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The 20th century saw remarkable improvements in life expectancy (NIA, 2011). 
Improvements in access to clean water, disease screening and prevention, the  
discovery of antibiotics and vaccines, development of organ transplantation, and  
advances in treatment for heart disease and cancer have all contributed to an expec-
tation that Americans will live long lives in generally good health.
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A concomitant change has been that most Ameri-
cans will now experience a substantial period of living 
with serious illness, mostly progressive and life-limit-
ing. An estimated 45 million Americans are living with 
one or more chronic conditions that limit personal 
function and are likely to worsen rather than get bet-
ter (IOM, 2015; NASEM, 2016). Although representing 
only 14 percent of the population, these seriously ill 
persons account for 56 percent of all health care ex-
penditures—almost $1 trillion (IOM, 2015). 

While the benefit of curative treatments for people 
living with serious illness is often limited, our health 
care delivery system remains almost exclusively fo-
cused on the treatment of acute and reversible illness, 
rather than on supporting quality of life and daily func-
tioning. This has led to a gap between what people 
need and want from medical care and what they ex-
perience. When asked, most people prioritize quality 
of life over extension of life if the interventions needed 
to try to prolong life reduce quality (Cambia, 2011). Yet, 
many experience intense use of hospital care in the 
last year of life, with nearly 30 percent spending time 
in the intensive care unit during the month preceding 
death (Teno, 2013).

People with serious illness are not a homogeneous 
group. For the purposes of this discussion paper, the 
authors define people with serious illness as those 

with complex and pressing care needs due to a partic-
ular disease, e.g., persons with metastatic lung cancer 
or amyotrophic lateral sclerosis who have breathing 
difficulty. The definition also includes people who have 
some years of self-care disability, often at the ends of 
their lives, from conditions such as cognitive or neuro-
muscular impairment, strokes, organ system failures, 
frailty of old age, or other conditions. 

Most people with serious illness are in need of both 
health care and social supports such as access to food, 
housing, personal care, transportation, and financial 
support. In addition to disease-focused medical care, 
most people need symptom relief (e.g., pain, dyspnea, 
and depression), care coordination and communica-
tion over time and across settings, and information 
and assistance in making difficult decisions. Such ex-
pertise in symptom management, shared decision 
making, and care coordination are features of what is 
known as palliative care (Meier, n.d.). The field includes 
primary palliative care (i.e., features integrated into 
usual care provided by primary and specialty care phy-
sicians, nurse practitioners, and others) and specialty 
palliative care (i.e., care provided by palliative care spe-
cialists, geriatricians, and others to the sickest individu-
als, including those enrolled in hospice). 

Although palliative care is now available in most hos-
pital and hospice settings, access to community-based 
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palliative care (at home, in nursing homes, and in of-
fice practices) is largely absent in the United States. 
The population of people with serious illness is sub-
stantially broader than those who are hospitalized and 
those who qualify for hospice. Hospice requires that 
the person have a prognosis for survival of 6 months 
or less, as well as a willingness to forego “curative” dis-
ease-focused treatments, which leads to late referrals 
and gaps in access to palliative care for people earlier 
in the course of illness. 

Caring for people with serious illness requires build-
ing new community-based care models that 

• integrate the currently fragmented array of social 
supports and primary, specialty, and hospice ser-
vices available in most communities; 

• broaden the scope of palliative care beyond hospi-
tals and into patient homes, nursing facilities, and 
office practices; 

• make use of telehealth; 
• expand the capacity and coordination of supportive 

social services along with medical care; and 
• provide supports for family caregivers. 

We use the term community-based serious illness care 
programs to refer to the growing number of programs 
that strive to provide this kind of comprehensive care 
to people with serious illness who reside in community 
settings. Other terms sometimes used to refer to these 
types of programs include: community-based palliative 
care, geriatric team care, and advanced care programs.

