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Traditionally, medical oncology has concentrated on the
development, implementation, and application of anti-
cancer therapies, therefore in a number of cancers long-
and short-term survival has been significantly improved.'
However, for most patients, quality of life is crucial, irre-
spective of the clinical course of the illness or the dura-
tion of survival.? It is estimated that by 2060, over 16 mil-
lion people will die from malignant neoplasms and
experience serious health-related suffering annually,
which is double the number compared with 2016.> Conse-
quently, building non-specialist palliative care capacity
among all healthcare providers by integration of pallia-
tive care as early in the oncological treatment as possible
is crucial.>* But how can we do that?
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St. Christopher’s Hospice.®

Dame Cicely Saunders,
Founder of the first hospice.

FROM HOSPICE TO PALLIATIVE AND SUPPORTIVE CARE
OR THE OTHER WAY AROUND

More than 60 years have passed since Dame Cicely Saunders
composed a 10-page proposal for a hospice, and therefore,
established a foundation for the hospice movement. Her dream
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project provided hospice care for 100 terminal cancer patients
in London.” Many of the principles of the hospice movement
were retained and adopted by a Canadian physician, Balfour
Mound, who first used the term palliative care in a treatment
setting aimed at symptom relief in 1974.® Almost 20 yeats later,
the importance of palliative care was recognized by the World
Health Organization (WHO). Consequently, the expert com-
mittee on cancer pain and palliative care was established, which
then called for the integration of efforts directed at maintaining
patients’ quality of life (QoL) at all stages of cancer treatment.’
The initial report of the committee was later followed by an
updated definition of palliative care, in which pain relief and
QoL were even more emphasized (Text Box 1).

Palliative care is an approach that improves the QoL of
patients and their families facing the problems associated
with life-threatening illness, through the prevention and
relief of suffering by means of early identification and
impeccable assessment and treatment of pain and other
problems, physical, psychosocial, and spiritual.

Functions of palliative care:

* Provides relief from pain and other distressing
symptoms.

* Affirms life and regards dying as a normal process.

* Intends neither to hasten nor postpone death.

* Integrates the psychological and spititual aspects
of patient care.

* Offers a support system to help patients live as actively
as possible until death.

* Offers a support system to help the family cope during
the patient’s illness and in their own bereavement.
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* Uses a team approach to address the needs of patients
and their families, including bereavement counselling,
if indicated.

* Will enhance quality of life, and may also positively
influence the course of illness.

e Is applicable eatly in the course of illness, in conjunc-
tion with other therapies that are intended to prolong
life, such as chemotherapy or radiation therapy, and
includes those investigations needed to better under-
stand and manage distressing clinical complications.

Text Box 1. Definition of palliative care in 2002 declared by the World
Health Organization (WHO)°

Over the past few decades, many different terms to describe
palliative care have evolved, among which supportive care,
first used by Page in 1994, has gained immense popularity.'"'?
Today, the most commonly used definition was proposed by
The Multinational Association of Supportive Care in Can-
cer: “Supportive care in cancer is the prevention and man-
agement of the adverse effects of cancer and its treatment.
This includes management of physical and psychological

symptoms and side-effects across the continuum of the cancer
experience from diagnosis through anticancer treatment to
post-treatment care. Enhancing rehabilitation, secondary cancer
prevention, survivorship and end-of-life care are integral to sup-
pottive cate.””? Howevet, all these terms ate often used intet-
changeably and some would claim they are euphemisms, while
others express the need for standardized definitions. Among
other factors, the lack of definitions for key terms may also
contribute to difficulties in integrating palliative care into stand-
ard oncology care."

WHY SHOULD EARLY PALLIATIVE CARE BE INTEGRATED INTO
STANDARD ONCOLOGY CARE?

The Swiss National Guidelines suggest concurrent palliative
care and standard oncological care at the time of initial diagno-
sis."” This is supported by the results of several studies included
in a systematic review and meta-analysis, where it was shown
that QoL in patients receiving eatly palliative care was signifi-
cantly higher.'® Apart from QoL, eatly palliative care also leads
to several other improvements in the patients’ physical charac-
teristics as well as psychological condition (Table 1)

