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Abstract

The disruption to patient and family well-being introduced by the rising costs of cancer care is a growing clinical problem.
In addition to logistical questions, there is a compelling, existential one: “How should healthcare teams address patient and
caregiver distress and uncertainty from financial toxicity?” We argue that the principles and practice of palliative care can

help alleviate this element and often unaddressed component of human suffering.
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Palliative care is defined by the World Health Organiza-
tion as “an approach that improves the quality of life of
patients (adults and children) and their families who are
facing problems associated with life-threatening illness. It
prevents and relieves suffering through the early identifi-
cation, correct assessment and treatment of pain and other
problems, whether physical, psychosocial or spiritual” [1].
Palliative care teams, usually comprising nurses, advance
practice nurses, social workers, physicians, chaplains,
and pharmacists, serve a seriously ill patient population
dealing with some manner of anguish. Their success, as
demonstrated by multiple randomized clinical trials, stems
from the routine assessment of symptom burden, psycho-
social and spiritual care needs, and individual values of the
patients for whom they care [2]. The evidence from multi-
ple randomized trials is so strong that the American Soci-
ety of Clinical Oncology recommends that all advanced
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cancer patients be seen by a multidisciplinary palliative
care team within eight weeks of diagnosis [3].

Untapped to date is the opportunity for palliative care
to assist in a growing component of patient suffering—
financial toxicity. In recent years, due to increases in cost-
sharing, through rising deductibles, co-insurance, and
copayments, patients are shouldering larger proportions of
healthcare costs [4]. The experience of financial toxicity
has become both common and global [5, 6], with families
experiencing a range of distress, and even personal bank-
ruptey [7]. An early and still appropriate example of finan-
cial toxicity is the impact of co-payments on the use of
curative therapy for chronic myelogenous leukemia. People
with higher co-pays were almost twice as likely to discon-
tinue use of imatinib (GleevecTM) and had higher rates of
non-adherence, leading to relapse and drug resistance [8].
Financial strain negatively impacts emotional well-being
[9], health-related quality of life [10], treatment compliance
[11], and even survival [12]. Cancer patients who filed for
bankruptcy had an increased mortality risk compared to
similar cancer patients who did not [12]. If financial toxic-
ity was graded as an adverse event in a drug trial, toxicities
would be high grade and dose limiting.

The evidence is scant regarding how to engage with
patients in discussions about costs of cancer care, and many
logistical questions remain [13, 14]. What is known and has
been particularly realized over this past year amidst global
COVID-19 pandemic is the role of specialty palliative care
teams to provide an extra layer of support. Our teams are
present during situations of medical complexity and times
of overwhelming uncertainty. In recent months, palliative
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care teams have filled gaps in care due to coronavirus by
serving in acute care hospitals and long-term facilities. They
have organized hotline telephone programs for distance-
based conversations with patients and worried loved ones
who could not physically see them, debriefing sessions for
morally distressed healthcare providers, and participated
in policy discussions regarding resource allocation and
how to address disparities in care for vulnerable popula-
tions [15]. Palliative care team structures are unique, based
on resources and funding. While palliative care teams are
expanding (both within the USA and globally), availability
is not always well defined. Importantly, national and inter-
national guidelines recommend involving palliative care for
all patients with serious illness (regardless of site of care)
[16-18]. These experiences highlight that the principles
of palliative care are foundational to alleviate patient and
system distress, and that is why the specialty is uniquely
equipped to address financial toxicity.

The core principle of palliative care is to understand the
whole patient—their life, their loved ones, and their medical
and non-medical sources of strength and distress. We envi-
sion that these core principles would allow palliative care
teams to rise to the present challenge in cancer care, where
patients and families often remain unaware of the risk of
financial toxicity, and how it can impact daily living, quality
of life, and the ability to achieve personal and professional
goals. Research in oncology continuously highlights gaps in
what patients want to know—the required time away from
home and frequency of clinic visits for different regimens,
the associated costs of transportation, lodging, and caregiv-
ing arrangements, the costs of parking [19-21]. Addressing
financial toxicity is well within the purview of palliative
care, whose focus is on the entire family, seeking to improve
the ability of families to support themselves through an often
traumatic journey of cancer treatment.