In this discussion paper, we identify guiding prin-
ciples and core components of community-based se-
rious illness care programs, provide an overview of 
some innovative model programs, and discuss key is-
sues moving forward. When possible, we use the term 
person rather than patient, in order to underscore the 
centrality of the person beyond the disease label.

Guiding Principles and Core Competencies

Persons with serious illness and their families have 
medical, psychosocial, and spiritual needs to be met 
in the community setting. High-quality programs share 
common foundational elements necessary to match 
services to population needs. We will first describe 
guiding principles that are inherent to the ideal com-
munity-based model program. Next, we will discuss 
core competencies that these programs must possess 
to provide high-quality care.

Guiding Principles

Building on the work of others (National Consensus 
Project, 2013; NQF, 2016), we have identified key prin-
ciples that should guide the development of communi-
ty-based serious illness care programs. 

Person-/Family-Centered

First and foremost, serious illness care programs 
should be driven by the priorities and goals of the 
person and family. Accommodation should be made 
to tailor services that are culturally responsive and 
language-concordant. The program should support 
the family unit as defined by the person. Person- and 
family-centeredness should continue through the end 
of life and include bereavement supports for the fam-
ily and others close to the person who has died.

Shared Decision Making in Support of Patient Goals

Care delivery should be guided by a care plan that is 
focused on goals derived from a communication pro-
cess that elicits the evolving values and preferences of 
the person and his/her family over time. An initial com-
prehensive assessment should be conducted to de-
termine the person’s priorities and concerns, identify 
gaps in the quality of care, and guide treatment goals. 
There should be adequate access to disease-specific 
information on treatment options and pros and cons in 
the context of personal priorities and goals to support 
personal control and autonomy. High-quality medical 
decision making requires person and family education 
about what to expect in terms of the disease trajectory, 
prognosis, and anticipated complications. 

Comprehensive, Coordinated Care 

People with serious illness have complicated needs. 
Many, if not most, require both health care and so-
cial supports (e.g., home health aides, home-delivered 
meals). Not all people have family caregivers, and even 
when caregivers are available, respite and social ser-
vices are usually needed to support families and fill in 
the gaps. Serious illness care programs must be able 
to arrange for the provision of both health care and 
social services. For people of modest financial means, 
this will necessitate building relationships with local 
social service agencies. 

Although the goal of community-based programs 
is to allow people to remain in their homes as long 
as they desire, this is not always possible. People 
with serious illness are at higher risk of frequent  
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transitions from one care setting to another. Acute 
events may lead to emergency department or hospital 
visits or specialist outpatient care outside of the prima-
ry community-based program. A high-quality program  
coordinates and communicates with primary and 
specialty care to reinforce and enhance care across  
transitions.

Accessible

Community-based serious illness care programs 
should be available in all communities and accessible 
to all people with serious illness. This may require 
some degree of regional planning and coordination 
to ensure that local capacity is adequate to meet the 
needs of residents with serious illness; that all people 
with serious illness, regardless of insurance status, 
have access to serious illness care programs; and 
that insurance plans provide coverage and adequate 
payment for the services provided by serious illness  
programs. 

It will also be important for serious illness care pro-
grams to be proactive in identifying and reaching out to 
all people in need of services, through processes em-
bedded in comprehensive population health manage-
ment. For some situations, the fact of serious illness 
is obvious, e.g., in the case of metastatic pancreatic 
cancer or amyotrophic lateral sclerosis with breathing 
difficulty. But for others, the boundary between ordi-
nary illness and serious illness is a matter of degree 
and context, e.g., an elderly person with early frailty 
who lives with an adult daughter and gradually loses 
ground over years, eventually becoming completely 
dependent in all activities of daily living before dying 
of “natural causes.” For gradually worsening courses 
like these, serious illness programs have to create op-
erational definitions for the populations they intend to 
serve.