Table 1. Studies about early palliative care. QoL, quality of life; FACIT-PAL, The Functional Assessment of Chronic lliness Therapy - Palliative care; FACT-L, Function-
al Assessment of Cancer Therapy - Lung; TOI, Trial Outcome Index; QUAL-E, Quality Of Life At The End of Life; HCS, The Health Complaints Scale; FACT-BMT,
Functional Assessment of Cancer Therapy - Bone marrow transplantation; FACT-G, Functional Assessment of Cancer Therapy - General; ESAS, Edmonton Symptom
Assessment System; CES-D, The Center for Epidemiological Studies Depression Scale; HADS-D, Hospital Anxiety and Depression Scale - Depression; FACIT-Sp, The
Functional Assessment of Chronic lliness Therapy - Spiritual Well-Being; HADS-A, Hospital Anxiety and Depression Scale - Anxiety; PHQ-9, Patient Health Question-

naire-9. Adapted from Saga et al. 2018.*

Cancer type; Patient QoL Physical Psychological Overall survival
patient number characteristics distress
Bakitas Several; n=322 Higher No difference Lower Lower risk of death
(2009)7 (FACIT-PAL, (ESAS) (CES-D, p=0.11) during first year;
p=0.15) higher risk after 1
year
Temel Lungs; n=151 Higher Lower Higher
(2010)* (FACT-L, p=0.09; (HADS-D, p=0.01; | (p=0.02)
TOI, p=0.04) lower PHQ-9,
p=0.04)
Zimmermann Several; n=442 Higher increase Higher decrease Increased
(2014)v (QUAL-E, p=0.003) | (ESAS, p=0.05) well-being
(FACIT-Sp,
p=0.006)
Bakitas Several; n=207 No difference No difference No difference Higher
(2015)%© (TON (CES-D) (p=0.18)
Maltoni Lungs; n=207 Higher Lower
(2016) (HCS, p=0.013; (HADS-A,
TOI, p=0.041) p=0.062)
El-Jawahri Blood; n=160 Lower decrease Lower increase Lower increase
(2016)** (FACT-BMT, (ESAS, p=0.03) (HADS-A, p<0.01;
p=0.045) HADS-D, p=0.02)
Temel Lungs/GIT; n=350 | Higher Lower No difference
(2017)% (FACT-G, (PHQ-9,
p=0.002) p=0.048)
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Figure 1. Early palliative care improves patients’ QoL. FACT-G , Functional
Assessment of Cancer Therapy - General scale; SE, standard error. Adapted
from Temel et al. 2017.%°

Already in 2010, Temel et al. have reported that early palliative
care not only improves QoL but also draws attention to resus-
citation preferences and less aggressive end-of-life care of
patients with lung cancer."® Furthermore, prolonged sutvival was
observed in advanced cancer patients who received specialist
palliative care while undergoing initial anti-cancer therapy. Medi-
an survival in the group assigned to eatly palliative care (n=77)
was 11.6 months versus 8.9 months in the standard care group
(n=74)."® Recently, the increased QoL with eatly palliative cate
versus usual care in patients with lung cancer (p<<0.05 through
24 weeks), has been confirmed by the same research group once
more (Figure 1).%

While a survival benefit due to the early involvement of palliative
care is still to be demonstrated for different types of cancer, there
is sufficient evidence supporting that it leads to better patient and
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categiver outcomes.'"'"* Therefore, whether palliative cate
should be integrated into the standard care for cancer patients is
no longer a subject of discussion, but rather, how it should be
integrated into various healthcare systems and how it should be
adapted to the specific needs of different patient populations are
the key questions to be addressed.**

WHEN IS THE OPTIMAL TIME?

The American Society of Clinical Oncology (ASCO) specifi-
cally recommends that patients with advanced cancer should
receive dedicated palliative care services concurrent with
active treatment, no later than 8 weeks after the initial diag-
nosis of the disease.” This is supported by Bakitas et al.
(2015), who showed that a delay of 3 months in the introduc-
tion of early palliative care is associated with a significant
difference in the survival rates after 1 year (63% for the early
group versus 48% for the delayed group, p=0.038).*

However, different palliative policies around the globe,
including latest guidelines from the European Society for
Medical Oncology (ESMO), have been largely influenced by
the WHO definition, which recommends that palliative care
is “applicable early in the course of illness”, and therefore,
suggests palliative care for cancer patients in a framework
not limited to advanced cancers.>!’ Thus, the best model to
describe palliative care in this broad sense, taking into con-
sideration the varying needs of the patients, would be the
adapted time-based model proposed by Hui and Bruera
(2015) (Figutre 2).” This model covers suppottive care, palli-
ative care, and hospice care, according to the stage of cancer.
Supportive care is the basis for this model, including patients
receiving curative therapy, and should be offered at the time
of diagnosis. Palliative care represents more specialized
symptomatic relief for patients with advanced cancers, while
hospice care comes with end of life care, mostly when the
expected survival is no longer than 6 months.'*

Figure 2. Time-based model of palliative
care in a broad sense. Adapted from Hui
etal. 2015.
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Figure 3. Integrated system-based model. Adapted from Hui et al. 2015.7°

WHO SHOULD BE REFERRED?

