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What is palliative care?
\\\

WHO defines palliative care as the prevention and relief of suffering of adult and paediatric patients

and their families facing the problems associated with life-threatening illness (4). These problems include

Integrating pa"iative care and physical, psychological, social and spiritual suffering of patients and psychological, social and spiritual
. c c suffering of family members. Palliative care (5):
symptom relief into primary

health care enhances quality of life, promotes dignity and comfort, and may also positively influence the course
of illness;

entails early identification and impeccable assessment and treatment of these problems;

AWHO guide for planners, implementers

provides accompaniment for the patient and family throughout the course of illness;

and managers

should be integrated with and complement prevention, early diagnosis and treatment of serious or
life-limiting health problems;

is applicable early in the course of illness in conjunction with other therapies that are intended to
prolong life;

provides an alternative to disease-modifying and life-sustaining treatment of questionable value
near the end of life and assists with decision-making about optimum use of life-sustaining
treatment;

is applicable to those living with long-term physical, psychological, social or spiritual sequelae of
serious or life-threatening illnesses or of their treatment;

accompanies and supports bereaved family members after the patient’s death, if needed;

seeks to mitigate the pathogenic effects of poverty on patients and families and to protect them
from suffering financial hardship due to illness or disability;

does not intentionally hasten death, but provides whatever treatment is necessary to achieve an
adequate level of comfort for the patient in the context of the patient’s values;

should be applied by health care workers at all levels of health care systems, including primary care
providers, generalists and specialists in many disciplines and with various levels of palliative care
training and skill, from basic to intermediate to specialist;

"\ encourages active involvement by communities and community members;
K py World Health: ) / g '
;*;,f‘ Organization should be accessible at all levels of health care systems and in patients’ homes; and

improves continuity of care and thus strengthens health systems.



News & Analysis

Medical News & Perspectives

New Guidelines Aim to Expand Palliative Care

Beyond Specialists

Jennifer Abbasi

ears ago, Martha L. Twaddle, MD,
Y cared for a patient with pulmonary

fibrosis. In the years between diag-
nosis and death, as the patient transitioned
from office-based visits to home care to
hospice, Twaddle, an internist and palliative
care specialist, oversaw this person’s sup-
portive care. During the entire duration of
the illness, there were no hospitalizations
or emergency department visits, she
recalls. Her team’s coordination and
communication—some of the basic tenets
of caring for people with serious illness—
helped keep those all-too-common eccur-
rences at bay.

The patient's story "beautifully dem-
onstrates” how palliative care can pre-
vent suffering and improve quality of life,
says Twaddle, who today is medical di-
rector for palliative medicine and support-
ive care at Northwestern Medicine Lake
Forest Hospital in lllinois. And it's why she
wants more seriously ill patients and their

caregivers to have
access to the kind

of persen-centric,
team-based approach she’s used for more
than 3 decades. Too few patients get the
day-to-day support they need to live as
well as possible through serious or termi-
nal illness, especially outside of hospitals
and hospice care, Twaddle said in a recent
interview with JAMA.

For that to change, more health care or-
ganizations and dlinicians must embrace pal-
liative care principles and practices, accord-
ing to the newest guidelines developed by
the National Consensus Project for Quality
Palliative Care. which is comprised of 16 na-
tional organizations. Published by the
National Coalition for Hospice and Palliative
(Careand endorsed by more than 80 groups,
the practice guidelines have been around
since 2004, but the newest iteration—
which Twaddle co-chaired—broadens the
focus from palliative care specialists to all cli-
nicians who see seriously ill patients.

The following is an edited version of
the interview with Twaddle, who explained

Audio

jama.com

Religious or
spiritual community

Palliative Care May Include a Diverse Group
of People for Guidance and Support

Familyand [~

friends [§{ = l

how more physicians can implement sup-
portive care.

JAMA: How ispalliative caredifferent from
the traditional concept of medical treat-
ment that many physicians may be more
familiar with?

DR TWADDLE: Palliative care is team-
based care that focuses on supporting those
with serious illness and their families from
the time of diagnosis through the trajec-
tory of that serious illness, addressing the
holistic needs of that person and family. It
looks at them in the context of all they are
and what matters most to them to figure out
atreatment plan.

It's an integrated specialty. It's not an-
other swim lane, so to speak. Medical care
is often swim lanes. We're each in our role,
we're each in our lane, we do our job.
Whereas palliative care is synchronized
swimming. The person and family are in the
center, and the care helps to enhance com-
munication, collaboration, and coordina-
tion. Palliative care specialists are particu-
larly expert in symptom management.
communication skills, and facilitating com-
plex transitions of care across settings.

It'samore holistic way of looking at the
perscn and family in the context of serious
illness vs a disease-based model.

JAMA: How can physicians know if a pa-
tient needs palliative support?

DR TWADDLE: Any person who has seri-
ous illness should be screened for unmet
needs, symptom issues, practical aspects
of care, social issues, psychological issues.
Whether that then leads to the building of
an interdisciplinary team is not always
clear. Some people with serious illness are
getting their needs met, and their primary
care physician or treating specialists may
be able to coordinate that very easily.
They are, in essence, providing these com-
petencies of palliative care and they don't
realize it. Other [physicians] need more
formal structure around capturing these
different aspects.

JAMA: Could you define "seriously ill"?

DR TWADDLE: A serious illness is one with
a high risk of mortality and morbidity, with
functional impact and also caregiving
impact. That doesn't say anything about
prognosis. | think that's very important to

JAMA  Published online June 26, 2019

© 2019 American Medical Association. All rights reserved.

HE 4TH EDITION of the National Consensus Project
Clinical Practice Guidelines for Quality Palliative Care
(NCP) Guidelines expands upon the content in the previous
edition, specifically focusing on the two key concepts. First,

palliative care 1s inclusive of all people with serious illness,
regardless of setting, diagnosis, prognosis, or age. Second,
timely consideration of palliative care is the responsibility of
all clinicians and disciplines caring for the seriously 1ll, in-
cluding primary care practices, specialist care practices (e.g.,

oncology or neurology), hospitalists, nursing home staii, as
well as palliative care specialist teams such as hospice,
hospital, and community-based palliative care teams.

JOURNAL OF PALLIATIVE MEDICINE
Volume 17, Number 9, 2014

© Mary Ann Liebert, Inc.

DOI: 10.1089/jpm.2014.0164

Defining “Serious lliness”

Based upon these comments, the following conceptual
definition has emerged: *‘Serious 1llness’ 1s a condition that
carries a high risk of mortality, negatively impacts quality of
life and daily function, and/or 1s burdensome in symptoms,
treatments, or caregiver stress. Further research 1s needed to
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