Provide Value 

To be sustainable over the long run, community-based 
programs must provide value and have a sustainable 
financial model, as noted above. A program must be 
able to demonstrate that it can provide high-quality 
care as evidenced by measures of care outcomes and 
patient and family perceptions, while at the same time 
managing costs. High-value programs carefully design 
care processes, deploy highly effective care teams, 
make wise use of technology, recognize and support 
the contributions of caregivers, and mobilize and  

buttress the resources of social service agencies by 
building mutually supportive partnerships.

A key challenge for some serious illness care pro-
grams, especially those in rural parts of the United 
States, is managing the cost of delivering home-based 
services to a geographically dispersed population. 
Strategies for managing the cost of travel time by care 
team members include the use of telehealth services 
and coordinated approaches to designating particular 
geographic service areas for serious illness programs.

Core Competencies

Achievement of the guiding principles for model com-
munity-based serious illness care programs requires a 
set of core competencies. These competencies set the 
standard for a high-quality program.

Identification of the Target Population

Critical to a successful program is selecting the ap-
propriate target population. Research suggests that 
people with one or more serious illnesses, at least one 
hospital admission in the prior 12 months and/or resi-
dence in a nursing home, and functional impairment 
have a 47 percent risk of hospitalization and a 28 per-
cent risk of death in the subsequent year (Kelley, 2017). 
Programs will benefit from screening tools that are 
both sensitive (i.e., identify as many of those at risk as 
possible) and specific (i.e., exclude individuals who do 
not need services or are unlikely to benefit from them). 

For practical purposes, most model delivery pro-
grams target persons who are either receiving services 
from a particular provider organization or insured by 
a particular insurer, or both. Most serious illness pro-
grams identify eligible persons based on clinical and 
health status characteristics (diagnosis, physical and 
cognitive functioning, prognosis), combined with infor-
mation on past health care utilization. Programs vary 
in the extent to which consideration is given to social 
issues (e.g., availability and capacity of caregivers, care-
giver burden, housing, food security, and transporta-
tion). Information on functional status, while a critical 
predictor of future need, is not currently easily avail-
able either through claims data or medical records. 
Some programs, such as the state-based Programs 
of All-Inclusive Care for the Elderly that care for dual-
eligible persons insured by Medicaid and Medicare, 
provide individual assessments to establish severity of 
disability and (sometimes) the likely future course, so 
as to provide the person with appropriate supportive 
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services. The Veterans Health Administration defines 
eligibility for its Home-Based Primary Care program on 
the clinical assessment that the veteran is too sick to 
come to clinic. Programs in other nations, such as the 
Gold Standard Framework in the United Kingdom, use 
responses to the question of whether the primary care 
clinician would be surprised if the person died within 
the coming year (Royal College of General Practitio-
ners, 2011). 

Team-Based Care

Care of people with serious illness ordinarily requires 
an interdisciplinary team that includes some of the fol-
lowing: physicians, nurses, social workers, rehabilita-
tion specialists, chaplains, home health aides, commu-
nity health workers, and others. It is important to note 
that affected persons and their family caregivers are 
central members of successful care teams. Areas of ex-
pertise and skills needed for successful teams include 
pain and symptom management, expert communica-
tion capabilities, and assessment and remediation of 
the social contributors to ill health and suffering (such 
as food insecurity). Teams should be intentional about 
self-care, resilience, and learning from each other to 
enhance skills and improve the team’s long-term ca-
pacity to provide support to seriously ill people.

Caregiver Training

Most persons with serious illness require substantial 
caregiver support. High-quality serious illness care 
programs help people and their caregivers identify 
their needs, articulate their concerns and worries, and 
work together to develop a responsive support plan, 
including social resources such as food, safe housing, 
transportation, personal care aides, and financial sup-
port. A recent survey by AARP found that 46 percent 
of caregivers perform nursing tasks (e.g., wound care, 
tube feeding), so training and technical backup are also 
important (Reinhard, 2012).

