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EXECUTIVE SUMMARY 
 
The indignities of dying 
 
Anyone who has experienced the death of a loved one who suffered from a long-term or serious 
illness before dying can attest that the experience is often one of great emotional anguish for 
both the patient and family. The process of dying often entails a range of difficult decisions from 
weighing curative care against a palliative path, financial and legacy planning, and even 
determining where a patient can—or wishes to—spend their final days. While these 
consequential choices usually require outside expertise to guide the patient or primary 
caregiver, that support is often unavailable or inaccessible, leading to feelings of uncertainty, 
regret, or confusion. And, sometimes, important and impactful decisions are not reached in time 
to be carried out before death, driving downstream consequences for surviving family. Many 
factors contribute to these unfortunate scenarios—a patient’s illness may have advanced 
quickly or limited their decision-making capacity, crucial conversations were never conducted, or 
perhaps support services were not brought in soon enough.  
 
Yet occasionally, families and caregivers report their loved one “died the way they wanted to,” 
indicating the patient felt satisfied with their end-of-life choices most important to them. Dying 
the way one prefers to by actively participating in critical decisions is an accomplishment some 
would label a “dignified death.” And is this not what we would want for ourselves and, indeed, 
for all Carolinians? Which begs the questions, what makes a “dignified” death and how do we 
create that opportunity for everyone?  
 
CaroNova believes that dying with dignity means treating the patient as an individual and 
providing the appropriate support necessary for a patient or caregiver to actively reason and 
make decisions around their own end-of-life care. CaroNova also believes that all Carolinians 
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deserve the right to die with dignity, and that providers and payors in North and South Carolina 
are both interested in improving end-of-life outcomes. Healthcare professionals can coordinate 
appropriate resources and remove barriers limiting patients and caregivers from taking a more 
active role in decisions—medical or otherwise—to meet the patient’s expectations of what a 
“death with dignity” means for them. Payors can create a reimbursement structure that supports 
efficient utilization of services—customized to the individual—for greater patient and provider 
satisfaction. By bringing together key stakeholders like providers, payors, and patients to 
identify and enable common goals around end-of-life care for the seriously ill, CaroNova has an 
opportunity to reimagine a system that is inclusive, patient-centered and delivers better 
outcomes.  
 
Building dignity into dying 
  
The traditional approach to treating patients with serious illnesses–while well intentioned–
misses the mark on several critical spots along the continuum of care and often results in a poor 
experience and inequitable end-of-life care. Broadly, these misses include failure to consider 
patient preference around curative care versus quality of life and thoroughly and consistently 
helping patients prepare for end-of-life decisions. These choices may include treatment but may 
also extend beyond conventional medicine and integrate the wide-array of support services, 
such as spiritual care, that allow a patient to die best-prepared and with dignity. When patient 
wishes are overlooked, patients and caregivers often experience lower satisfaction with care 
and quality of life, exhaust limited resources on treatments that do not align with goals and fail to 
have personal affairs in order that could impact family members downstream. A new approach 
is needed: one that provides a holistic suite of support services, allows patients and caregivers 
an opportunity to understand and participate in decision-making, and is sustained by a strategic 
reimbursement model.  
 
Building a new model that takes a comprehensive approach to serious illness and end-of-life 
care will ensure that all patients have an opportunity to make decisions that protect their own 
and family interests. Inequities in end-of-life care are pronounced and have the potential for 
generational impact; for instance, people of color are more likely to die without having a will or 
financial wealth transfer plan, as just one example. CaroNova believes that all patients and 
caregivers in the Carolinas should have unhindered access to a holistic system of care to 
maintain health and quality of life, and support their goals beyond simply curative care options, 
even in their final days.  
 
To achieve this vision, CaroNova is looking beyond traditional practice to shape a new set of 
services for patients with serious illness, taking into consideration a broad range of support for 
both patients and their family or caregivers. And while the moral case for ensuring North and 
South Carolinians die with dignity is clear, only a viable business case will bring this vision to 
light. Piloting this model and a payment structure to ensure its sustainability will demonstrate 
that high-quality, patient-centered care for serious illness is both feasible and a smart business 
model. 
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BACKGROUND 
 

How we got here 
 
Over the last three years, CaroNova met with more than 200 stakeholders to understand the 
fundamental challenges facing patients and families living with serious illness in the Carolinas. 
Stakeholders agreed that good physical, psychological, and spiritual care for patients with 
serious illness is available in the Carolinas, but only in pockets.  
 
Through interviews, focus groups, and a landscape analysis, CaroNova concluded that the 
current standard of care for patients with serious illness is an inconsistent mix of curative care 
and symptom management–often with little relevance to patient goals. The needs of patients 
with serious illness evolve with their disease progression, personal acceptance, and time. In the 
traditional fee-for-service model, providers struggle to consistently identify patients who would 
benefit from early palliative care services, provide continuous care across settings, and fully 
empower patients and their families in the decision-making process. As a result, patients are 
often confused about how to maintain the health they have, uncertain what their care will look 
like at the end of life and distressed about the current or future state of their legal and financial 
affairs.  
 
Determining a path forward 
 
CaroNova has coalesced the findings from the research and discovery phase to develop a 
recommended framework for comprehensive palliative care for serious illness. The framework 
serves as the backbone of a model care pathway (Table 1) which we aim to pilot in 2023. The 
framework includes four elements key to ensuring high-quality end-of-life care for patients and 
their families: (1) crucial conversations among care teams and patients, including those about 
patient goals of care (2) support services, such as care transitions coordination and education 
for informal caregivers (3) planning services, including estate planning and (4) care delivery 
supporting around-the-clock symptom management. The framework builds on aspects of 
current palliative care practices and forms the basis for a fully integrated model of holistic 
supports we call comprehensive palliative care (CPC). 
 
