support in Massachusetts more generally.

Before a direction on the best course forward can be established, there is a need to
explore different ways to change perceptions of advanced illness support care across

Massachusetts. Understanding why there is still resistance to utilizing palliative care services
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was a key part of this project. Based on the proprietary work with BCBSMA, the doctoral project
will not describe the precise internal assessment process used to evaluate the pilot’s success or
failure, but instead builds on the results of the interviewed participants to highlight the
perspectives of the pilot and areas for improvement. To generate potential solutions, I looked at
advanced illness support through the lens of adaptive leadership—understanding that challenges
throughout the pilot were a mix of both “technical” and “adaptive” elements that go beyond the
internal assessment process. Due to the continuous development of the pilot, data collected from
participants contributed to ongoing improvements made to the original pilot concept. Many of
the lessons learned and recommendations highlight those iterative improvements in order to
guide internal operations and provide insight moving forward.

This section is a summary of the key findings, followed by a discussion of these findings
within a wider context by comparing them with the research presented in the literature review.
This then leads to a discussion of the contribution of the present research to the wider research
environment, and finally the implications of the research for advanced illness care in
Massachusetts. The results indicated major themes about the impact of different perceptions of
advanced illness support, including the role of caregivers (families), member identification, case
management modalities, cost, and transitions of care.

Heifetz refers to adaptive leadership as an iterative process involving three key activities:
(1) observing events and patterns; (2) interpreting what is observed; and (3) designing
interventions based on the observations and interpretations to address the adaptive challenges
that have been identified. Each of these activities builds on the ones that come before, and the

process overall is iterative. The first part of the implementation and evaluation project was to
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collect as much relevant data from the pilot’s stakeholders as possible through semi-structured
interviews.

Advanced Illness Support is affected at multiple levels of the social ecological model,
spanning the individual, interpersonal, organizational, community and policy levels (Golden &
Earp, 2012). When talking with participants it was important to understand what some the
problems were at each level in order to consider what type of solutions were needed. Discussions
with interview participants helped to identify patterns of behavior that illuminated the barriers
and opportunities of the pilot. This process of interpretation helped to create palatable
understandings and narratives. The salient themes were mainly at the individual, interpersonal,
organizational and community level. Participants did not mention many themes at the policy
level outside of the absence of any policies around AIS. Implicit in the social ecological model is
the notion that, in order for interventions to be effective, multiple levels of the social ecological

model must be activated to effectuate positive outcomes in health (Golden & Earp, 2012).

Figure 7: SEM Organization of Themes

SEM Levels Themes and Sub-themes
Individual Perceptions of AIS
e Personal experience
e Age
Interpersonal Family/caregiver burnout
e Diversity & Inclusion
Organizational (i.e., design of the program) Patient Identification
e C(riteria

e  Algorithm
Adjusting the case management model
e  Support/Training
e  Workflow barrier
e Caseload barrier
e Time barrier
Financial Ecosystem
e  Cost-Share
e  Other Services
e  Cost to the provider groups

Community Coordination of Care
e  Provider communication
e Diverging Goals of Care
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An important premise of Heifetz’s (2009) adaptive leadership work is distinguishing
between technical and adaptive work and knowing when to employ each. Heifetz (2009)
delineates these types of situations and identifies the type of work needed to bring about
desirable outcomes (Heifetz et al., 2009). With technical challenges, there is formal or informal
authority that gives power within the BCBSMA ecosystem to effect change (Heifetz et al.,
2009). The basic aspects provided by authorities are (1) direction, (2) protection, and (3) order.
Adaptive challenges are more complex, calling for moving beyond the established authority for
solutions (Heifetz et al., 2009). This requires adaptive work which guides people through a
sustained period of uncertainty during which they identify new learning opportunities (Heifetz et
al., 2009). Many of the themes identified in the qualitative analysis fall somewhere between
technical and adaptive challenges. In this gray area, the challenge might be clear, but the solution
and implementation are not clear and will require testing to foster new learning between

leadership and stakeholders.

