) Revista Gatcha
de Enfermagem

How to cite this article:

Nogueira LA, Machado CAM, Marques
ACB, Kalinke LP. Implications of financial
toxicity in the lives of cancer patients:
areflection. Rev Gaticha Enferm.
2021;42:620200095.doi: https://doi.
0rg/10.1590/1983-1447.2021.20200095

¢ Universidade ~ Federal do  Parand  (UFPR),
Departamento de Enfermagem. Curitiba, Parand,
Brasil.

® Hospital de Clinicas da Universidade Federal do
Parand (HC-UFPR). Curitiba, Parana, Brasil.

Online Version Portuguese/English: www.scielo.br/rgenf

M Reflection Article
doi: https://doi.org/10.1590/1983-1447.2021.20200095

Implications of financial toxicity in the
lives of cancer patients: a reflection

Implicagées da toxicidade financeira na vida de pacientes com cancer: uma reflexdo

Implicaciones de la toxicidad financiera en la vida de pacientes con cdncer: una reflexién

Luciana de Alcantara Nogueira®
Celina Angélica Mattos Machado®
Angela da Costa Barcellos Marques®
Luciana Puchalski Kalinke®

ABSTRACT

Objective: To reflect on the understanding of financial toxicity, as an adverse event of cancer diagnosis and treatment, and its
implications on the quality of life of these patients.

Method: Reflexive study, based on the international literature about the concept of financial toxicity and its relationship with quality
of life.

Results: Financial toxicity is related to the financial difficulties associated with cancer and its treatment, which occur in the lives
of patients and family members. Its consequences include: possible worsening of the clinical symptoms, indebtedness, loss of
professional opportunities, changes in family habits and decline in quality of life.

Final considerations: Measures to minimize financial toxicity should also be a concern of the state and be part of the therapeutic
itinerary of cancer patients. Dialogue can become an essential tool for the health team to clarify the therapeutic options and their
costs. This attitude shows respect and preserves the patient’s autonomy, which can minimize the feeling of helplessness in the face
of the disease.
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RESUMO

Objetivo: Refletir sobre o reconhecimento da toxicidade financeira como um evento adverso do diagndstico e tratamento do cancer,
e suas implicacbes na qualidade de vida dos pacientes.

Método: Fstudo reflexivo, fundamentado na literatura sobre a toxicidade financeira e sua relacao com a qualidade de vida.
Resultados: A toxicidade financeira relaciona-se as dificuldades financeiras associadas ao cancer e seu tratamento. Suas
consequéncias incluem: possivel piora do quadro clinico, endividamento, perda de oportunidades profissionais, mudangas de habitos
familiares e declinio na qualidade de vida.

Consideragdes finais: Medidas para minimizar a toxicidade financeira também devem ser uma preocupacdo do Estado e fazer parte
do itinerdrio terapéutico dos pacientes com cancer. O dialogo pode se tornar uma ferramenta essencial, para que a equipe de satide
esclareca sobre as op¢des teraputicas e seus custos. Essa atitude demonstra respeito e preserva a autonomia do paciente, podendo
minimizar o sentimento de impoténcia diante da doenca.

Palavras-chave: Neoplasias. Toxicidade. Custos de medicamentos. Qualidade de vida.

RESUMEN

Objetivo: Reflexionar sobre el reconocimiento de la toxicidad financiera, como un evento adverso del diagndstico y tratamiento del
cancer, y también sus implicaciones en la calidad de vida de los pacientes.

Método: Estudio reflexivo, fundamentado en la literatura internacional sobre el concepto de toxicidad financiera y su relacion con la
calidad de vida.

Resultados: La toxicidad financiera se relaciona con las dificultades financieras asociadas al cancer y a su tratamiento en la vida
de los pacientes y familiares. Sus consecuencias incluyen: posible empeoramiento del cuadro clinico, endeudamiento, pérdida de
oportunidades profesionales, cambios de hdbitos familiares y disminucién de la calidad de vida.

Consideraciones finales: Las medidas para minimizar la toxicidad financiera deben ser una preocupacion del Estado y hacer parte
del recorrido terapéutico de los pacientes con cdncer. I didlogo se puede transformar en una herramienta esencial, para que el equipo
de la salud tome conocimiento de las opciones terapéuticas y de sus costos. Esa actitud demuestra respeto y preserva la autonomia
del paciente, pudiendo minimizar el sentimiento de impotencia delante de la enfermedad.

Palabras clave: Neoplasias. Toxicidad. Costos de los medicamentos. Calidad de vida.
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Bl INTRODUCTION

Studies related to the costs of cancer treatments show
that they have grown significantly over recent years‘'->. The
reasons for this growth go from the increase in investments
on clinical studies to discover new molecules for new drugs
to the development of new diagnostic equipment and new
treatments2. This has impacts over both public or private
health services, the population and the patients®, to whom
these costs are transmitted through increased taxes, health
insurance premiums, and treatments.