As patients navigate a severe illness with a high likelihood of death, the traditional palliative care 
model does not suffice. While elements of good end-of-life care are available in the Carolinas, 
they are seldom provided consistently and concurrently. The result is a fragmented system of 
care that fails to highlight patients’ needs and wishes. CPC provides a fully rounded system of 
care with the integration of clinical care and non-clinical supports. From financial and estate 
planning to family counseling, CaroNova expects a CPC approach will improve patient 
satisfaction and health outcomes, as well as help close the growing racial wealth gap. Given the 
racial disparities in end-of-life planning, in addition to poor clinical outcomes for patients with 
serious illness in the Carolinas, CPC has industry-defining potential.  
  
CaroNova commits to directly address the sensitive topic of end-of-life planning by leveraging 
the perspectives of those delivering and those receiving serious illness care. The following 
recommendation report outlines a model of care that promotes judicious use of resources and 
improved patient and provider satisfaction. CaroNova’s ultimate goal, through the development 
and piloting of the CPC, is to ensure the dignity of Carolinians suffering from serious illness 
while lessening the burden of end-of-life decisions. The report is informed by the perspectives of 
those delivering and receiving serious illness care across the Carolinas.  
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Serious Illness Care Continuum and CaroNova’s Active Spaces 
 
Diagram A 
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UNDERSTANDING THE PROBLEM 
 

Defining and contending with serious iIlness 

 

Serious illness touches an estimated 80 million patients and informal caregivers nationwide.1 2 
Patients with a serious illness have a health condition that carries a high risk of mortality and 
either negatively impacts their daily functioning and quality of life, or excessively strains 
caregivers.3    
 
By one estimate, per capita healthcare costs in the last three years of life are nearly $160,000 in 
the United States.4 Despite the collective, decades-long investments made in modern, cutting-
edge healthcare, patients with serious illness are not reaping the benefits. Even the addition of 
palliative care, for pain and symptom relief alongside or following curative treatment, continues 
to fall short of patient needs. Patients report feeling confused and helpless,5 face hospital 
readmission,6 7 and do not consistently receive the end-of-life care they prefer.8 Meanwhile, 
unclear end-of-life decisions disempower families, creating conflict and anxiety.9 This should not 
be the outcome for any patient or family after a poor medical prognosis.  
 
Current gaps in serious illness care services 
 
Care for patients with serious illness is concentrated in large hospitals, creating barriers to 
access. Patients in the Carolinas have less access to palliative care than in other states, and 
that which is available is mostly limited to larger (300+ bed) hospitals in urban areas.10 11 
Patients and their families in the Carolinas also want financial and estate planning services 
along with emotional support that is seldom reimbursed by payors in fee-for-service, hospital-
based models.  
 
Currently, depending on the prognosis, patients with serious illness typically receive curative 
treatment alongside supportive symptom management that is known as palliative care.a 
However, several major barriers limit the potential of palliative care as delivered. First, 
numerous diagnoses are considered a serious illness and broaching the topic of end-of-life care 
can be viewed as giving up on the chances of recovery, both of which slow identification of 
qualifying patients. Second, most models of palliative care do not include clinical interventions 
that are integrated and coordinated across the pre-acute, acute, and post-acute care phases of 
a patient’s journey. Palliative care improves patient quality of life while reducing time spent in 
the hospital; conversely, emphasis on hospital-based palliative care reduces its impact. Third, 
throughout the patient’s illness, informal caregivers do not routinely receive specific services 
focused on their needs. As the primary support system for a patient, the wellbeing and 
knowledge of their families and informal caregivers is indispensable. Fourth, the shortage of 
payment models for the non-billable services integral to supporting palliative care greatly limits 
their use. Instead, poor reimbursement for typically non-revenue generating services, such as 
caregiver and patient education, leads many health systems to restrict their investment in the 
full range of vital palliative care services.124  
 
The current standard of care fails patients with serious illness, Black patients especially. Most 
Medicare patients indicate prefer not to die in the hospital or receive intensive care, such as 
mechanical ventilation, yet a disproportionate share of Black patients die under these 
conditions.13 14 Even if some Black patients prefer to die in the hospital, much lower rates of 

 
a Palliative care focuses on providing patients relief from pain, other symptoms, and the stress of serious illness. 
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advance care planning15 suggest an opportunity to close gaps in the quality of care for Black 
patients with serious illness. Re-designing delivery of palliative care is an opportunity to improve 
outcomes for all Carolinians while further boosting the care afforded to these patients. 
 
Scanning the serious illness care continuum for opportunities, expanding the scope and 
accessibility of palliative care emerges as a logical and viable opportunity for CaroNova to make 
an impact. Given palliative care’s role from the crisis stage to the transition to hospice services 
and, eventually, the end of life, palliative care with wraparound services carries immense 
potential. An expansion of palliative care services could not only produce better, but also more 
equitable, outcomes.  
 
Leveraging palliative care services to support serious illness 

 
Palliative care focuses on providing patients relief from pain, other symptoms, and the stress of 
serious illness. The goal is to improve quality of life for both patients and their loved ones.16 The 
hallmark of palliative care is a specially trained, interdisciplinary team including physicians, 
advanced practice providers, nurses, social workers, and others who have expertise in 
communication techniques and management of pain and non-pain symptoms.  
 