Patient Identificati

Patient identification was identified as a clear problem. This is an area in which there is
formal authority within BCBSMA to make an impact, but which will require new organizational
learning. BCBSMA’s primary way to identify and outreach to patients is through case
management and community partnerships. The clinical teams had difficulty identifying patients
to recruit into the pilot. There are several different algorithms used throughout case management
to track seriously ill patients, but the algorithms are not necessarily comprehensive. Clinical
teams expected that existing algorithms that identify patients with cancer, those who are high

cost, or at risk of readmission should have been picked up as potential advanced illness patients.
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A technical solution that involves developing a more accurate algorithm that results in an
automatic identification and notification of potential patients can save the clinical team the
burden of time-consuming reviews of patients and allow them to take a proactive outreach
approach.

Rethinking the criteria for the pilot is a technical problem but requires learning for the
solution. In the current workflows, palliative needs, and advanced illness status rarely surfaced as
part of the ordinary course of conversations (outside of oncology). This was due to the initial
criteria used to identify patients, which were based on clinical diagnosis and not on functional
status. The first set of triggers for inclusion that the clinical teams identified were based on
classic thinking like stage three/four cancer, and a specific progression of heart disease. But the
majority of patients who were enrolled were hospice eligible, near the end of life, or had
advanced cancer. Although some of these problems are due to the adaptive challenge of
perceptions of AIS, amending the eligibility criteria is a technical fix. While "advanced illness"
patients do have a high risk of mortality, the focus on prognosis is not a good indicator of
palliative needs/benefits. Developing a new set of criteria requires learning for clinical staff and
will require a mix of management and stakeholders to implement.

Another challenge that participants brought up was that many of the needs that advanced
illness patients mentioned were related to daily activity items like walkers and wheelchairs. As
part of the technical work of improving the algorithm, there are some other elements that shift
the focus from diagnosis to the functionality — specifically looking at the data for limitations in
activities of daily living (“ADLs” — eating, bathing, dressing, transferring, toileting, walking).
The ADLs could include durable medical equipment (“DME”) orders, home oxygen, and

wheelchairs as another dimension to add to a trigger list. The participants also mentioned ways to
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strategically combine different data sets within BCBSMA. This could include CM nurse
assessments using NCQA30, which might provide triggers that the CM nurse may not pick up
initially. The strategic combination of some of these data systems can provide triggers to identify
patients for the pilot, but who are also in need of a more comprehensive supportive care
outreach. This would require a new way of doing work and the locus of the work would be on
the clinical teams to focus on in-depth conversations around symptom management and
advanced care planning. The initial identification would be an opportunity to identify different
services for the patients and their families.

Another technical solution mentioned by the participants is the use of Admit, Discharge,
Transfer (ADT) data, which tracks members that are admitted, discharged, or transferred to any
healthcare setting in Massachusetts (e.g. hospitals, skilled nursing facilities, and rehabilitation
centers). There is an opportunity to use this ADT data combined with health insurance claims to
help identify members that are frequent users of healthcare in real-time. Although this would be
a technical solution, the groundwork on implementation would require leadership working with
stakeholders to expand the current understanding of AIS. However, there are also tremendous
opportunities to have a more dedicated focus on congestive heart failure, renal failure,
amyotrophic lateral sclerosis (ALS), and other neurological conditions (e.g., stroke, head trauma,
intracranial hemorrhage), which would apply to the commercial population. Many of these other

conditions are not perceived as the typical cases for supportive care but would also benefit from

30 The National Committee for Quality Assurance (NCQA) is an independent 501 nonprofit organization in the
United States that works to improve health care quality through the administration of evidence-based standards,
measures, programs, and accreditation. NCQA Case Management Accreditation evaluates organizations performing
case management services that typically focus on patients who are at high risk of experiencing costly
hospitalizations or poor health outcomes because of complex social, behavioral or medical needs. Organizations
must meet program criteria to pursue the accreditation.
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the services. Although there is an opportunity to expand the diagnosis scope that many current
algorithms may not track, as a technical solution, the use of the new criteria and patient
identification would require stakeholders to do their share of the adaptive work. This would
create a proactive member identification strategy within the case management model.