Attention to Social Determinants of Health

Safely maintaining people with serious illnesses in 
community settings requires careful attention to social 
risks such as poverty, mental illness, unsafe housing, 
history of or current trauma, food insecurity, lack of 
transportation, and low literacy. Palliative or geriatric 
care teams conduct comprehensive assessments of 
these domains, work with community partners and 
colleagues (such as aging services, senior housing) to 
address them, and track needs of both the person and 
caregivers over time.

Communication Training and Supports

High-quality programs incorporate education to 
improve patient and family knowledge of disease  
progression, prognosis, and burdens and benefits of 
various treatment options. High-quality programs also 
strive to develop team skills in discussing a serious di-
agnosis and its implications, running a family meeting, 
leading an advance care planning discussion, and en-
gaging in longitudinal shared decision-making.  

Some programs use “case conferences” to commu-
nicate among disciplines and coordinate patient care. 
The method of the conference may vary, using in-
person or virtual formats. This type of meeting allows 
each member to organize all resources of the team 
around patient priorities and care gaps to improve the 
care plan.

Goal-Based Care Plans

Effective programs work with seriously ill people and 
their caregivers to develop a care plan and adapt it as 
the condition and treatment goals evolve over time. 
Documented plans improve care transitions and sup-
port treatment concordance. Leveraging interoperable 
electronic health records and other technologies al-
lows for timely input and retrieval of information. Suc-
cessful programs incorporate longitudinal processes 
of advance care planning to anticipate future decline 
and ascertain personal values over time related to 
quality of life and treatment interventions.

Symptom Management

Symptom burden is high among persons living with 
serious illness; therefore, symptom control is a top 
concern. Model programs ensure that care teams are 
capable of recognizing and addressing pain, breath-
lessness, nausea, constipation, fatigue, depression, 
and other symptoms. Symptoms may be rooted in 
physical, emotional, social, or spiritual sources. Treat-
ment options should incorporate skills from each dis-
cipline and may be pharmacologic or non-pharmaco-
logic.

Medication Management

Assessment of medication regimens, including drug-
to-drug interactions, side effects, patient adherence, 
and optimization of disease control are important to 
the safety and quality of care, as is the ability to de-
prescribe. Attention to affordability and access to 
appropriate medications through financial counsel-
ing or referrals for financial support or through price  
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reduction programs is effective in relieving some of the 
financial stress that patients and their families face.

Accessible

High-quality model programs engage in proactive out-
reach to target the appropriate population, and make 
services available when and where needed. The provi-
sion of services 24/7 with the care plan in hand is stan-
dard in quality programs.

Transitional Care

Model programs have processes in place for appropri-
ate and informed transitions between all care settings 
and consistent handoffs to professionals in other set-
tings to improve safety and adherence to a person’s 
preferred care plan. The capacity to recognize eligibility 
for hospice and to make timely referrals can improve 
quality of care at the end of life.

Ability to Measure Value for Accountability and  
Improvement

Achieving measureable and meaningful outcomes 
is critical for sustainable programs. Programs must 
be able to capture both quality and cost data about 
the target population in order to ensure quality and 
demonstrate to stakeholders and funders that the pro-
gram is achieving its intended outcomes. Model care 
programs routinely track discrete and measureable 
outcomes for both quality improvement and account-
ability purposes. Measures may include appropriate 
utilization of health services, symptom burden over 
time, resolution of clinical care gaps, and/or improved 
person and family experience and satisfaction.

Model Programs

In recent years, there has been significant growth in 
the number of community-based serious illness care 
programs. Dozens of programs at various stages of 
development have been identified, although few en-
compass all of the core competencies identified above 
(California Health Care Foundation, 2014; CAPC, 2016). 
The growth of such programs continues to be driven, 
in part, by the health care needs of an aging popula-
tion, the growing numbers of individuals with multiple 
complex chronic conditions or serious illness in need 
of comprehensive care in a cost-effective manner, and 
service gaps for those ineligible for hospice care or not 
in need of hospitalization (Bainbridge, 2010). 