Researchers have demonstrated the efficacy of palliative care in multiple care settings. Hospital 
palliative care has demonstrated improved outcomes including reduction in 30-day 
readmissions, deaths in the intensive care unit, inpatient mortality, hospital length of stay and 
total cost of care.17, 18, 19, 20, 21, 22 In skilled nursing facilities (SNFs), palliative care can decrease 
burdensome hospital transfers, and ensure death occurs in more comfortable settings such as 
hospice or the home rather than the nursing home, as well as increase documentation of 
advance directives and use of hospice.23, 24, 25, 26 In office- and home-based settings, palliative 
care can decrease pain, anxiety, depression and total cost of care as well as increase use of 
hospice, hospice length of stay and survival.27, 28, 29, 30, 31, 32 Documented positive caregiver 
outcomes include lower rates of depression and complicated grief.33  
 
Practitioners can gain formal recognition for offering standard palliative care services. The Joint 
Commission and the Accreditation Commission for Health Care uses the National Consensus 
Project for Quality Palliative Care guidelines to certify hospital inpatient and community-based 
palliative care, respectively.34 35 The National Consensus Project outlines standards for palliative 
care across eight domains: (1) structure and processes of care (2) physical aspects of care (3) 
psychological and psychiatric aspects of care (4) social aspects of care (5) spiritual, religious 
and existential aspects of care (6) cultural aspects of care (7) care of the patient nearing the end 
of life and (8) ethical and legal aspects of care.36  Additionally, the California Advanced Illness 
Collaborative Consensus has minimum standards for community-based palliative care.37 As is 
the case for many standards, however, the resources and structures to fully achieve palliative 
care principles are not available everywhere. 
 
Currently, palliative care is available in 72% of U.S. hospitals with greater than 50 beds and 
94% with more than 300 beds.38 Despite the increasing presence of palliative care teams in 
acute care hospitals, the availability of clinical palliative services vary by region and tax status of 
the hospital. By contrast, community-based palliative care services are far less prevalent, a 
recent report describing fewer than 900 programs across the United States.39  
 
Several states have explored new and reimbursable models of palliative care with some 
success. The California Health Care Foundation has piloted reimbursement for services—
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including caregiver needs assessments and around-the-clock symptom management—that 
exceed the statewide palliative care standards. An early evaluation of this model demonstrates 
its promise for meeting patient needs, thereby potentially reducing avoidable utilization.40 
Similarly, a model in Arizona expands the definition of palliative care to include both hospital 
and community settings.41 Efforts in California and Arizona provide real-world evidence that re-
envisioning palliative care is not only necessary but possible. Yet because California and 
Arizona have a lower percentage of rural residents and healthcare markets that differ from the 
Carolinas, the context for palliative care redesign is sufficiently distinct to design a model 
specific to this region.42 43 
 
Our theory of change: a comprehensive approach to palliative care for serious illness 

 
With patient goals and caregiver input at the forefront, CaroNova has engaged experts in 
healthcare delivery and finance to identify how to improve the current state of care for patients 
with serious illness. CaroNova’s aim is to design a model for comprehensive palliative care in 
the Carolinas. Offering CPC as a flat case rateb within an alternative payment infrastructure will 
render it financially feasible to provide more of the services that improve quality of life and the 
ability to die with dignity for patients – services like family and caregiver supports, case 
management, mental health, and spiritual services – regardless of how much and by whom they 
are traditionally reimbursed in a fee-for-service model.   

 
 
  

 
b A flat fee paid for all healthcare services delivered to a patient based on their diagnosis, or other characteristic. 
Compare this to fee-for-service, in which different services a patient may need are paid for at variable, individual 
rates. 
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A FRAMEWORK FOR CHANGE 

 
Understanding the problem: building a framework 
 
Beginning in 2019, CaroNova led a multiyear discovery process that included literature reviews, 
an analysis of philanthropic grantmaking for the care of patients with serious illness in the 
Carolinas, and more than 200 key informant interviews. The purpose was to better understand 
the gaps and opportunities in the Carolinas. This led to the development of a framework for 
comprehensive palliative care for serious illness (Diagram B).   
 
A common table for change: the topic action team 
 
CaroNova is working to ensure the components of the framework can be executed through a 
care model that is viable and aligns financial incentives. CaroNova convened a topic action 
team (TAT) comprised of clinicians, payors, hospital administrators, and patient and caregiver 
advocates from across the Carolinas to refine the framework. CaroNova worked with the TAT to 
outline the key services for care of patients with serious illness and a mechanism to pay for 
those services.  
 
The opportunity for change 
 
Pending Advisory Board approval, CaroNova will pilot the new care model and enlist 
sustainability partners (payors committing to support the model if the pilot sufficiently improves 
patient outcomes and utilization and providers willing to test the model). Once sustainability 
partners are identified, CaroNova will identify a philanthropic partner to cover the cost of the 
pilot, minimizing risk to payors and providers involved.   
 
CaroNova will work with payors to pre-determine the necessary outcome targets to ensure long-
term sustainable payment. These partners will follow the pilot and monitor the progress of these 
metrics. If the pre-determined metrics are met during the pilot, the sustainability partners will 
adopt the CPC model as an ongoing payment mechanism. By engaging stakeholders and 
adhering to CaroNova’s seven-step innovation process, CaroNova is designing and testing how 
a comprehensive approach to care for patients with serious illness could function in the 
Carolinas. 
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Comprehensive palliative care for serious illness framework 
 
Diagram B 
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A COMPREHENSIVE PALLIATIVE CARE MODEL PATHWAY 
 
Modelling the right care pathway 
 
The following care pathway (Table 1) incorporates evidence from the scientific literature and 
insight from the TAT to describe the recommended services for the CPC pilot. The CPC model 
will be reimbursed at a fixed case rate. Doing so will offer latitude to deliver services that are 
difficult to justify with traditional fee-for-service payments.  
 
The CPC model care pathway includes five steps: (1) identifying appropriate patients (2) crucial 
conversations and planning (3) symptom management (4) care coordination and (5) 
transitioning to recovery or end of life.  
 