Participants mentioned that the current case management model was not optimal for
providing AIS. Like other vulnerable populations, AIS cases require many touchpoints over a
long period of time because patient perception is anchored to the feeling that BCBSMA ““is going
to give me bad news,” which can further make patients skeptical about engaging about their
health. Even when a patient appears to be eligible for AIS, case managers tend to need more time
to fully engage with the member and their family compared to a normal outbound call. This is
an adaptive challenge that will require new learnings on ways to engage advanced illness patients
about the support of case management.

It can be hard to assess a person's functional status over the phone, and the questions to
ask about it can feel very intrusive to the patient. Many of the BCBSMA staff shared how hard it
is to assess social determinants of health over the phone—Ilike housing situations, food, and
family dynamics—that might affect whether the patient is appropriate for the advanced illness
support program. Although many regulations like NCQA have helped create prompting
questions around the social determinants, it is still hard to assess the severity of these factors
over the phone with patients.

One adaptive solution is to test out a modified staffing model optimized for AIS patients,
and that differs from the current case management model. This type of work requires

experimentation with the locus of the work done by the case management nurses. This allows for
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an environment to disclose conflict and challenge the overall case management norm. The
participants mentioned that ideally, this approach would be a mix of both a dedicated team model
and education to all case management. This could be looked at as a short- and long-term plan. In
the short-term, this would entail the creation of a dedicated team of nurses of no more than 3-4
CM nurses at the start who are comfortable with serious illness conversations. This dedicated
team would get protected time to have a more extended conversation with the patients. They
would also go through a re-education immersion to identify specific language that can help to
identify, support, and sustain members with a serious illness. As part of this dedicated team,
there would be a rotation/shadowing train-the-trainer program for other case management nurses
who are less experienced with these specialized conversations. Through this rotation program,
more nurses would get comfortable identifying and supporting upstream patients in their care.
The long-term plan would be that through the rotation program model most of the CM nurses
would be educated in supportive care services. In addition, there should be education in the form
of online modules as well as vignettes and mock conversations as a way to model the unique
challenges for telephonic case management. Having a dedicated team creates what Heifetz
(2009) calls a holding environment, which would serve to keep select clinical staff engaged in
the adaptive work.
Financial Ecosystem

The financial structure of the pilot led to costs to the patient and the AQCs/ACOs that
were prohibitively high or unpredictable, and there are both technical and adaptive solutions to
solve this. Cost-sharing was difficult for participants to explain to patients. Although changing
cost-share amounts is a technical challenge, many participants considered it as part of a more

significant adaptive problem of identifying the right members that make a payment model like
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this work for home-based care providers. During the pilot, the FEP program was added, which
did not have cost-sharing, and there was not a significant increase in FEP enrollment into the
pilot. Although removing cost-sharing will not be a silver bullet for increasing enrollment of
cases into AIS programs, it would show a commitment from BCBSMA about advanced illness
support. The additional cost to the members, even when small, is a barrier to members given the
poor understanding of palliative care and the multiple financial needs of the members.

Another technical solution is to explain the medical equipment used in palliative care that
the patient and their family need that is covered or difficult to cover. This would require
expanding informal authority out of the executive office to work across BCBSMA units to make
this part of a broader strategy to address advanced illness patients. This would require
networking and building personal relationships with key stakeholders and sharing learnings from
the pilot, selling small pieces of an idea, rather than pitching a large rollout of a program that
comes with major costs and losses. Clinical teams felt the program was most impactful when
they could cover tangible items for the patients, and the patients were most engaged when they
thought BCBSMA could help them with the low-cost items that are causing distress. Through
this feedback and learning cycle, information can be disseminated across the organization to
connect shared goals.

The pilot was cost-prohibitive to ACOs/AQC:s. Participants mentioned that although
there is hesitation for an ACO/AQC to refer patients to the pilot, there is a new focus at
BCBSMA on how best to work with them to identify gaps in care for advanced illness patients.
This will require adaptive leadership without authority to work with ACO/AQC teams to
highlight the impact of AIS and gain commitment on strategies to improve the experience for

advanced illness patients. This work will require what Heifetz (2009) describes as engaging
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above and below the neck. Being able to articulate the business case above the neck speaks to
intellectual faculties, the home of logic and facts (Heifetz et al., 2009). But also, being able to
champion the moral argument of taking care of those who need help below the neck speaks to
emotional faculties, the home of values, beliefs, habits of behavior, and patterns of reaction
(Heifetz et al., 2009).

