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December 14, 2020 

1301h Maine Legislature 
Committee On Health and Human Services 

Maine Hospice Council and Center for End-of-Life Care 
'Wnere Cfia:nee :Jfayyens 

Dear Senator Ned Claxton and Representative Michele Meyer: 

The Palliative Care and Quality of Life Interdisciplinary Advisory Council, established in statute in 2015, functions to 
make recommendations that would improve the quality of life of people living with serious medical illness. 1 This letter is 
in response to a request by the Health and Human Services Committee in March 2020, to provide 
recommendations regarding models of palliative care delivery and sustainable methods of reimbursement. 

Background: 
According to the National Academy for State Health Policy (NASHP), there is increasing awareness of the needs of 

seriously ill patients, many of whom may be in the final stages of life.2 These are patients with complex medical, 
psychosocial and spiritual needs, who often die in hospitals or nursing homes, and consume significant amounts of health 
care resources. Consider that 5% of both Medicaid and Medicare beneficiaries account for 50% of total expenditures.3· 4 

Studies have shown that patients with serious illness experience pain and other symptoms, endure lengthy 
hospitalizations, receive futile and costly treatments, and make decisions about their care without a full understanding of 
their illness and what to expect. s. 6 

Palliative care and palliative medicine are relatively new specialties in medicine. Palliative care is interdisciplinary, 
patient-centered care for individuals and their families living with serious illness. The cornerstones of palliative care are 
excellent pain and symptom management, the integration of psychosocial and spiritual supports, and the opportunity to 
engage in conversations regarding wishes for future care.7 Patients with serious illness who receive palliative care are 
more likely to stay at home, because that's where they prefer to be. Integrating palliative care into the treatments of 
patients with serious illness has been shown to improve health outcomes and quality of life, while lowering costs for high
need, high-cost populations.8· 9 One study of Medicaid beneficiaries with serious illness found that palliative care resulted 
in an average savings of almost $7000 per person when compared to those patients who did not receive palliative care. 10 

Unfortunately, access to palliative care remains a challenge in various populations and geographies across Maine. Our 
own work, through the Palliative Care and Quality of Life Interdisciplinary Advisory Council, revealed that only 27% of 
Maine Hospitals provided access to inpatient palliative care consultation, and most of these services were restricted to the 
more urbanized and populated parts of the state. Access to palliative care in the most rural areas remains mostly 
unavailable. Further, there is very little palliative care delivered in community and home settings which is where most 
patients with palliative care needs can be found.11 And of the programs that do exist in Maine, there is little evidence that 
there is adherence to the Clinical Practice Guidelines for _Qualit Palliative Care 4!h Edition, 12 created and distributed by 
the National Consensus Project for Quality Palliative Care. 

Since inception in 2016, the Palliative Care and Quality of Life Interdisciplinary Advisory Council has determined that 
the barriers to the further growth of palliative care are predominantly 4- fold: 

1. Lack of awareness of the benefits and availability of palliative care on the part of the provider community; 
2. Lack of awareness of benefits of palliative care on part of the consumer and patient community; 13 

3. Lack of workforce capacity. Maine has limited number of credentialed palliative care providers to provide 
specialty-level palliative care. Maine also lacks infrastructure to educate primary care providers in the skills and 
evidence of palliative care; 

4. Lack of reliable and sustainable reimbursement for the interdisciplinary team-based palliative care, described in 
the Clinical Practice Guidelines for Quality Palliative Care, 4'" Edition. 
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Palliative care is patient-centered care for individuals and families living with serious medical illness. Most 
importantly, it is interdisciplinary care, delivered by a high-functioning, highly trained team of professionals, including 
physicians, advanced practice practitioners, nurses, social workers, pharmacists, therapists and chaplains. The goal of 
palliative care is the best possible quality of life for patients and families, with ongoing assessments and interventions to 
manage physical, emotional, social, and spiritual distress related to serious medical illness. These are the core elements of 
standards written into the Clinical Practice Guidelines/or Quality Palliative Care, 4th Edilion. Further, the care embodies 
ethical and infonned decision-making that ensures that all patients receive the type of care that meets their goals, values 
and overall wishes. 