Table 1 

CaroNova’s CPC Model Care Pathway 

Pathway Step Key Resources 

Identifying patients  Setting: Inpatient, Specialist, primary care, or outpatient settings  

Services provided: Patients engaged based on disease state, prior 6-
month inpatient utilization, and functional status 

Conducting crucial 
conversations & 
planning  

Setting: Outpatient provider office, nursing facility or home or virtual 
setting 

Services provided: Prognosis and goals of care conversation support, 
legal planning, patient and caregiver education, connection to 
caregiver support groups 

Managing patient 
symptoms 

Setting: Home, skilled nursing facility   

Services provided: 24/7 nurse access, mental health therapist 
access, pastoral care access, respite care for family caregiver (as 
needed), medication management, patient and caregiver education 

Supporting and 
coordinating care 
transitions 

Setting: Home or other care setting (pre-acute, acute, or post-acute 
settings)  

Services provided: Clinical information sharing; discharge planning 
support; arrangement of transport, food, activities of daily living 
(ADLs) and instrumental activities of daily living (IADLs) supports; 
medication management; patient and caregiver education 

Transitioning 
patients to recovery 
or end of life 

Setting: Inpatient, inpatient hospice, or other appropriate treatment 
setting 

Services provided: Communication and implementation of patient end 
of life goals, hospice education, care transitions support, grief 
counseling, patient and caregiver education 

 
The following section describes each pathway step and: 1) a summary of the evidence 2) 
proposed services 3) in what setting the services should be provided and 4) who should provide 
the services.  
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Identifying patients for comprehensive palliative care 
 
The evidence 
 
Identifying appropriate patients for palliative care presents a challenge.44 Balancing early 
recognition and intervention with timely clinical resources is imperative to the success of any 
care model. Published studies vary in their selection criteria for palliative care, ranging from 
disease agnostic and disease specific criteria, to the “surprise question,”c and health claims-
based algorithms. 45 46 47 48  49 50 Additionally, much of the literature focuses on specific patient 
populations and care settings, such as patients with dementia in skilled nursing facilities, 
patients with heart failure in an outpatient clinic or patients with a cancer diagnosis in acute 
care. 51 52 53 
 
The CPC recommendation 
  
The CPC model includes standard patient inclusion criteria for supportive services and palliative 
care, enabling payors and providers to identify patients who can benefit from these services 
more easily. After reviewing partner data, the TAT determined that patients with a 40% chance 
of mortality within one year are ideal for CPC. Those patients typically suffer from severe 
disease but maintain enough life expectancy to benefit from palliative care symptom 
management paired with support for planning conversations, transitions of care, and patient and 
family education. The TAT identified three data points to capture patients with a 40% chance of 
mortality in a year (Table 2). Combined, the measures provide flexibility while generating a 
population large enough to test an alternative payment model with the rigor required for payor 
buy-in. 
 
Unlike most palliative care, which is based in hospitals, CPC focuses on identifying patients 
soon to return or already returned to living in the community. An eligible patient may have 
recently been discharged from the hospital or was last hospitalized within the last six months 
and will have one or more of the conditions and functional impairments in the table below. The 
CPC inclusion criteria will serve as a trigger for the patient’s physician or relevant specialist to 
consider referral to the palliative care team. Payors may also run the inclusion criteria algorithm 
on their populations and notify providers of eligible patients. Prior to referral to the CPC model, a 
physician will evaluate whether each patient is a good fit based on high-risk of an emergency 
department visit due to poorly controlled symptoms, as well as a lack of documented end-of-life 
preferences. 
 
Key Resources 

- Staff: PCP, specialist, palliative care specialist 
- Setting: Outpatient or inpatient  
- Data needed: Electronic health record (EHR) clinical and utilization data 
- Services provided: None 

 
 

 

 

 
c Surprise question: "would you be surprised if the patient died in the next 12 months?" If the answer is "no" then the 

patient would be considered eligible for palliative care services. 
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Table 2 

Preliminary Inclusion Criteria for Comprehensive Palliative Care Model 

Disease Stated   Utilization   Function   

1. COPD w/ Home Oxygen   

2. End-stage renal disease   

3. Chronic Kidney Disease   

4. Advanced Dementias   

5. Advanced Chronic Heart 

Failure   

6. Advanced Liver Disease   

7. Neurodegenerative 

Diseases (ALS, Parkinson’s, 

Stroke, etc.)   

One hospitalization in the last 

6 months   

Functional impairment as 

evidenced by a claim code for 

1 of the following in the last 6 

months:   

1. Home Health   

2. Skilled Nursinge   

3. Specific Durable 

Medical Equipment 

(DME) codes   

(For more details, see Appendix A – Disease Selection Rationale for Serious Illness Pilot.) 

 
Crucial conversations and planning for patients and caregivers 
 
The evidence 
 
Palliative care teams excel at crucial conversations, with sensitive patient communication being 
a core palliative care competency. However, when palliative care is provided within a hospital 
on a fee-for-service basis, competing priorities render dedicated time for end-of-life planning 
and education both difficult and less timely.54 Additionally, the full range of conversations that 
benefit a patient, including estate planning, are not traditionally covered in a medical context. 
Such planning conversations have been shown to increase patient knowledge, improve 
satisfaction, and, in some studies, advance positive health outcomes while reducing costs of 
care.55  
 
Crucial conversations are particularly important for populations most likely to die without a will. 
When a patient dies without a will, the value of their estate often diminishes as it is split among 
multiple family members. According to a recent legal review, if more populations who die have 
wills and estate plans, then “over time, the gap between the haves and the have-nots may 
decrease.” 56 
 
The CPC recommendation 
 
By conducting patient and caregiver education, as well as end-of-life planning in an outpatient 
setting, CPC makes it possible to dedicate more time to the discussions that will impact patient’s 
ability to die with dignity and have the potential to impact family financial stability, potentially for 
generations to come. Once a patient is enrolled in the program, the core CPC team will work 
with the patient and their family to develop and document goals of care, including end-of-life 
plans, in the EHR. The patient will also have dedicated support for appropriate legal planning 
(financial or estate) as part of the care model. CPC emphasizes education for both the patient 
and their family about the importance of planning conversations, the role of the patient’s care 
team, the difference between palliative and hospice care, as well as referrals for spiritual care, 

 
d Possible areas for expansion include cancer with a poor prognosis. 
e See Resources section for caveat about nursing facilities. 
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mental health, and continued medication and symptom management. Critical to success is the 
integration of non-traditional care partners into the system from faith-based and other local 
community-based organizations. 
 