Coordination of Care

Improving coordination of care is an adaptive challenge where it is not clear what is
needed to solve the problem. Due to the fragmentation of healthcare, improving coordination
requires working across the system with stakeholders to discover the root causes of the problem
and collaboratively generating creative solutions. There is a substantial gap in the healthcare
system between all parties (payers and providers) that creates breaks in communication and
partnership. This lack of communication creates a gap in helping patients navigate through a
complex system when they have an advanced illness. A significant theme that was brought up by
participants is the struggle of working across the healthcare continuum, and the breakdown of
communication between providers (e.g., oncologist, PCP, home health, and palliative care
agencies). This problem is exacerbated with advanced illness patients who have multiple
providers.

The work is about changing the mindsets, habits, and traditions of payers and providers at
each step in the patient experience within the system. The provider partnerships in Massachusetts
with AQC contracts should build in palliative care as a priority in contract design. This touches
on deeply held beliefs and approaches about how care should be provided. EMR integration was
mentioned by participants as a potential fix to care coordination and advanced illness

identification, but the EMR is only part of the solution. Adaptive work is needed with clinical
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teams around the significance of advanced illness and how that work is approached from the
clinical perspective. The adaptive challenge for clinical teams is the nebulous coordination
problem among clinicians. For the work to be responsive during coordination will require
engaging several different groups to adapt to changing expectations and communication between
all the different providers. The challenge is about changing the relationships—not just talking
differently to each other—interacting in new ways and identifying the type of medical care that
is most effective and produces the best outcome for advanced illness patients.

This requires working with stakeholders both within and outside of BCBSMA. It is an
exercise of leadership when clinical providers and administrators figure out the right balance,
discerning the essential activities that create the best outcomes. All involved face some potential
loss: giving up patient contact; something that energizes them; or ways of working that are
familiar. An area for BCBSMA to explore is to experiment with some different payment
incentive models to engage providers to have a short conference call with each other for patients
with serious illness to coordinate their care.

Working with caregivers/families to gain a shared understanding, and jointly developing
care plans for the patients is an adaptive challenge created by the clinical situations in which they
find themselves. Addressing this problem requires new learning from clinical teams around
engagement with caregivers and families. Caregivers viewed the pilot as another task that they
had to balance outside of the intense coordination of care they were already providing.
Caregivers and family have adaptive challenges through the management of patient symptoms
where the solutions are not always clear and may require new learning for the caregivers and

family. In these moments there are technical solutions that the clinical team can do to
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alleviate symptoms in partnership with the caregiver and families. Jointly, the clinical teams and
patient/family plan the work that each will do, adapt over time to enhance care, and monitor and

share symptoms as they change.

This adaptive challenge requires coaching of the clinical teams to work with caregivers
and families living in this disequilibrium. Heifetz (2009) describes this as the gradual process of
easing people into an uncomfortable state of uncertainty, disorder, conflict, or chaos at a pace
and level that does not overwhelm them. This will take patients out of their comfort zones and
mobilizes them to engage in addressing an adaptive challenge that is addressing the patient and
their needs. Focusing caregivers and family members on the adaptive challenges gives the family

the opportunity to begin to accept a dramatic change in their perception for what they hoped.

As person- and family-centered care models are becoming more common, it will be
important to address the caregiver in addition to the patient. There is a gap in messaging around
different cultural groups which will require below-the-neck messaging. That messaging must
appeal to the nonintellectual human faculties: emotional, spiritual, instinctive, and kinesthetic.
There is a gap in messaging around different cultural groups and scripting about caregiver
interests and how to address them. This understanding across different cultural groups helps
build trust with caregivers and families to a place where an advanced illness conversation is
possible.