While the early structure of most palliative care programs was hospital-based inpatient consultation, the recent trends 
in program development have been in community and home-based settings. The goal is to identify and engage patients 
further "upstream," in hopes of mitigating suffering and relieving unmet needs "downstream."14 Earlier engagement with 
patients and families allows greater opportunity to avoid crisis, direct patients away from unhelpful emergency room visits 
and hospital stays, and ultimately avoid the costs associated with inefficiencies and lack of preparation. 

A study published in the Journal of Palliative Medicine in 2017 by Lustbader and colleagues described the impact of a 
home-based palliative care program within a large urban ACO. Patients were living at home with congestive heart failure, 
COPD (Chronic Obstructive Pulmonary Disease), metastatic cancer and dementia. Care delivered by a home-based 
palliative care team, when compared to usual care provided a 34% decrease in hospital admissions, a 35% increase in 
hospice enrollment, and an increase hospice length of stay of 240%. This amounted to an overall cost savings of $12,000 
per patient in the last 3 months of life. 15 

We have explored opportunities, at both various state and federal levels, for best practices in program structure and 
affordable models of reimbursement. We have researched materials published the National Academy for State Health 
Policy (NASHP) and the Center to Advance Palliative Care (CAPC). In tenns of palliative care advocacy, these are 2 
organizations that provide national and state-wide leadership in the policies and practices that best serve patients with 
unmet needs. 

NASHP, through funding from the John A. Hartford Foundation, has spent the past 2 years exploring state and 
Medicaid initiatives across the country. It is necessary to make note of 
several documents that they have produced, including Palliative Care: A Primer for State Policymakers, and Advanci11g 
Palliative Care for Adults with Serious lllness: A National Review of State Palliative Care Policies and Programs.16 

These documents are comprehensive and infonnative. They have identified particular policy levers implemented by other 
states advance palliative care. These include: 

1. Adopting regulations that define, standardize and support palliative care delivery; 
2. Implementing palliative care reimbursement policies and quality measures within Medicaid and state employee 

health programs to promote high-value care; 
3. Including palliative care into public health and public education strategies; and 

convening stakeholders to infonn policy and programmatic changes. 17 

In addition, the states of California, Arizona and Colorado have taken meaningful steps in the creation of a Medicaid 
palliative care benefit. Specifically, in 2014, California passed SB 1004, requiring that the Department of Health and 
Human Services "establish standards and provide technical assistance for Medi-Cal managed care plans to ensure delivery 
of palliative care services. 18 Medi-Cal providers are now required to contract with outside community palliative care 
programs, and deliver high-quality palliative care services to qualified patients. As a result of this bill all Medi-Cal 
beneficiaries in all of the state's 58 counties now have access to palliative care. Equally exciting is the fact that established 
palliative care programs can depend on consistent and fair reimbursement for their services. 

There are ongoing efforts to understand the complexities of ideal and fair reimbursement for both high-quality fee-for
service palliative care, with flexibility to be delivered across various settings, including home, ambulatory and long-term 
care. It is clear that the fee-for service model, that only rewards the physician and nurse practitioner contributions, is 
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highly inadequate, and does not support the way palliative care should be delivered A more innovative model that 
rewards the value-added elements of palliative care is required. 

Many of the proposed value--based reimbursement models in discussion today use a monthly case rate, or per 
member per month (PMPM) "bundled" approach for payments to a palliative care program, in exchange for all 
components and contributions to a patient's care.19 We support this, and feel the need to draw attention to the precedent 
provided by the MaineCare Hospice Benefit, as well as that provided by Medicare, in its reimbursement for hospice 
services since 1984.20· 21 