Key Resources 

- Staff: Core team (physician or nurse practitioner with palliative care certification, nurse, 
social worker) and partners (mental health provider, chaplain, legal consultant) 

- Setting: Outpatient provider office, nursing facility, or home 
- Data needed: EHR clinical data 
- Services provided: Prognosis conversation, goals of care conversation support (e.g., 

advance care directives), legal documentation planning (e.g., financial or estate 
planning), caregiver education (e.g., on hospice) and connection to caregiver support 
groups, community groups (e.g., faith-based organizations) 

 
Managing patient symptoms 
 
The evidence 
 
Published studies have demonstrated the efficacy of palliative care in improving pain, anxiety, 
depression among other symptoms.57 58 59 When patients avoid medical crises due to poorly 
managed symptoms, their quality of life is improved, and their families benefit as well. 
Supportive care also improves caregiver depression symptoms and complicated grief.60 
 
The CPC recommendation  
 
The goal of the CPC model is to proactively manage physical and psychological symptoms 
before they require hospitalization. The clinical team will have palliative care physician oversight 
and provide 24/7 access—in person, audio-video, or telephonic—to a nurse with specific 
training in palliative care. The palliative care nurse will guide the patient through managing 
medications and challenging symptoms, as well as warning signs for when to seek acute care. 
The interdisciplinary care team will address the emotional and psychological impacts of serious 
illness on the patient and their family without the constraints of a hospital-centric, fee-for-service 
model. The nurse or social worker will also ensure the patient and caregivers are informed and 
receive the mental health, respite care, and spiritual supports available through CPC.  
 
Key Resources 

- Staff: Core team and partners 
- Setting: Home, skilled nursing facility   
- Data needed: EHR clinical data 
- Services provided: 24/7 nurse access, mental health therapist access, pastoral care 

access, respite care for family caregiver (as needed), medication management, patient 
and caregiver education 

 
Supporting and coordinating care transitions 
 
The evidence 
 
Frequent transitions across care settings at the end of life add to the physical and emotional 
distress of patients and their loved ones, while increasing the cost of care.61 Documenting 
patients’ goals of care and optimizing symptom management in non-acute care settings reduces 
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unnecessary and unwanted transitions of care.62 63 Furthermore, practitioners are increasingly 
emphasizing the need to include care transition support as a component of high-quality 
palliative care.64  
 
The CPC recommendation  
 
A patient receiving CPC may be hospitalized for an unavoidable reason, such as an overnight 
procedure that is part of their disease-specific treatment goals. At the point of transfer to and 
from a hospital for a CPC-enrolled patient, a dedicated care transition specialist will facilitate 
communication among providers across the continuum by sharing clinical information and 
assisting in discharge planning, including medication reconciliation. The specialist will also 
ensure the patient is equipped with the education, food, medication, transportation, and needed 
support for activities of daily living or instrumental activities of daily living (ADL/IADL) required 
for their successful transition back to the community and maintaining their health. 
 
Key Resources 

- Staff: Core team 
- Setting: Hospital, home, skilled nursing facility  
- Data needed: Admissions, discharges, and transfers (ADT) feed, EHR clinical data, and 

other care coordination platform 
- Services provided: Clinical information sharing; discharge planning support; 

arrangement of transport, food, and IADL/ADL supports; medication management; 
patient and caregiver education 

 
Supporting both outcomes: recovery and end of life 
 
The evidence 
 
For patients with serious illness whose prognosis declines, engaging early in planning services 
improves patient preparedness for death. In a survey conducted for the Arizona Hospital and 
Healthcare Association on end-of-life issues, over 90% of respondents indicated that “getting 
finances in order” was critical in dealing with their own death.65 Beyond finances, end-of-life 
discussions about care goals and expectations are associated with patients spending less time 
in an intensive care unit (ICU) and more time receiving care to promote comfort. Risk of major 
depressive disorder for the remaining close family members also declines. 66  
 
The CPC recommendation 
 
At regularly established intervalsf the care team’s palliative care physician will re-evaluate the 
patient to determine whether they continue to need CPC services. Patients who stabilize will 
transition from the program with their care goals documented and their legal planning more 
complete than before they started CPC. Patients whose health deteriorates may choose to end 
curative treatment or choose more aggressive treatment to prolong their life. Regardless, the 
patient and family will drive the decision, with input from their care team.   
 
Given documented end-of-life goals, the patient and their family will receive services addressing 
the emotional and spiritual toll of approaching death. As a patient nears the end-of-life, the care 

 
f Payor and Provider alignment on frequency of re-evaluation of patient eligibility for services will be determined in 
the payment model design phase. 
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team will enact the patient’s end-of-life decisions, reinforce previous education about end-of-life 
care, and provide transition support if the patient progresses to hospice care.  
 
Key Resources 

- Staff: Core team and partners (chaplain, mental health provider) 
- Setting: Inpatient, outpatient, virtual  
- Data needed: ADT feed, EHR clinical data 
- Services provided: Communication and implementation of patient end-of-life goals, 

hospice education, care transitions support, respite care, grief counseling, patient and 
caregiver education 
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A PLAN FOR SUSTAINABILITY 
 
Defining bundled payment 
 
A bundled payment is a fixed reimbursement for a patient’s care (in contrast to fee-for-service 
payments, which are reimbursements for the individual services that are part of that care). 
Unlike capitated payments, which reimburse for all the patient’s care, bundled payments are for 
the care received for a specific diagnosis.67 Performance payments can complement the 
bundled case rate to incentivize high-quality, cost-effective care. The bundled payment 
proposed below will be a case rate from a payor to a healthcare provider to reimburse the range 
of employed or contracted physicians, nurses, social workers, lawyers, and therapists who 
deliver the services covered. 
 