The conceptual patient-centric system-based model (Figure 3),
developed by Hui and Bruera (2015), depicts how a typical
patient should navigate the healthcare system to access initial
suppottive care.”” The current situation usually does not seem
to be efficient for every patient, therefore, the integrated model
is recommended, in which the patients in need would have bet-
ter access to palliative care regardless of which oncologist they
visit. This could be best achieved with commonly known and
detailed predefined critetia, therefore, different recommenda-
tions have been proposed, with different features taken into
consideration.”? Consequently, a consensus was reached on
11 major criteria and 36 minor criteria for specialist pallia-
tive-care referral.”

A significant burden is also associated with informal caregiving,
leading to negative health outcomes and decreased general
well-being*? Therefore, ASCO recently recommended that car-
egivers of patients with early stages of cancer may also be
referred to palliative care services.”® Some authors report that
effectiveness of psychosocial interventions in caregivers of
patients remains unclear, while others recommend psychoedu-
cation, supportive care interventions, and cognitive behavioral
interventions in order to decrease caregiver-related strain and
burden.’*® It remains rather unclear, how all of this can be
implemented in practice.””

HOW MUCH SHOULD BE DONE BY ONCOLOGISTS?

According to the initial ESMO guidelines from 2003, “medical
oncologists must be skilled in the supportive and palliative care
of patients with advanced cancer ... They should be skilled in
communication, and they should be familiar with the evaluation
and management of psychological and existential symptoms of
cancet, the interdisciplinary cate of patients with advanced can-
cer, palliative care research, ethical issues in the management of
patients with cancer, and preventing burnout ...”%*

At this point, it is important to mention two other conceptual
models of palliative care to give a sense of how much palliative
care is expected from oncologists, i.c. the palli-centtic provid-
er-based model (Figure 4) and the onco-centric issue-based
model (Figure 5)*%° The provider-based model primatrily
concentrates on how much palliative care should be provided
by a clinician based on the level of complexity of a patient.”>*
Primary palliative care (A) is provided by doctors, who treat
the patients on a regular basis, and therefore, need to provide
a high basal level of supportive care. This mainly refers to
oncologists and primary care providers. Patients with more
advanced disease and more complex care needs should be
referred for secondary and tertiary palliative care (B), in which
specialist palliative clinicians would either see them as consult-
ants or as the attending physicians in acute palliative care units.

B. Patients
seen by palliative %%-\
care specialists

Figure 4. Provider-based model. Adapted from Hui et al. 2015.%
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To help oncologists manage their daily issues and deliver the
best possible primary palliative care, the more accurate issue-
based model was developed.”* The most recent upgrade of
this integrated model enables prompt and extensive standard-
ized palliative care with concurrent oncological care, normaliz-
es the initiation of supportive and palliative care, and finally
minimizes the demand for oncologists to provide both
high-quality oncological and supportive care. All in all, accord-
ing to the authors, this model “enables oncologists to provide
as much or as little supportive care as they desire, knowing that

NEITHER LAST NOR LEAST

To summarize, there are multiple innovative approaches to
promote the integration of eatly palliative care into standard
oncology care. Given the heterogeneity of cancer center infra-
structure, patient populations, resource availability and clini-
cian trainings, there is no universal model that can be used.
The vision of integration should be defined in advance so that
the current challenges can be addressed effectively. But most
importantly, the center of care should always be the well-being
of patients rather than statistically significant data points.

their patients will always be able to receive high-quality pallia-

tive care”.®

“Being mortal is about the struggle to cope with the constraints of onr
biology, with the limits set by genes and cells and flesh and bone. Medical
science has given us remarkable power to push against these limits, and the
potential value of this power was a central reason 1 became a doctor. But
again and again, 1 have seen the damage we in medicine do when we fail
to acknowledge that such power is finite and ahways will be. We've been
wrong about what our job is in medicine. We think our job is to ensure
health and survival. But really it is larger than that. It is to enable
well-being. And well-being is about the reasons one wishes to be alive.
Those reasons matter not just at the end of life, or when debility comes,
but all along the way. Whenever serious sickness or injury strikes and
your body or mind breaks down, the vital questions are the same: What

Pain consult Gl consult

Spiritual
distress

~—1

Neurology consult

Palliative care
consult

Chaplain
consult

Pulmonary consult

pecSaneer is your understanding of the situation and its potential outcomes? What
sessmen Psychiati It
Treatment \ Sy const are your fears and what are your hopes? What are the trade-offs you are
willing to make and not willing to make? And what is the course of
distress

action that best serves this understanding?” Atul Gawande’”

Figure 5. Integrated issue-based model. GI, gastrointestinal. Adapted from
Hui et al. 2015.%
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