Different Perceptions of Advanced Illness Support

The different perceptions of advanced illness support provide a unique insight into the
views of stakeholders. The findings showed that although BCBSMA has branded palliative care
as advanced illness support, many of the participants still relate it to hospice care and to death,

dying and the end of life. This belief structure has led to anxiety and discomfort in starting the
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conversation about advanced illness support with patients, especially if they have not had a
serious illness conversation within their clinical career. Participants who were the most
comfortable with these conversations had previous experience with advanced illness or were in
oncology since their population usually falls into the category of advanced illness.

The messaging gap for advanced illness is an adaptive challenge. This is important
because it illuminates the significance that language and definition/messaging make in attitudes
towards advanced illness support. There is not a clear message of what advanced illness support
is to participants, which creates ambiguity on what problem they are trying to solve. The CAPC
research findings align with what the frontline experience was, and their sense that they had to
help craft messages around palliative care services. During the pilot, CAPC came out with a
2019 Option poll, which provides insights from qualitative and quantitative research that tracked
public and physician awareness, perceptions, attitudes, and interest in palliative care and how
they have shifted over time since they first started testing in 2011 (Harrington, 2019). Their data
continue to show that palliative care should be positioned as care for patients with serious illness
but NOT an advanced illness (Harrington, 2019). Advanced illness is perceived to be more
closely aligned with terminal illness/EOL. The research suggest that any definition statements
should focus on supportive care with an emphasis on improving life expectancy and providing
the best quality of life (i.e. appropriate at any age and providing the care alongside curative
treatment) matching treatment, options to meeting patient goals, being bringing a team approach
to care, providing an extra layer of support, and providing relief for patients (Harrington, 2019).

This uniform message is both a technical and adaptive solution. It will require working with
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authority figures and stakeholders to create an organizational culture change. Changing the

perception about advanced illness will require tuning3i at all levels of the organization.

Recommendations
Part of the goal of this research was to make recommendations for the future
development of advanced illness support programs. These recommendations are made based on
the findings and also based on viewing the findings within the context of adaptive leadership, as
detailed in the discussion. As findings from participants were identified, many were implemented
or put into development to be implemented. All of these recommendations are lessons for other
programs looking to create programs for patients with serious illness.
1. Uniform Messaging: Create a uniform message to members, staff, and community
partners. Shift from Advanced Illness Support to Supportive Care Model.
a. Rationale: Palliative care needs to be clearly defined to reduce or eliminate the
misperception that palliative care is only provided at the end of life.
2. Case Management Education: Semiannual education interactive training for Case
Management nurses in partnership with community-based palliative care agencies.
a. Rationale: Ensures all BCBSMA clinical teams achieve minimum palliative care
knowledge and skills to get more comfortable with the understanding of palliative

care and comfort engaging patients.

31 An individual’s personal psychology, including the set of loyalties, values, and perspectives that have shaped his
worldview and identity, and cause the individual to resonate consciously and unconsciously, productively and
unproductively, to external stimuli.
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3. Patient criteria communication: Redesign the clinical criteria fact sheet for nurses to
de-emphasize diagnoses (easily viewed as “terminal”) and highlight functional
status/needs.

a. Rational: A criteria focused on functional status/need will broaden the
identification of patients who are in need of palliative care services.

4. Predictive algorithm development: Build a custom predictive algorithm to proactively
identify members who could benefit from palliative care services. Collaborate with
internal BCBSMA teams to incorporate ADT, claims data, disability data sets and other
internal risk-score algorithms. Work closely with the actuarial team to monitor impact.

a. Rational: An automatic calculation and notification of patients can save the
clinical team the burden of time-consuming reviews of patients and allow them to
take a proactive outreach approach to better identify advanced illness members.

5. Staffing model: Experiment with a dedicated set of nurses/manager(s) using the new
algorithm and criteria with a focus to proactively identify and outreach to members,
assess their symptom burden and individual goals, and consequently intervene to address
needs and improve quality of life, member experience, and lower total cost of care.

a. Rational: Broaden supportive care services beyond the pilot to evaluate patients’
needs and establish a trusted relationship.

