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Executive Summary

Palliative care is specialized medical care for individuals living with a
serious illness. Numerous studies have shown that palliative care interventions
lead to reductions in intractable pain, resolutions in complex symptom burden,
improved emotional and spiritual well-being, increases in health care utilization
aligned with a person'’s goals, preferences, and values, and decreases in non-
beneficial use of health care services. Given the appreciable increase in the number
of individuals living with serious illness, the need to ensure access to palliative care
services, improve clinical education on caring for the seriously ill, and raise awareness
of palliative care is exigent.

In 2019, the Kentucky General Assembly passed legislation creating the Kentucky
Palliative Care Interdisciplinary Advisory Council to determine opportunities to
advance access to palliative care in Kentucky. The inaugural 2020 annual report led
to improvements in the visibility of palliative care in the state, the dissemination of
reputable content on palliative care for health care professionals and consumers,
and the development of a state-wide registry for organizations to self-report
providing access to palliative care services. The 2021 report includes a description
of palliative care, an overview of the 2021 priorities identified by the council, a
description of the value of palliative care for patients, families and the health
care system, and a key recommendation for the state.



Key Takeaways

B There is inadequate access to palliative care in Kentucky. While palliative care
programs are increasing in the state, access is improving too slowly to adequately
support the growing number of seriously ill Kentuckians. According to national registry
data:

* Kentucky receives the letter grade "C" from the Center to Advance Palliative Care
and ranks 40th in the United States for access to hospital-based palliative care.

+ Of the 130 hospitals in Kentucky, fewer than 15 report providing access to
palliative care.

* Only 20 health care organizations in Kentucky report providing palliative care.

+ Palliative care in nursing homes is only available in seven counties in the state.

+ Clinic-based palliative care services are only available in four counties.

+ While home-based palliative care is available in 71 counties, this service is often limited to
individuals in certain health plans.

B Over the past year, the recommendations and work of the council has led to increased
visibility of palliative care. The Cabinet for Health and Family Services created a
webpage with reputable content for health care professionals and consumers on
palliative care. Moreover, the Cabinet created a statewide registry for organizations to
self-report providing access to palliative care.

B Palliative care interventions have been shown to improve clinical outcomes, enhance
satisfaction with health care, and reduce unwanted and non-beneficial utilization of
health care services. Additionally, the COVID-19 pubic health emergency highlighted
the need for more community-based health care and more access to health care
professionals with expertise in pain and symptom management and effective
communication skills for those living with serious illness.

W Scaling access to palliative care, particularly in the community settings is significantly
limited by the lack of sustainable payment options. Consequently, the Kentucky Palliative
Care Interdisciplinary Advisory Council unanimously recommends that Kentucky
establish a palliative care benefit for seriously ill Kentuckians.



Background to the Kentucky Palliative Care
Interdisciplinary Advisory Council

On March 25, 2019, the Kentucky Governor signed Senate Bill 65 establishing the Palliative
Care Interdisciplinary Advisory Council to improve the quality and delivery of patient and
family-centered care throughout the Commonwealth and to advise the Cabinet for Health
and Family Services on matters related to the establishment, maintenance, operation, and
evaluation of palliative care initiatives. This thirteen-member council provides an annual
report with recommendations on advancing palliative care in Kentucky. Additionally, the
Council encourages the dissemination of consumer education that increases awareness
of palliative care and professional education that supports the development of skills and
competencies associated with improvements in care for the seriously ill.

2020 ACCOMPLISHMENTS

The council produced an annual report
that described palliative care and included
recommendations to the General Assembly
and Department for Medicaid Services.

Since the annual report, the Cabinet for
Health and Family Services has:

Created a webpage that provides
reputable content for consumers and
professionals on palliative care.

Developed a registry for organizations

providing palliative care.




Palliative Care: Improving Care for the

Seriously Il

The Center to Advance Palliative Care defines palliative care as
“specialized medical care for people living with a serious illness. This
type of care is focused on providing relief from the symptoms and stress of a serious
iliness. The goal is to improve quality of life for both the patient and the family.

