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Abstract: Palliative care offers patients with a serious illness and their families access to services that can
improve quality of life, mood, and symptoms. However, the term palliative care is often confused with
end of life or hospice services limiting its application to persons with chronic illnesses who might benefit.
Non-hospice palliative care is a term that is emerging to more accurately reflect the broader care model
that palliative care represents. The aim of this review was to identify the characteristics of published non-
hospice palliative care interventions. We derived our sample predominantly from a recently published
systematic review and meta-analysis and selected studies published since the review. Inclusion criteria
were: self-described palliative care intervention studies using randomized designs for participants with life-
limiting illnesses aged 18 years or older. These 38 studies fell into 3 broad categories: primary, specialty, and
hybrid models. Common challenges among these models include limited education of generalists, limited
reimbursement, and limited access in certain areas. However, increasing palliative care usage has also been

associated with increased hospice use and appropriate timing of referrals.
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Introduction offered at any time in the illness trajectory and continues as

a supportive service for patients receiving curative disease

Palliative care encompasses chronic illness management . . .
P 8 ’ treatment (5). The purpose of this paper is to describe the

supportive care, and hospice through the end of life (1).
The Center to Advance Palliative Care (CAPC) (2) broadly

defines palliative care as “specialized medical care for people of

characteristics of non-hospice palliative care models that
have had an impact on individuals with serious illness and

their caregivers.
any age living with serious illness that focuses on providing relief

from the symptoms and stress of serious illness, while improving

quality of life at any stage in the disease process”. Models Methods

of palliative care vary greatly in the current healthcare
literature and clinical practice. Despite this, many lay people
and healthcare professionals mistakenly equate palliative
care with end-of-life or hospice making it difficult to fully
appreciate and utilize the broader scope of palliative care
services (Tuble 1). Hence, the term non-hospice palliative
care has emerged to better recognize the early introduction
of palliative care (5). Non-hospice palliative care can be
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We utilized a recently published systematic review and
meta-analysis that included randomized clinical trials
(RCTs) of palliative care interventions (6). A secondary
analysis was carried out and included articles that were
related to non-hospice palliative care. Inclusion criteria
included self-described palliative care intervention studies
using randomized designs and pre-specified patient
outcomes and subjects with life-limiting illnesses aged
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Table 1 Non-hospice palliative care vs. hospice (3,4)
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Palliative care

Hospice

Supportive care
May seek aggressive care or therapies simultaneously
May begin at any time in the disease process

May be offered through inpatient, outpatient, community-based,
and telehealth services

Alternative funding needed; limited funding

Encompasses multidisciplinary team approach to care

Focuses on the patient and caregivers

Addresses the patient’s physical, mental, social, and spiritual well-being

and family bereavement

Comfort care
No longer seeking aggressive care or therapies
Prognosis of 6 months or less to live

May be offered through inpatient and community-based
programs

Funded by Medicare hospice benefit and other major insurance
agencies

Encompasses multidisciplinary team approach to care
Focuses on the patient and caregivers

Addresses the patient’s physical, mental, social, and spiritual
well-being and family bereavement

Publication year

Number of publications
OC—_LNMWAOON®OO

1980s 1990s 2000s 2010s
Specialist provider — s===Hybrid
Years

e Primary non-specialist

Figure 1 Publications by year.

18 years or older. Exclusion criteria included non-
randomized control trials, a single-focused intervention, a
focus only on caregiver outcomes, or studies not related to
a life-limiting illness. Pediatric and non-English language
articles were also excluded. Titles and abstracts were reviewed
for appropriateness from the previous literature search. Of
the 43 previously identified randomized control trials (RCT5),
nine trials were excluded due to having a hospice/end of life
focus. After the initial literature search, we identified three
recently published RCTs that met inclusion criteria. A total
of 38 articles were identified and included in the synthesis to
define the characteristics of non-hospice palliative care.