The advantage of bundled payment for providers 
 
While hospitals, nurses, and physicians optimize patient health based on clinical considerations, 
financial concerns are inevitable. These financial constraints can stymie additional services 
providers might recommend. With bundled payment, traditionally non-reimbursed services 
become feasible to offer all patients who need them given the costs are rolled into one case 
rate. Additionally, a bundled payment can incentivize quality standards, such as symptom 
control and the rate of patients with end-of-life care goals documented, facilitating greater 
patient choice and quality of life. 
 
The advantage of bundled payment for payors 
 
Payors seek to reimburse providers for making the best use of available resources to maximize 
patient health and wellbeing. Bundled payment enables payors to manage costs of care that 
might need to span beyond traditional care environments, given all care by certified providers is 
part of the same case rate. Additionally, bundled payment allows payors to share financial risk 
with providers responsible for maximizing the quality of patient care within an established case 
rate.  
 
Principles for a successful CPC bundle 
 
The advantage of a CPC bundle pilot is the opportunity to establish how the principles of 
bundled payment translate to palliative care practice in the Carolinas. The CPC bundle is 
designed to demonstrate positive patient outcomes and cost savings. A comprehensive 
payment mechanism enables more coordinated end-of-life services which improves overall 
value to payors, providers, and patients alike. The CPC bundle creates the flexibility providers 
and payors need to demonstrate how higher quality, more coordinated care can yield savings. 
The ability to generate these savings alongside improved care outcomes will be integral in 
deeming the pilot a success. This will take partnership between providers and payors to identify 
the right combination of services, payments, and patient populations. For example, trigger 
payments may need to be considered for more complex patients, which would initiate a new 
level of bundle participation. All these considerations are to be reviewed and assessed in the 
development of the bundle pilot.  
 
Bundled payment, however, requires more trust and shared risk than the traditional fee-for-
service model. Under the right conditions, bundled payment produces higher quality, more cost-
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effective care. CaroNova consulted with several experts in healthcare reimbursement on 
requirements for a successful CPC bundle (Table 3) and, in turn, a successful pilot.  
 
Table 3 

Core CPC Bundle Requirements 

Requirement If not met… 

A large population must be eligible for the 
bundle 

Costly outliers erase evidence of positive return 
on investment (ROI) from program evaluation 

The patient population must have 
homogenous palliative care needs 

The per-patient cost of CPC could consistently 
exceed the case rate  

The costs of care from a multi-disciplinary 
team must be accurately forecast 

Inadequate patient access to necessary services  

Agreed-upon performance payments to 
incentivize high-quality care68 

Positive ROI results from inadequate care as 
opposed to more appropriate utilization 

Clinicians must have access to timely 
clinical and utilization data 

Clinicians cannot manage their patients closely 
enough to provide quality care within the case 
rate 

 
 
An alternative payment model for consideration 
 
Capitation: per member, per month (PMPM) payments 
 
The inherent complexities involved in managing populations with serious illness may require an 
alternative payment model that utilizes capitation as opposed to bundling services. Functioning 
as a fixed amount of money per patient per unit of time paid, this methodology may allow for 
greater flexibility in care delivery for providers and patients. Capitated PMPM payments may 
also prove more acceptable to payors while providing improved reimbursement for sustainable 
palliative care structures and services. Recent research has identified potential capitation 
models for patient and caregiver support for serious illness (PACSSI). Initially, Centers for 
Medicare & Medicaid Services (CMS) rejected PACSSI models, citing concern that the model 
may pay out more for shared savings early on, but less later due to the model’s broad grouping 
of patients69. Given this feedback, researchers designed a new flex version of PACSSI with the 
same objectives of CPC while addressing the payor concerns on savings and dividing patients 
into two tiers of complexity, dubbed PACSSI-Flexible (PACSSI-F)70. 
 
Patients enrolled in CPC would benefit from a potential PMPM model allowing for differentiation 
of complexity to ensure that patients’ needs were met individually. The ability to stratify patients 
would grant providers the flexibility to allocate resources to patients with the greatest need.  
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CARONOVA’S RECOMMENDATION FOR MOVING FORWARD 
 
A chance to lead  
 
Developing a new model of care for patients with serious illness, and the incentive structure to 
support the model, creates a catalyst to align leaders across the Carolinas in pursuit of better, 
more equitable systems of care. The current standard of serious illness care drives poor 
outcomes, low patient and provider satisfaction, and continued racial disparities in end-of-life 
outcomes.71 A pilot of CPC with an alternative payment model will position the Carolinas to lead 
the nation in creating a financially viable alternative to the current system of care for those with 
serious illness. 
 
In the CPC pilot, CaroNova will identify payor and provider partners to help validate the new 
preliminary clinical inclusion criteria along with the proposed standard of care for patients with 
serious illness. A program evaluation will test (1) the ability of the model to generate savings 
while improving quality of care and (2) the feasibility of implementing and scaling the model for 
payors and providers. 
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PROGRAM EVALUATION 
 
Throughout the pilot, CaroNova aims to demonstrate that the CPC model (1) improves care and 
quality of life for patients and their families (2) prevents patients from cycling in and out of the 
hospital at the end of life (3) improves patient preparedness for death and (4) increases patient 
and provider satisfaction. The full range of requirements for a successful implementation of the 
CPC model will become clear from the experience of participating clinicians and administrators. 
The following section describes, for each desired outcome, a proposed measure of achieving 
that outcome and the available data.  
 
