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Opinion

The Next Era of Palliative Care

In 1995, the pivotal SUPPORT (Study to Understand
Prognoses and Preferences for Outcomes and Risks of
Treatment), involving more than 4000 patients, docu-
mented “substantial shortcomings in care for seriously
ill hospitalized patients” while demonstrating no im-
provement in outcomes with a nurse-led communica-
tionintervention.! These negative results—publishedin
JAMA and referenced in more than 1000 peer-
reviewed publications—galvanized efforts toimprove ad-
vanced illness care. Champions of these efforts be-
came leadersin palliative care—an emerging field focused
on improving quality of life and alleviating physical and
psychological symptoms for patients with complex se-
rious illness and their families.

Initially established as a consult service at a hand-
ful of teaching hospitals in the early 1990s, palliative care
programs have witnessed substantial expansion over
the past 2 decades.? This growth has been fueled by
evidence that specialty palliative care improves out-
comes for seriously ill patients and families. In re-
sponse, professional guidelines now recommend
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earlierand routine comanagement by palliative care spe-
cialists. Hospitals are also hiring more palliative care cli-
nicians to staff busy consult services.

Yet 20 years after SUPPORT, little has changed for se-
riously ill patients, who continue to receive poor quality,
high-cost care without being informed of likely treatment
outcomes so that they would be able to make decisions
that reflect their values.3 This is not surprising, given that
increases in palliative care services will never match vast
and increasing palliative care needs. (Approximately 75%
of people who die in high-income countries would benefit
from palliative care. These needs will increase as the popu-
lation ages.*) Palliative care workforce shortages are sig-
nificant, access to palliative care is highly dependent on
geography,” and referral patterns remain variable, with
many patients and clinicians reluctant to use specialty pal-
liative care services even when available.

Palliative care specialists cannot be expected to have
asignificant, population-level influence through the tra-
ditional model of providing direct care toindividual patients
and families. The initial era of palliative care demonstrated

proof of concept—that is, that quality of care near the end
of life canbeimproved. The next era of palliative care must
embraceabroader focus on systems of care, measurement
and accountability for palliative services, and national policy
changes that promote universal provision of high-quality
advancedillness care. Without these changes, it will not be
possible to achieve the goal of improving the experience
of patients with serious iliness.

Systems of Care
A palliative care consult is one approach to ensuring that
seriously ill patients receive medical care that reflects
their values and alleviates physical and psychological
symptoms. However, more than two-thirds of hospital-
ized older adults must make major treatment deci-
sions, most experience symptoms that require pallia-
tion, and many family members are burdened by the
demands of surrogate decision making. If palliative care
consultants cannot provide care for everyone in need,
systems must be in place that clearly define the impor-
tant role of palliative care specialists® while helping non-
specialists provide compassionate
patient- and family-centered care.
Quality improvement strategies that
have successfully improved other health
care outcomes could be applied to ad-
vanced illness care. These strategies in-
volve focusing on a problem, identify-
ing related and modifiable processes, and
developing new protocols to achieve a
desired outcome. Forexample, if the goal
isto ensure that patients are able to make
decisions about life-sustaining treat-
ments that reflect their values, a quality
improvement approach may include training clinicians
in appropriate communication skills, providing tools that
support patient-centered goals of care discussions, de-
veloping policies to ensure that these discussions oc-
cur with appropriate clinicians at appropriate time
points, and designing electronic health record changes
to facilitate documentation of patient preferences. This
type of approach, informed by input from diverse stake-
holders and supported by health system leaders, dem-
onstrates a system-wide commitment to patient-
centered decision making that is more likely to yield
widespread and sustained improvements in care thanre-
lying on specialty palliative care consults.

Measurement and Accountability

System changes require measurement and accountabil-
ity. The first step is to routinely measure outcomes that
matter to seriously ill patients and their families. In the
above example, this would mean tracking goals-of-care dis-
cussions and resuscitation status orders for seriously ill hos-
pitalized patients. This qualityimprovement strategy could
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be evaluated by assessing how often goals of care are documented in
specific patient populations, as well as patient satisfaction and re-
source utilization before and after a system change. The second step
is to provide feedback about these measures to individual clinicians and
health care groups. In the same way that primary care physicians com-
monly receive feedback on their rates of diabetes and hypertension
control, they should receive feedback on their rates of goals-of-care
conversations with seriously-ill patients.

Nascent efforts to measure these outcomes have begun. The
American Society of Clinical Oncology's Quality Oncology Practice Ini-
tiative currently includes quality measures with relevance to palliative
care, such as adequate pain control, rates of chemotherapy administered
within the last 2 weeks of life (lower is better), and documentation of
advancedirectives (test measure). Toinfluence care, however, programs
like this need to be automated as part of the electronic health record,
rather than require chart review, so that data can be collected on every
patient and provided to individual clinicians on a regular basis.

These data should be linked with physician quality incentives.
Hospitals, specific service lines, or clinicians who perform poorly may
warrant deeper exploration of the data to understand how differ-
ent patient populations or practice environments influence pallia-
tive care processes. Physicians with lower rates of goals-of-care dis-
cussions should receive additional training on how to have these
difficult conversations.

Some data suggest that change in end-of-life care is occurring.
For instance, Krumholz et al” recently reported that among Medi-
care beneficiaries, total hospitalization rates, average days hospi-
talized, and inpatient expenditures during the last 6 months of life
declined substantially from 1999 through 2013.

National Policy Change
Realizing the goal of improving the experience of serious illness will
require national policy changes that promote provision of high-

quality serious-illness care. The recent move toward Medicare
reimbursement for discussions about end-of-life preferences is an
important step in the right direction. Systems that facilitate elicita-
tion of patient values will not work unless financial incentives for
clinical work reward delivery of patient- and family-centered care.
Federal research funding must also support innovative efforts to
improve quality-of-life and the quality-of-advanced-illness care.
Although the National Institutes of Health (NIH) funding of pallia-
tive care research has increased in recent years, it grants less than
1% of its funds to palliative care research.® Moreover, the vast
majority of serious illness care takes place outside of health care
settings; yet, the United States spends less on social services rela-
tive to health care than virtually any other industrialized nation.
Federal programs to increase support for family caregivers and
expand access to programs like meals-on-wheels would help to
improve patient and family experiences at home and reduce the
need for palliative health care services.

To improve palliative care for patients with serious illness, 3
changes must occur. First, palliative care specialists need to
develop skills in clinician behavior change, system change, and
quality improvement. Second, health systems need to expand
their focus to develop programs that measure and improve the
quality of palliative care that every patient receives. Third, federal
funding must be aligned with a national goal of improving the
experience of seriously ill patients and their loved ones. In short,
the field of palliative care has expanded substantially over the
past 20 years by demonstrating the value of involving palliative
care specialists earlier and more routinely in the care of seriously
ill patients. Moving forward, palliative care is likely to have the
greatest benefit by teaching others clinicians to provide patient
and family-centered care, designing systems, and advocating for
policy changes that help make the involvement of specialists less
necessary.
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