An exciting example of a value-based reimbursement model for palliative care can be explored in the Primary Care 
First/Seriously Ill Population initiative, first introduced by the Center for Medicare and Medicaid Innovation (CMMI) 
in spring 2019, scheduled for roll out in late 2020. 22 Twenty-six geographic regions - including Maine - have the 
opportunity to participate in an innovative palliative care delivery model through a value-based reimbursement lens, either 
in collaboration with primary care practices, or as independent palliative care providers. This initiative is built on the 
work and recommendations of some of our nation's most prominent innovators and experts in palliative care. In 
particular, California's Sutter Health provided home-based coordinated care to more than 2000 seriously ill patients in 19 
urban, suburban and rural counties in California. In the last month of Ii fe, enrolled patients saw decreased hospital days 
by 1361 per l 000 beneficiaries, decreased hospital deaths by 8.2 percent, decreased inpatient payments by $6127, and 
decreased total cost by $5657 per beneficiary.23 

We would like to acknowledge the unusual and challenging times we are all living through. COVID-19 has impacted 
every aspect of our professional and personal lives. It is affecting every single patient and family who we hold close, in 
spite of the forced distance belween us all. As healthcare organizations develop strategies to provide the best possible 
care during these uncertain times, palliative care has a critical role to play. Symptom management, skilled 
communication and care coordination are the cornerstones of high-quality palliative care. There has never been a more 
defining moment in our health care system. There has never been a more critical time for palliative care.24· 25 

Summary and Recommendations: 
Palliative care is a standard of care for all patients and families living with a serious medical illness. Access to high 

quality palliative care in Maine is challenged by lack of awareness by both providers and community members, a lack of 
adequate clinicians trained in palliative care, and lack of adequate reimbursement for palliative care providers striving to 
deliver the highest quality of palliative care services. Therefore, we make the following recommendations for your 
consideration: 

l. Endorse and adopt a definition of palliative care that recognizes the valuable contributions of multiple members 
of an interdisciplinary team, providing care to patients with serious illness, of all ages, in all settings, and meeting 
the standards for palliative care outlined in the National Consensus Project's Clinical Practice Guidelines for 
Quality Palliative Care, 4•h Edition; 

2. Endorse and adopt broad educational initiatives infonning and empowering consumers and patients to the 
availability and value of palliative care; 

3. Endorse and adopt educational initiatives to expand the workforce of providers qualified to deliver high-quality 
palliative care. This include physicians, advance practice providers, nurses, social workers, chaplains, 
phannacists, as well as other professionals with skills applicable to the needs of palliative care patients; 

4. Explore options in funding high-quality patient-centered interdisciplinary care to all MaineCare patients with life
limiting illness. This care can be provided in parallel to disease-modifying treatment. Features of the 
reimbursement model should include: 

a. A focus on predominantly home-based supports and services that are delivered by an interdisciplinary 
team of physicians, advance practice providers, nurses, chaplains and social workers; 

b. A focus on providing interventions that support comfort, quality of life and decision-making that supports 
patients goals and wishes for care; 
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c. Quality metrics that retlect the delivery of care that is high-quality, cost effective and in line with patient 
goals; 

d. Reimbursement to palliative care programs based on a value-based model, likely structured in per
member-per month (PMPM) or bundled payment models; 

5. Consider the integration of palliative care into other value-based initiatives and care-structures as appropriate, 
such as Accountable Care Organizations, Patient Centered Medical Homes, and other care-delivery models that 
might exist. There are programs in Maine who will be participating in CMMI's Primary Care First/Serious Illness 
Program. Exploring lessons learned and linking a pilot to these providers will certainly prove helpful; 

6. Consider organizing a 3-year pilot to explore the community-based palliative care model described in some 
resources provided, capturing important metrics such as quality added and cost savings; 

7. Funding and support for the work of the Palliative Care and Quality of Life Interdisciplinary Advisory Council to 
organize, oversee and support the items described above. 

The Palliative Care and Quality of Life Interdisciplinary Advisory Council appreciates the request from the Health and 
Human Services Committee to engage in dialogue regarding the future of palliative care, as both available and sustainable 
options in Maine. We look forward to continued discussion, in hopes of exploring solutions and opportunities. 

Sincerely, 

Elizabeth Keene, Co-Chair 
Vice President, Mission Integration 
St. Mary's Health System 
96 Campus Avenue #321 
Lewiston, ME 04240 

Lauren Michalakes, MD, Co-Chair 
Palliative Care Physician and Consultant 
11 Salem Street 
Portland, ME 04102 
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