Improved quality of life for patients and their families 
 
An outcome of CPC participation for patients is improved quality of life in the form of more 
physical comfort and less emotional distress. Reduced emotional distress is also expected for 
the families of patients receiving CPC. This outcome is expected to be due to the management 
of patient symptoms, as well as the early education and planning services provided.  
 
CaroNova will measure improved quality of life for patients and families separately. In both 
cases, the measures will include symptom control, as well as mitigating anxiety, depression, 
and caregiver burnout. The measurement tools will draw from valid, reliable questionnaires that 
are either already in EHRs, added to EHRs, or collected directly and stored in a secure format 
other than the EHR.72  
 
Appropriate utilization 
 
A second outcome of CPC participation for patients is that their symptoms are less likely to 
escalate to the point of requiring hospitalization or ED visits. Three aspects of the care model 
will drive this outcome: (1) easy access to a nurse who can help manage pain and symptoms 
and assist with care transitions (2) easy access to a mental health counselor for emotional 
difficulties and (3) education about when to seek emergency care. 
 
Measuring appropriate utilization will require several data points, including how inpatient or ED 
costs for patients receiving CPC compare to what they might otherwise have been. This could 
be achieved by comparing CPC patient total costs of care after enrollment to costs for the same 
patients before enrollment.73 An important balancing measure will demonstrate shifting towards 
appropriate utilization. 
 
A healthcare insurance SME consulted for this report suggested measuring wait time for 
connection to outpatient services or for nurse contact. This measure can demonstrate that 
repeat avoidable hospitalizations are not from care rationing but because care is delivered in 
more appropriate locations. To measure appropriate utilization, CaroNova will review inpatient 
and ED claims data as well as clinical data from existing or newly constructed measures in 
EHRs. 
 
Improved patient preparedness for death 
 
A third outcome of CPC participation for patients is a finalized will, documented and respected 
end-of-life preferences and more time in hospice instead of the ICU. Reimbursement will 
incentivize dedicated support for legal and estate planning, goals of care conversations, and 
end-of-life documentation. 
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Measuring patient preparedness for death will take two separate approaches, one to address 
planning and the other to address utilization patterns. Given the known disparities in end-of-life 
planning by race, this approach will compare the rate of documented advance care plans, do 
not resuscitate (DNR) or portable medical orders (POLST) for pilot-enrolled patients by race 
both before and after enrollment. The second approach will assess the change in the number of 
patients spending time in the ICU and being discharged directly to hospice, as well as increase 
in the average time spent in hospice before death. CaroNova will base both measures on 
published methods used by health sciences researchers.74 75 The data for measuring patient 
preparedness for death will come from utilization records and clinical data stored in EHRs or 
other secure location. 
 
Patient and provider satisfaction 
 
The final outcome is refined requirements for a successful CPC. This will rely on the 
experiences of providers and patients that participate in the pilot. CaroNova will periodically 
survey physicians of CPC-enrolled patients to determine how CPC has impacted their practice 
and overall satisfaction with the services. Patients and families will be evaluated on an ongoing 
basis to determine how services in the CPC model are affecting their quality of life. Interviews 
with physicians, nurses, social workers, and other pilot staff will solicit the barriers to CPC 
implementation as well as variations in how the model was implemented. CaroNova will 
structure the interviews using the consolidated framework for implementation research76,  
conducted in-person or telephonically. 
 
Table 4 

CPC Pilot Evaluation Metrics 

Construct Proposed measures 

Improved quality of life for 
patients and their families 

Symptom control with mitigation of anxiety, depression, and 
caregiver burnout 

Appropriate utilization CPC patient total costs of care in after enrollment to costs 
for the same patients before enrollment  

Wait time for connection to outpatient services or for nurse 
contact 

Improved patient 
preparedness for death 

Rate of documented advance care plans, DNRs, or 
POLSTs for pilot patients by race before and after 
enrollment   

Change in average time spent in the ICU, rate of discharge 
directly to hospice, average time spent in hospice for CPC 
versus non-CPC patients 

Patient and provider 
satisfaction 

Physician, patient, and family satisfaction with the quality of 
CPC service 

Barriers to, and variation in, CPC implementation 
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ENSURING A LASTING IMPACT 
 
The guiding principles of implementing a pilot payment model will be timely start-up and the 
ability to generate savings while demonstrating high-quality care.  
 
For timely start-up 
 
For the pilot provider entity receiving the case rate, success may depend on the degree of 
integration with post-acute providers such as home health, hospice, and SNFs. The ability to 
manage patients in a community, outpatient, and acute care setting relies on timely access to 
patients (i.e., in SNFs) to provide the services outlined in the model. Patients are primarily 
expected to reside either at home, with home health supports, or in an SNF, for most of their 
time receiving the CPC.  
 
To demonstrate high quality CPC 
 
The pilot is most likely to successfully demonstrate high-quality care if there is an existing data 
sharing mechanism across pre-acute, acute, and post-acute settings for performance payments 
in addition to coaching and peer-to-peer learning opportunities. Because negotiating quality 
incentive payments can prove time-consuming, a payor that has established pay for 
performance channels with providers will be better equipped to complement the case rate with 
added incentives for high-quality care. Where those relationships do not exist, providers will 
need a way to closely track patient utilization and other metrics relevant to the quality measures 
being incentivized.  
 
As providers manage relationships with various partners, as well as the delivery of non-
traditional wraparound services and the need to balance cost and quality goals, technical 
assistance (TA) will be vital. One form of TA will be individual coaching to identify and achieve 
tactical performance measures. Another form of TA will be collaborative learning sessions for 
peer-to-peer sharing and timely insight from national SMEs.  
 