Recent changes in health care financing, stemming in 
part from the provisions of the Patient Protection and 

Affordable Care Act (ACA) (2010) have offered incen-
tives for community-based serious illness programs to 
grow. Both public and private payers have embraced 
value-based payment programs (e.g., readmission 
penalties, shared savings, risk sharing, bundled pay-
ments) that encourage the development of new mod-
els of care that reward improved care quality leading 
to reduced cost (Discern Health, 2016; Valuck, 2017). 
These changes in health care payment have opened 
up opportunities for new model programs that serve 
people with serious illness residing in non-hospital set-
tings and fill an important need for coordinated and 
comprehensive services (Barbour, 2012; Kamal, 2013; 
Morrison, 2013; Twaddle, n.d.). 

Innovative models of community-based care for peo-
ple with serious illness have started to demonstrate 
significant clinical benefits leading to reduced need for 
crisis services. A literature review by the Institute for 
Clinical and Economic Review (ICER, 2016) described 
several model programs that have validated the ben-
efits of palliative care outside of the inpatient care 
setting in terms of improved quality of life, health out-
comes, and patient satisfaction. A growing number of 
research findings indicate that palliative care provided 
in community settings (as compared to inpatient set-
tings) results in significant clinical benefits in improved 
symptom management, increased survival, and better 
caregiver outcomes (Bainbridge, 2016; Bakitas, et al., 
2015; Rabow, 2013; Seow, 2014; and Temel, 2007), and 
some studies have demonstrated an associated reduc-
tion in costs (Brumley, 2007; Cassel, 2016). Compre-
hensive geriatric care models have also demonstrated 
lower costs and higher quality, including Geriatric Re-
sources for Assessment and Care of Elders (Counsell, 
2009; Hong, 2014), the Hospital at Home Program (Leff, 
2005), the Independence at Home Program (CMMI, 
2016) and Guided Care (Boult, 2013; Leff, 2009). 

Table 1 provides examples of various models of 
community-based serious illness care programs. The 
table does not include traditional hospice programs 
(which provide services to persons nearing the end of 
life) or innovations that operate only in institutional 
settings (such as the INTERACT program or the Hope 
Hospice and Palliative Care program in Rhode Island 
that serves nursing home residents). These types of 
programs also play critical roles in caring for people 
with serious illness, but do not meet our definition of a 
comprehensive, community-based serious illness care 
program. 
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Community-based serious illness care programs 
have been established by many different types of  
organizations: 

1. Health Systems. A growing number of serious ill-
ness care programs operate under capitated or 
partial risk-bearing integrated health systems that 
provide coordinated and comprehensive services 
across settings (Beresford, 2012). Examples include 
Kaiser Permanente’s In-Home Palliative Care Pro-
gram, the Veterans Affairs’ Team Managed Home 
Based Primary Care Program, Children’s National 
Health System’s PANDA Program and Sharp Health-
Care Transitions Program. 

2. Accountable Care Organizations (ACOs). Since 
the passage of the ACA, accountable care organiza-
tions have grown considerably. ACOs are not inte-
grated health systems, but rather a group of health 
care provider organizations that agree to work to-
gether to reduce health care costs while maintain-
ing quality, as well as to share in any savings. An 
example of a community-based serious illness care 
program sponsored by an ACO is ProHEALTH Care 
Support in Lake Success, NY. 

3. Medical Groups or Outpatient Clinics. Many in-
patient palliative care providers have now expand-
ed their programs into outpatient or medical group 
clinics. Many of these programs are associated with 
medical oncology practices (Hui, 2015; Partridge, 
2014), for example, the Comprehensive Assess-
ment with Rapid Evaluation and Treatment (CARE 
Track) program in Virginia (Blackhall, 2016). 

4. Home Health Agencies. Many organizations that 
have traditionally provided home health or hos-
pice services are now developing comprehensive, 
community-based serious illness care programs, 
for example, Home Connections sponsored by The 
Center for Hospice and Palliative Care (Kerr & Do-
nahue, 2014; Kerr & Tangemon, 2014).