Results

The intervention characteristics and key outcomes of each
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study can be found in a supplementary appendix online
(http://apm.amegroups.com/public/addition/apm/supp-
apm.2018.03.11-1.pdf). Several models of palliative care were
identified, with variations of intervention types, providers,
and the location of services. The earliest intervention was
published in 1989 and the number of published interventions
continued to increase with the last included published
intervention from 2017 (Figure I). The included publications
were categorized by primary non-specialist interventions
(n=17), specialist provider interventions (n=9), and hybrid
non-specialist/specialist-provider interventions (n=12).
Subcategories were based upon the primary location of the
intervention. The included interventions had varying time
frames and multiple diagnoses. The following diagnoses
were included in the studies: cancer (n=20), heart failure
(n=5), dementia/Alzheimer’s (n=2), multiple sclerosis (n=1),
HIV (n=1), and multiple diagnoses (n=9).

Primary non-specialist interventions

Primary non-specialist interventions included interventions
that were provided by healthcare practitioners that had
basic palliative care training or providers that were not
board-certified palliative care specialists (7). Of the 17
studies that tested primary non-specialist interventions, the
models included the following diagnoses: cancer (n=12) and
one each in heart failure, dementia/Alzheimer’s, HIV, and
multiple diagnoses (n=2) (8-24). The subcategories included
community home-based (n=10) (6-8,12,13,16,18-20,22) and
ambulatory clinic (n=7) (9-11,14,15,17,21). No inpatient
interventions were identified using a primary non-specialist
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intervention. Community/home-based interventions were
provided in the home, nursing home, or by telehealth.

Community home-based interventions (n=10) made
up over half of the primary non-specialist interventions
(8-10,14,15,18,20-22,24). These interventions were
performed by nurses or other healthcare providers,
including occupational and mental health therapists.
Primary care physicians were consulted, but often were not
directly involved with the intervention. There were varying
time periods for the interventions and included both home
visits and telephone visits. The focus was on education and
holistic assessment, which includes physical, psychological,
social, emotional, and spiritual symptoms.

The ambulatory clinic interventions (n=7) used both
nurses and a team approach to provide assessment and
education for patients (11-13,16,17,19,23). The frequency
of visits ranged from one clinic visit up to ten clinic and
phone combination visits.

Specialist provider interventions

Specialist provider interventions included interventions by
a specialty trained or board certified palliative care member
or the specialist team (7). Of the nine studies that tested
specialist provider interventions most included cancer
patients (n=7) while two included patients with multiple
diagnoses (25-33). The subcategories include community
home-based (n=2) (23,24), inpatient (n=2) (27,30), and
ambulatory clinic locations (n=5) (25,26,28,29,31).

The specialist community home-based intervention
included two studies that were led by palliative care nurse
specialists (25,26). The interventions include assessment
and education by a telehealth intervention. The participants
received monthly follow-up after the educational sessions.
Only one intervention identified the setting as being rural
and the intervention itself was conducted using a telehealth
method (23).

The two inpatient interventions included a team-based
approach with follow-up at ambulatory clinics or by phone
(29,32). The included interventions focused on assessment,
education, and advanced care planning. One study included
a 24-hour on call service for symptom management (31).

Over half of the specialist provider interventions
(27,28,30,31,33) included ambulatory clinic visits. These
were characterized by a team approach to care in the
clinic setting and a specified time period between visits.
The focus was assessment, education, and advanced care
planning.
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Hybrid specialist-primary interventions

Hybrid specialist-primary interventions (n=12) were defined
as models that used a combination of specialist palliative
care practitioners and specially-trained generalists (primary
care providers). Of the 12 studies that tested hybrid
specialist-primary interventions most were for patients
with multiple diagnoses (n=5) or heart failure (n=4), and
there was one each for patients with dementia/Alzheimer’s
(n=1), multiple sclerosis (n=1), and cancer (n=1) (34-45)
The subcategories include community home-based (n=4)
(33,39,41,43), inpatient (n=7) (32,34,36-38,40,42), and
ambulatory clinic locations (n=1) (35).

In the four community home-based interventions a focus
on team communication among palliative care providers
and the primary care team was prominent (35,41,43,45).
Patients assessment and education were provided by
palliative care providers using home visits and telephone
follow-up.

Most of the hybrid specialist-primary models were
inpatient (n=7) (34,36,38-40,42,44). The palliative care team
consulted with the primary healthcare teams after the initial
visit to make recommendations and create a plan of care.
Discharge planning and advance care planning discussions
were a focus of the palliative care interventions.