It is troubling when data suggests that 50% of surveyed
patients are willing to declare bankruptcy to pay for can-
cer care, and even more distressing when 70% of surveyed
patients have late-stage disease, suggesting limited compre-
hension of the nonexistent gains such financial sacrifices
tend to produce [7]. If third-line therapy for melanoma
extends life by 3 months, but is accompanied by an out-
of-pocket cost of $100,000, or foreclosure of one’s home,
would patients and families approach care decisions differ-
ently? Unfortunately, these theoretical choices are often a
reality, though not discussed a priori.

Admittedly, out-of-pocket costs and financial toxicity are
difficult to predict, but so are many medical outcomes that
are nevertheless discussed daily in palliative care clinics,
such as mortality chances that presage advance care plan-
ning. Although palliative care providers may not always
have the answers to questions regarding costs of treatment
or the ability to modify treatment recommendations, they are
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unique in their ability to coordinate care within teams and to
prioritize treatment goals within a patient-centered frame-
work. Nearly all palliative care teams ask patients about
values, goals and fears, and the pertinent family dynamics
before considering any clinical plan of action. These ques-
tions can be coordinated with medical oncology teams espe-
cially within the context of choosing appropriate therapy for
patients with advanced cancer, a poor prognosis, and limited
time. From a policy perspective, financial reimbursement
could be considered to incentivize these conversations, simi-
lar to recent Medicare innovation to promote advance care
planning [22]. Such discussions could assist patients who
are willing to trade-off some chance of medical benefit for
less financial strain.

In addition, having a liaison not directly involved with
treatment decisions to discuss costs of care aligns with what
patients want [23]. The majority of patients report a desire
to discuss cost, and oncologists feel responsible to do so.
Yet, most oncologists feel ill prepared to engage in these
conversations [24]. In one study of metastatic patients with
cancer, only 28% had discussed costs of care with their doc-
tor [25]. When costs are not included in decision-making,
patients and their families are ultimately the ones who suffer.

Palliative care teams have historically normalized diffi-
cult conversations. Expanding these conversations to include
financial toxicity makes clinical sense, if we think of finan-
cial costs as treatment side effects and components of human
suffering. In fact, screening for financial hardship could be
considered part of broader efforts to assess the social deter-
minants of health (e.g., food insecurity, housing instabil-
ity), since patients may be making trade-offs between other
needs and medical care [26]. There are actionable ways to
normalize the discussion about costs and ability to pay for
treatment. One of us (TJS) uses the simple question: “Are
you have difficulty paying for your care?” The Cost Con-
versation project of Avalere Health and the Robert Wood
Johnson Foundation also give practical tips [27], and there
are published screening tools [26]. Interviews of patients
suggest that the cost of care conversations should be held in
a private place, with emotional support, and with someone
who understands and can help [28]. When patients at risk
are identified, medical oncologists and all members of the
cancer care team should be alerted, and careful deliberation
is made to provide patient-centered care that does not cause
financial ruin.

The COVID-19 pandemic has also uniquely contributed
to adverse economic effects, including widespread unem-
ployment and loss of access to employer-sponsored health
insurance, which can limit financial resources and increase
risk of financial toxicity [4]. It has also limited in-person
interactions with providers. Understanding the effects of
the COVID-19 pandemic on cancer care, including any dif-
ferences between virtual and in-person conversations about
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costs of care and financial hardship, will be important for
future research.

Palliative care will always recognize the patient and fam-
ily as a unit. Patients know their values, needs, preferences,
and toxicity thresholds better than anyone else. A diagno-
sis of cancer is often overwhelming, and treatments can be
toxic. What cancer should not be is financially catastrophic.
It is time for palliative care teams to respond to this element
of human suffering.
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