5. Independent Organizations. Although many 
community-based programs have been developed 
by established health care organizations, such as 
medical groups, hospitals, and home health and 
hospice agencies, there are also independent orga-
nizations entering this space. Aspire Health, head-
quartered in Nashville, TN, has serious illness care 
programs in 15 states and the District of Columbia. 
Numerous independent programs serve individu-
als dually eligible under Medicare and Medicaid as 

part of the Programs of All-Inclusive Care for the El-
derly (PACE), which provides considerable flexibility 
to build programs that leverage the health care and 
social service assets of a community (Lynn, 2016). 
Examples of PACE programs include Providence El-
derPlace in Portland, OR, and Huron Valley PACE in 
Ypsilanti, MI.

Moving Forward

The growth in community-based serious illness care 
programs is encouraging. Some frail elders and oth-
ers with serious illness and disabilities in at least some 
communities are beginning to have options to receive 
needed health care and social supports while remain-
ing in their homes. But much work remains to be done.

Applied health services research and systems im-
provement are needed to guide the future develop-
ment and evolution of community-based serious ill-
ness care programs. Studies of models of care need to 
be broadened to overcome the constraints of a limited 
number of comparative studies and the heterogene-
ity of diverse variables such as intervention targets, 
diseases, socio-demographics, and complex service 
configurations (Bainbridge, 2011; ICER, 2016; Luckett, 
2014). As these programs continue to grow, there is a 
need for quality and cost-effectiveness analyses that 
define best practices across settings, patient popula-
tions, and service structures (ICER, 2016; Meyers, 2014; 
Morrison, 2013). Future work should also substanti-
ate the value of community-based serious illness care 
programs against a backdrop of social determinants of 
health, regional variations, and workforce capabilities 
and constraints. Further, individual and family experi-
ences of care across the various models have yet to be 
fully evaluated (Beattie, 2014; van der Eerden, 2014). 

Payment and benefit programs must continue to 
evolve for serious illness care programs to thrive. 
Although not the focus of this discussion paper, our 
review of various payment programs revealed many 
different approaches to financing (Discern, 2016). The 
field would benefit greatly from a better understand-
ing of the impact of various financing methods on ac-
cess, quality, and cost of community-based serious ill-
ness care (Aldridge, 2015; ICER, 2016).

There is also an urgent need to develop a robust ac-
countability system for community-based programs. 
An expert panel recently convened by Pew Charitable 
Trusts and others concluded that a very small number 
of performance measures exist to assess care for the 
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very final stage of life—and even fewer to evaluate the 
care received by those struggling with serious illness-
es over longer periods of time (Pew Charitable Trust, 
2017). Serious illness care programs serve some of 
the most vulnerable populations, including frail elders, 
people with physical and cognitive disabilities, those 
with life-threatening medical diagnoses, and those 
nearing the end of life. Proper oversight and transpar-
ency are key to early detection and remediation of bar-
riers to access, as well as avoiding poor-quality care, 
including inappropriate under-treatment, unsafe envi-
ronments, and excessive out-of-pocket expenditures. 

Lastly, further thought should be given to how best 
to ensure access to safe, high-quality care for all peo-
ple in a geographic community, especially those who 
lack health insurance, have limited financial resourc-
es, or have no family members to serve as caregivers 
and advocates. There is a need to define the roles and 

responsibilities of health care organizations provid-
ing serious illness care to a specified patient popula-
tion and social service and support organizations that 
serve an entire geographically-defined community. For 
many people, serious illness care requires a careful 
blend of health care and social supports. Most social 
services are geographically anchored in their com-
munity’s arrangements for shared resources, such 
as disability-adapted housing and transportation and 
home-delivered food; and most communities lack ef-
fective processes for planning and coordinating the 
social services provided by community agencies with 
the care provided by a myriad of different health care 
organizations. Adequately serving the entire popu-
lation of people with serious illness in a geographic 
area will require broader community planning and  
engagement.
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