Palliative care is provided by a specially trained team of palliative care physicians,
nurses, and other specialists who work together with a patient's other doctors to
provide an extra layer of support. It is appropriate at any age and at any stage in a
serious illness, and it can be provided along with curative treatment.

Palliative care is often conflated with or used synonymously with hospice care. Unlike
palliative care, hospice care is a prescribed benefit in the Medicare and Medicaid

programs and is limited to individuals living with a terminal iliness who forgo curative
treatment for support from a specialized palliative care team. In short, hospice care is

a type of palliative care for individuals living with a terminal illness.




Understanding the Need For and Impact of
Palliative Care

The health care system often fails the seriously ill. Seriously ill individuals report
experiencing:
Poor communication from health care providers
in the form of conflicting recommendations and
duplicative tests and procedures.
High burden of pain and bothersome
symptoms.

Lower satisfaction with health care services.

Treatment discordant with stated preferences.

Inattention to emotion and spiritual suffering.
+ Feelings of anxiousness, helplessness and

confusion.

Loneliness and isolation.

Inadequate education about disease

progression, care and self-management.

Inattention to the needs of caregivers.




The health care priorities reported by seriously ill individuals include:

+ Maintaining independence for as long as
possible.

+ Care in a community setting; patients rarely
wish to receive care in high acuity settings like
hospitals and nursing care facilities.

+ Expert management of pain and symptoms.

« Attention to emotional and existential needs

that can exacerbate physical health symptoms.
-+ Time with their health care professionals.
+ Recurring conversations about disease
progression.

+ Highly coordinated care.

Value of palliative care for patients and families, payers of health care, hospitals
and health system, and providers:

Patients and Families

Improved quality of life.
Improved satisfaction.
Fewer symptom crises.
Less caregiver stress and
exhaustion.

Reduction in non-
beneficial utilization:
fewer 911 calls, ED visits,
hospitalizations.
Improved advance care
planning.

Improved care
coordination.

Proactive attention to
social factors that
exacerbate poor health
outcomes.

Timely access to hospice
care.

Payers

Improved clinical
outcomes.
Reduction of non-
beneficial
utilization of
health care.

Care in lower cost
settings.

Greater member
satisfaction.
Critical to
population health
strategies.

Hospitals and Health

Systems
Improved clinical
outcomes.
Fortifies health
system loyalty.
Assists with
designations: Joint
Commission,
National Cancer
Institute.

Providers

Improved clinical
outcomes.

Added layer of
support for sickest
patients.

Support with difficult
conversations
around prognosis
and goals of care.




2021 Priorities

The council identified two priorities for 2021 to highlight the most important starting
points for improving serious illness care in Kentucky.

1. POLICY AND PAYMENT ISSUES AFFECTING ACCESS TO PALLIATIVE CARE
While palliative care interventions

have been shown to improve clinical
outcomes, increase satisfaction with
health care, and reduce unwanted and
non-beneficial utilization of health care
services, scaling access to palliative
care in Kentucky has been limited due
to inadequate payment options for
services. Financing for palliative care
services is contingent primarily on fee-for-service billing as there is no palliative
care benefit in Kentucky's Medicare program. Revenue from fee-for-service billing

is insufficient to cover the cost of providing interdisciplinary care in a community
setting to complex patient populations. Consequently, palliative care programs
almost always operate at a financial loss which threatens accessibility to palliative
care services in the future. Moreover, a consequence of the absence of a clearly
defined palliative care benefit is that palliative care interventions take a variety of
forms, varying in clinical models, target populations, and settings of care. Because
of the clinical and financial misalignment between the interdisciplinary approach

of palliative care teams and a fee-for-service payment structure, some states have
established a palliative care benefit in their Medicaid programs to ensure the viability
and sustainability of palliative care programs. A palliative care benefit not only
ensures a path to financial sustainability for palliative care programs, but it reduces
the variation in palliative care services to ensure all seriously ill patients receive high
quality care.