To establish a return on investment 
 
Ultimately, patient volume, concentration in markets, and actuarial expertise will be key to 
establishing the return on investment necessary to take a pilot into standard, ongoing practice. 
A large volume of patients enrolled in the payment model reduces the likelihood that high-cost, 
outlier cases will mask the evidence for costs decreasing due to care shifting to outpatient, less 
acute care settings. Equally important is the ability of the actuarial team housed within a payor 
partner to determine the appropriate rate reflective of competitive reimbursement for cost-
effective, high-quality CPC.   
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To create a pathway for success 
 
Over the next 6-12 months, CaroNova will socialize the recommended model with payors and 
providers to assess readiness and ensure metrics for sustainability are co-designed and 
approved. Additionally, CaroNova will invite interested payors to co-develop outcome metrics 
that must be demonstrated during the pilot period. CaroNova is creating a list of key healthcare 
finance leads in each state to begin soliciting support in developing the guidelines for effective 
reimbursement. The team aims to identify a payor partner in North and South Carolina to test 
the model, release an RFP for providers to participate, and launch a pilot by the end of 2023. 
 

 

Realizing change 

The moral case for ensuring all Carolinians may die with dignity is unquestionable, but a viable 
business case is required to make it possible for many patients. CaroNova believes that a new 
and robust approach to end-of-life care in the Carolinas should foster patients’ ability to create 
and maintain their quality of life, even in their final days. By shaping a suite of services that 
enable patients or caregivers to access meaningful and appropriate – but not necessarily 
medical or traditional – services as they navigate a severe illness with a high likelihood of death, 
we are validating our belief that high-quality and individualized care for all can also be a smart 
business model for the stakeholders and organizations who have the privilege of delivering this 
important care.  

By openly examining this intimate topic and using the perspective of those most affected to 
inform the design process, CaroNova will create a model of care that results in improved patient 
and provider satisfaction, more appropriate spend for payors, and a dignified way to lessen the 
burden of end-of-life decisions for patients and families who are suffering from a serious illness.  

Topic Action 
Team Model 
Design

• Nov 2021
Launch topic action 
team

• Aug 2022 
Recommendation 
report finalized

• Oct 2022 
Board approval for 
pilots

RFP 
Development

• Nov 2022
Launch payment 
model design team

• Jan-Mar 2023 
Confirm payment 
principles & data 
requirements

• Mar-April 2023
Draft payment/care 
pilot RFP

• April 2023
Release RFP

Prepare for 
Pilot Launch

• Jun 2023                  
Review RFP 
applications & 
select sites 

• Jul-Oct 2023
Onboard & prepare 
for launch

Launch Pilot

• Nov 2023
Release funding 
for pilot sites

• Begin metric 
tracking, coaching, 
and program 
performance 
monitoring
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Appendix A 
 

Comprehensive Palliative Care for Serious Illness 

 

Disease Selection Rationale for a Comprehensive Palliative Care Pilot 
 

The sensitivity and specificity of the selection method and conditions necessary to correctly 

identify a primary disease diagnosis for the serious illness pilot is crucial to the successful 

execution of a CPC program. To understand and improve the care received by those at the end 

of life will require better information about dying—not just about the demographic characteristics 

and health conditions of those who die, but also about their quality of life as they cope with 

declining health, their preparedness for death, and the quality of the healthcare provided and 

associated costs. The topic action team (TAT) considered the following when determining which 

disease conditions are the best fit for the serious illness pilot: 

1. What ICD-10 codes cover enough patients for the volume needed to rigorously test a 
serious illness payment model for payors who might adopt the model? 

2. In addition to primary diagnosis, what individual patient factors (e.g., age, gender, 
race/ethnicity, underlying illness, etc.) provide a clear stratum that will best fit the serious 
illness model? 

3. What are the leading comorbidities among patients with serious illness? 

 

To support the TAT identifying disease states appropriate for the CPC pilot, CaroNova led a 
descriptive analysis of the 6-month utilization and diagnosis patterns of patients who died in 
hospice. The TAT decided to focus on top 10 causes of death in hospice settings across the 
Carolinas. Only ICD-10 codes for primary diagnosis for causes of death are currently 
considered.  

Charlson Comorbidity Index (CCI) scores were considered, but without a standard methodology 
to calculate CCI across systems, the CCI was excluded as a criterion at this time. Partners 
using their own CCI or similar methodologies for determining the likelihood of mortality were 
submitted and reviewed.  

After reviewing partner data, the TAT determined that patients with a 40% chance of mortality 
within one year was the ideal patient population for pilot testing, as those patients typically suffer 
from severe disease but maintain enough life expectancy to benefit from wraparound 
interventions and support. However, given “40% one year mortality” is currently not captured by 
any standard measure in patient or billing records, the TAT identified three data points, 
combined, to serve as a proxy. The identified measures include: (1) diagnosis of one or more of 
seven disease states that carry a high likelihood of mortality (2) frequency of utilization of 
healthcare resources and (3) functional state. Combined, these measures capture the target 
patient population while ensuring the greatest flexibility to test the model at sufficient scale for 
payor buy-in. 
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Appendix B 
 

Comprehensive Palliative Care for Serious Illness 

 

Topic Action Team Members 

 
Dr. John Barkley Chief Medical Officer, Continuing Care Services, Atrium Health 

Angela Orsky, Vice President, Post-Acute Services, Prisma Health  

Dr. Laura Patel, Chief Medical Officer, Transitions Life Care 

Dr. Joseph Ritchie, Palliative Medicine Team, Roper St. Francis 

Dr. Cristina Hendrix Director, Duke Elder Family/Caregiver Training Center  

Matthew Thomas, Chief Financial Officer, Appalachian Regional Healthcare System 

Indun Patrick, Patient & Family Caregiver Advocate 

Dr. Matthew Bartels, Chief Medical Officer, BlueCross BlueShield of SC Division of Healthcare 

Innovation and Improvement 

Dr. Daniel M. Smith, Jr., Division Chief, Palliative Medicine-Prisma Upstate; Medical Director of 

Hospice and Ambulatory Palliative Medicine, Prisma Health 
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