[ imitati
As with any analysis, this evaluation has limitations. A significant limitation was the role of

reporting and confirmation bias. Throughout the process, the interviewee might have only
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reported what they felt psychologically safes2to report. The power dynamic of both running the
program and evaluating it at the same time might have led some interviewees not to disclose all
viewpoints about the pilot, which could bias the aggregated results. Also, interview field notes
were generated after each interview and summarized in the qualitative analysis. A limitation of
this approach was that questions beyond the interview guide and the subsequent analyses were
subject to confirmation bias. Also, only agencies that had members enrolled in the pilot were
interviewed, which limited the agencies’ perspective. Furthermore, there was a sensitivity of
information shared by interviewees that is protected under the BCBSMA confidentiality policy
and was not incorporated into the summaries. Lastly, access to characteristics of the sample
population was limited to age, gender, role, and advanced illness experience to protect the

identity of some of the interviewees.

Conclusion

In conclusion, advanced illness support is important to address the “Total Pain” of
patients. This is especially important for patients with a serious illness that are not terminally ill
and elderly but require palliative services to improve their quality of life. Addressing advanced
illness support requires adaptive leadership skills to shift the focus of care to identifying adaptive
challenges and collaborating to plan new ways of operating that differ from normal processes.
This work is tough and requires time, patience, and collaboration between stakeholders in order
to generate effective solutions.

The pilot provided lessons learned that contribute to future supportive care programs for

patients with serious illnesses. The pilot highlights the adaptive challenges of having a unified

32 Harvard Business School professor Amy Edmondson, coined the term: Psychological safety which is a belief that
one will not be punished or humiliated for speaking up with ideas, questions, concerns or mistakes.
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understanding of these patients and the holistic services that the patients, caregivers, and families
need. There are many technical solutions that can help improve advanced illness support, but the
work will require mobilizing frontline clinical staff to test out an iterative improvement process
to refine identification and outreach. The hope is that the lessons learned through this pilot will
help other organizations improve their processes to positively impact the health and well-being

of this vulnerable population.
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entitled. You will receive the voucher based on the proportion of the study you completed. You may
withdraw by informing the experimenter that you no longer wish to participate (no questions will be asked).
You may skip any question during the interview, but continue to participate in the rest of the study.

To Contact the Researcher: If you have questions or concerns about this research, please contact: [Bryan
O. Buckley, 240-643-5912, and bbuckley@hsph.harvard]. You may also contact the faculty member
supervising this work: [Kimberlyn Leary, Associate Professor of Department of Health Policy and
Management, 677 Huntington Avenue, Boston, MA 02115, and kimleary(@hms.harvard.edu].
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Agreement:

The nature and purpose of this research have been sufficiently explained and I agree to participate in this
study. I understand that I am free to withdraw at any time without incurring any penalty.

Signature: Date:

Name (print):
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Appendix C: Interview Questions

1. Could you describe your understanding of advanced illness support?

2. What has been your experience with advanced illness members/patients and their family?

3. What is your primary struggle to supporting advanced illness members and their families (both in
the pilot and in general)?

4. If there was one way you could use your time differently to support members and families with
advanced illness, what would it be?

5. With any pilot there are always areas of opportunity for improvement. What is one aspect of the
pilot you would change?

6. What is the most important thing that a plan like BCBSMA could change that would improve the
experience of advanced illness for members and their families?

7. Name one intervention you would suggest improving the coordination of care for
members/patients with advanced illness.

8. Are there external polices that promote and/or hinder supporting advanced illness
members/patients and their family?
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Appendix D: Demographic Survey Questions

In what age category are you in?
O 18-24

QO 25-44

O 4564

O 65-74

O 75+

What is your biological sex?

O Male
QO Female
O Other

What is your race? (One or more categories may be selected)
|:| American Indian or Alaska Native

|:| Asian

[ Black or African American

O Hispanic or Latino

|:| Native Hawaiian or other Pacific Islander

O whnite
D Other

Are you hispanic or latino?

O Yes
O No

How would you define your role?

QO Frontline/Clinical
QO Operations/Support
QO other
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