2. HOSPITAL-BASED PALLIATIVE CARE

The best assessment of the adequacy of access to palliative care comes from the Center
to Advance Palliative Care (CAPC). Using hospital registry data, CAPC has assessed
access to hospital-based palliative care programs and provided a grade to states based
on the proportion of hospitals with more than 50 beds that report having a palliative
care team at the hospital. Kentucky ranked 40th in the United States and received
the letter grade “C,’ suggesting much more work can be done to advance access to
palliative care in the Commonwealth. Specifically, of the 130 hospitals in Kentucky, fewer
than 15 report providing access to palliative care.

The research literature on hospital-based palliative
care is compelling. Hospital-based palliative care

programs have been shown to:

Improve experience of care and lower costs of
hospital care.

Ensure expert pain and symptom management by

palliative care teams when other providers might
shy away from providing pain relief in the midst of
the opioid crisis.

Enhance quality of life for seriously ill patients and
their families.

* Improve care coordination for patients and
families dealing with multiple doctors across
potentially multiple health care systems.

Support patients and families faced with complex
decision making.

Provide superior goals of care conversations
(patient wishes and expectations for care across

settings, advanced care planning, etc.).




+ Increase the likelihood of patients transferred from the i

intensive care unit to lower intensity beds.

Improve discharge planning by supporting the
attending physician and discharge planning staff to
efficiently transition patients to settings that meet
patient needs and personal goals for quality of life

(such as home or other non-acute care settings).

Because of the impacts of hospital-based palliative care
programs, the Center to Advance Palliative Care and
American Hospital Association announced a strategic
initiative to support hospitals and health systems

in improving serious illness care. Similar strategic
initiatives at the state level could improve care

for hospitalized Kentuckians living with a serious

illness.




2021 Recommendation

RECOMMENDATION: Kentucky should establish a palliative care benefit in its
Medicaid program.

RATIONALE: While access to palliative care in Kentucky is increasing, it is still
inadequate in meeting the needs of the growing number of Kentuckians living

with serious illness. Moreover, as this report details, the clinical and financial
misalignment between interdisciplinary palliative care teams supporting seriously

ill individuals in a community setting and a fee-for-service payment system that
pays only certain providers on volume threatens the sustainability and scalability

of palliative care programs. A palliative care benefit would both ensure the financial
viability of palliative care programs and reduce variation in palliative care services to
ensure that all seriously ill Kentuckians receive access to high quality health care.
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2021 Recommendation (cont.)

Considerations for creating a benefit that meaningfully improves the lives of the

seriously ill include, but are not limited to:

INITIAL STEPS: There are two advisable first steps.
First, the Cabinet for Health and Family Services should
work with the Kentucky Palliative Care Interdisciplinary
Advisory Council on the considerations for a palliative
care benefit. Second, a significant barrier to electing
hospice care (hospice care is palliative care for
individuals with a terminal diagnosis) is that individuals
must choose between electing hospice care and
continuing curative treatment. Kentucky can remove this
barrier to allow concurrent hospice care and curative
care for all terminally ill individuals, not just pediatric
patients.

Eligibility: how should seriously ill be defined?

Required services and provider types: what are the types of organizations with
the expertise in their workforce to skillfully and expertly support the seriously ill?
Payment for services: what payment options best support seriously ill patients by
creating a path to financial sustainability for palliative care programs that provide
programs the flexibilities required to tailor services to best support the unique
individualized needs of the seriously ill person. Examples include a per-member
per-month payment for supportive palliative care services and enhanced fee-for-
service payments.

Quality and monitoring: What quality measures and outcome measures should
be established to assess the impact of the benefit on patients and the Medicaid
program?




Case Studies Highlighting Impact of Palliative
Care

PATIENT:

Mrs. M is a 79-year-old female with a primary palliative diagnosis of heart failure
with comorbid COPD. She wears 1.5-2L/min nasal cannula support at night and lives
alone with family in the area. She has chronic back pain from numerous surgeries, a
frequent cough, congestion, and shortness of breath. Mrs. M uses a walker for ambulation
and has increasing falls and is now requiring some help with activities of daily living.