Only one hybrid model was in an ambulatory clinic (35)
for patients with a diagnosis of multiple sclerosis.
Involvement from both the palliative care team and
neurology assisted patients with management of symptoms
and advanced care planning (37).

Discussion

There is a growing integration of palliative care services;
however there are also multiple variations of models
being tested in terms of who provides the care, when it
is provided, for which diagnoses and when in the disease
process the services are provided (e.g., at the time of or
later in the diagnosis of the serious illness). In this review,
of 38 published interventions, a variety of models were
identified that included multiple providers and intervention
locations. Primary non-specialist interventions provided
evidence that with proper education of generalists, palliative
care discussions and education can be initiated for patients
with life limiting illnesses. Specialist provider interventions
offer an opportunity for early palliative care access and
discussions with both patients and families, including
focused assessments and specialized treatments if needed.
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Hybrid specialist-primary interventions offer a team
approach, collaboration, and continuity of care for patients
and families. Despite growth and the variety of models there
continues to be barriers and challenges such as gatekeeping,
limited provider education, reimbursement, limited access
for certain populations, as well as opportunities such as
increased hospice use and better patient end-of-life care
with early access to palliative care.

Challenges and barriers to program/model
implementation

Gatekeeping and education

Surveys that included healthcare providers found that
palliative care is associated with terms that are synonymous
with hospice services and end of life (46). The terms both
evoked negative perceptions and stigma and were associated
with the terms of death, hopelessness, dependency, and
end-of-life care (46). This misconception has resulted
in decreased use of palliative care services, especially
early intervention palliative care (33). Unfortunately, this
misconception causes patients and clinicians to avoid using
potentially beneficial services because many believe these
services are useful only when the patient is at the very end-
of-life.

Education on palliative care is needed in the primary
healthcare field. This would assist with decreasing the risk
of gatekeeping from possible beneficial interventions. There
are programs that train physicians and nurses in palliative
care (47,48). Also, the Palliative Care and Hospice Education
and Training Act has been reintroduced to U.S. House
of Representative and U. S. Senate (49). This act would
introduce workforce training for physicians, nurses, other
healthcare providers (49).

Reimbursement

The Centers for Medicare and Medicaid Services have
a special bundled payment method that can be used to
provide hospice services for patients with a terminal illness
and a life expectancy of 6 months or less (50). There is
not a specially-designated payment system for palliative
care services and this limits palliative care provision across
settings. There is a growing awareness of the benefits of
palliative care services among payers and policymakers, but
the payment system remains a limitation for the expansion
of palliative care. Morrison (51) found that the health care
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costs of patients in U. S. hospitals who received palliative
care services was significantly less than the health care
costs of patients that received usual care. The cost savings
for patients alive at the time of discharge was $1,696 per
stay and $4,908 per stay for patients that died during the
hospitalization (51).

Access

Hospital palliative care programs are growing. According
to CAPC, palliative care programs in hospitals with greater
than 50 beds climbed from 53% in 2008 to 67% in 2015 (52).
According to the CAPC State-by-State report card, one
third of states remain at a grade of a C or D (A is the best;
F is failing) (50). Rural access to palliative care remains
limited; these same states also encompass a large portion
of rural communities that are lacking access (50). This
disparity is also seen in the limited literature available
related to rural palliative care (53). Some of the models in
this review used telehealth as one innovation to address the
need to reach rural and underserved patients who would
otherwise have to travel long distances to receive palliative
care services.

Benefits/opportunities of non-hospice palliative
care

Increased bospice use and referrals

There remains a consistent pattern of late referral
to hospice for patients who are eligible (54). This
leads to decreased benefits for patients and caregivers
at end-of-life. However, studies have identified
that palliative care services act as a transition for
patients to hospice care in a timelier manner (55).
The development of non-hospice palliative care models
may assist in developing clear transitions for patients with
life limiting illness and their families resulting in higher
quality end-of-life care.

Conclusions

The increasing aging and chronic disease populations will
require creative disease management and this is where
non-hospice palliative care will be of benefit. Continued
research is needed to find the most cost effective models
of care for all patients with serious, chronic illnesses who
can benefit from all that palliative care has to offer. This
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will require funding and evaluation of the best way to scale
and disseminate/implement these services to multiple
populations.
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