PRIORITIES

Mrs. M's main priority is to remain independent, perform her own activities of daily
life, and remain in an environment with social support. Her preference is to avoid any
additional hospitalizations if necessary. Moreover, she wants her pain and symptoms
managed effectively while limiting the role of opiate medications.

PALLIATIVE CARE INTERVENTION

Mrs. M was referred to a community-based palliative care program to effectively
manage her pain and symptoms, reduce the likelihood she would be reliant on the
hospital to manage her medical conditions, and foster her goals to live independently
in the community for as long as possible. The community-based palliative care team is
interdisciplinary and composed of a specially trained nurse, physician, social worker,
and nursing assistant. The interdisciplinary team brings expertise in pain and symptom

management and communication skills with seriously ill patients and families.
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Case Studies Highlighting Impact of Palliative
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IMPACT

The standard way health care is delivered did not work for Mrs. M and, consequently, she
was at the mercy of the emergency department and hospital for support for her medical
conditions. The palliative care team discussed Mrs. M's understanding of her diagnoses
and goals for health care with her. Based on her goals, a plan of care was developed that
focused on maintaining independence, managing pain and anxiety, and avoiding further
non-beneficial hospitalizations. The physician with expertise in effective pain and symptom
management brought her pain to an acceptable level while limiting the use of opiate
medication. Mrs. M completed a Medical Orders for Scope of Treatment document which
brought peace of mind to Mrs. M and elevated her sense of autonomy and independence.
The nurse and social worker provided Mrs. M and her family with education on disease
progression and caregiver support, and developed a plan to increase safety in the home
which included reducing falls risk and installing grab rails in the bathroom. As a result of
the palliative care intervention, Mrs. M's quality of life has increased, she has thrived in the
community setting and is no longer dependent on the hospital for emergent health care

needs.




Case Studies Highlighting Impact of Palliative
Care

PATIENT:

Will is a 16-year-old male with a primary diagnosis of Cystic Fibrosis.

Moreover, he has Type 2 diabetes mellitus and chronic weight loss. Will is on 20 different
prescription medications to manage his conditions in addition to daily nebulizer
treatments and vest therapies. He frequently contracts drug resistant infections, which is
complicated by the number of medications he must take. Will lives with his mother and

three siblings.

PRIORITIES

Will's main priority is to remain independent, enjoy being a "kid” as much as possible, and
not allow his illness to limit what he is able to do. Hospitalizations are draining and scary
to Will, and he hopes to avoid subsequent stays in the hospital. Additionally, Will finds the
number of medications to take daily overwhelming and difficult to keep track of.

PALLIATIVE CARE INTERVENTION

Because of Will's desire for an enhanced quality of life and to stay out of the hospital,

he was referred to a pediatric palliative care program. The pediatric palliative care
program provides care patient's homes and is composed of a specially trained team that
includes a clinical social worker, nurse, nurse practitioner, chaplain and psychologist.
The interdisciplinary team brings expertise in pain and symptom management and
communication skills with seriously ill patients and families. Additionally, the team has

specialization in caring for seriously ill children in community settings.
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Case Studies Highlighting Impact of Palliative
Care

IMPACT

The standard way health care is delivered did not work for Will given his health conditions
and priorities. The palliative care supported Will in a way that improved his quality of

life and enabled him to enjoy being a kid. The nurse provided ongoing education about
disease progression to ease concerns for Will and his family. Additionally, the nurse
skillfully discussed the benefits and burdens of the medications Will was taking. The
social worker facilitated a family meeting among the palliative care team, Will's family and
Will's pulmonology and endocrine teams improving coordination among providers and
adding clarity to the family. The palliative care physician was able to expertly manage
protracted bothersome symptoms for Will. Will's health conditions have stressed his
family's financial resources. The palliative social worker assisted the family in applying

for Social Security income which resulted in increased monthly income alleviating some
financial stress for the family. Additionally, the social worker arranged for other community
resources to support Will including SNAP EBT cards, pandemic EBT cards, identified
donations of a stove and clothing, and found resources to keep the electricity on. Will's
case demonstrates how community-based palliative care teams can make a meaningful

difference in the lives of seriously ill children and their families.
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