Aiming to highlight the dramatic economic effects of
modern cancer medication in the life of patients™ the con-
cept of the adverse event “financial toxicity”has emerged. It
started to be used in 2009, in the United States, to show the
financial impact of the treatment of cancer, considering the
costs it has for the patient. Ever since, it has been adopted
to describe the financial difficulties associated to the diag-
nostic of cancer and its treatment. It emphasizes the clinical
relevance of financial suffering®.

Although the adverse event of financial toxicity has exist-
ed for more than a decade, it is common to find researches
that use other expressions with the same meaning, such
as: financial load, financial stress, financial difficulties, and
financial anguish!). All of them are related to the impact
that the cost of cancer diagnosis and treatment can cause
in patients and relatives.

Since its first use, the concept of the adverse event fi-
nancial toxicity was associated to cancer patients. However,
some authors®” have employed the term in their researches
to show that financial toxicity also exists among individ-
uals with other chronic diseases. Studies carried out with
patients undergoing cancer treatments have given rise, in
other specialties, to the same idea, related to the problems
with the costs. It may become the object of further studies,
especially for patients with chronic diseases who undergo
long periods of treatment.

Investigations on the financial toxicity have shown that
itis a constant preoccupation for patients and for the health
team#2, Themes such as the communication between
physicians and patients about the costs of the treatment®,
the adherence to the cancer treatment due to costs?, and
relations between the financial difficulties caused by a cancer
treatment and a higher mortality ratel” show how much the
cost of the diagnosis or treatment of a person with cancer
impacts in the lives of patients, relatives, and in the course
of the treatment of the disease.
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Its financial impact is related to all issues that emerge
from the signs and symptoms. An example are diagnostic
exams that health insurances or the public health system
do not cover, in addition to medication, hospitalizations,
caregivers, expenses with transportation and food, loss of
income, among otherst.

For authors® who focus their studies about financial
toxicity on cancer patients, there are two types of financial
load: objective and subjective. The first is related to additional
expenses of the treatment, such as: medication, outpatient
attention, and hospitalizations. The latter, on the other hand, is
related to possible changes in wellbeing and in the quality of
patient care. The authors advocate that extra expenses related
to cancer treatments are similar to physical toxicity, since the
costs may impact in the quality of life (QoL) of patients and
prevent the adherence to care and to the therapies proposed®.

The importance of this theme has been shown by the ex-
pansion in the number of publications about it, which reflects
how pertinent itis to our time. They show that it is paramount
to study the reflections of the existence of this collateral effect
in the lives of people with cancer. Recognizing the presence
of financial toxicity as a serious problem to be confronted by
cancer patients may enable the involvement of many sec-
tors, such as social assistance, and that of the pharmaceutic/
laboratory industry, in addition to allowing health teams to
organize coping alternatives. Therefore, the objective of this
text is reflecting on the knowledge of financial toxicity as an
adverse event of the diagnostic and treatment of cancer, and
their implications in the quality of life of the patients.

A reflection study was carried out, based on the texts of
international literature about the concept of financial toxicity
and its relations to the quality of life.

This reflection stemmed from a theoretical in-depth look
about the economic and social repercussions of the cancer
treatment, made by a group of researchers that study qual-
ity of life. A search was made for scientific articles that were
published in the last five years in the international databases
PubMed and Scopus, using the descriptor “financial toxicity’,
during the months of January, February, and March 2020. 48
articles were found in PubMed and 74 in Scopus. The USA was
the country with the highest number of works on the theme.
From the reading of the text, it was found that some issues
are common with regard to the results of the researches, and
it is possible to synthesize productions on the theme in two
conducting axes, presented as follows: 1) financial toxicity as
an adverse event in cancer patients; 2) financial toxicity and
its implications in the lives of cancer patients.



Financial toxicity as an adverse event in cancer
patients

In this axis, the literature about financial toxicity addresses
aspects related to the damage caused by this adverse effect.
Itincludes the diminution of entertainment, changes in the
lifestyle, discontinuity of treatment, and bankruptcy. Studies
also addressed the increase in the number of studies, the
presence of this collateral effect in countries with different
economies, in addition to the importance of the dialog
between patient and health team, on the costs of treatment.

Financial toxicity, similar to other types of adverse events,
can cause damage in distinct areas of the life of patients
and their relatives, be this damage physical, psychological,
or even in family routine. With an increase in the expenses,
due to the diagnostic or treatment, and possibly with the
loss of income, patients cannot integrally pay for the therapy.
As a result, they will most certainly reduce expenses with
leisure, events, and family activities, changing family habits;
Furthermore, it contributes to increase anxiety™, psycholog-
ical symptoms™™, and diminution in the QoL®.

Another issue that must be considered is related to the
discontinuity or abandonment of cancer treatment as a
consequence of the adverse event that is financial toxicity*.
In a research® with 300 cancer patients from a reference
center for cancer treatment and from three rural cancer
clinics, all of which located in the United States, 27% of the
sample reported not adhering to the medication due to
financial concerns. Another research®, also from the USA,
was carried out in a non-profit organization with patients
with solid tumors that underwent chemotherapy or hormone
therapy, showed that an increasingly high portion of patients
undergoing cancer treatments is under the risk of cutting
off on or reducing provisions, selling houses, not adhering
to the treatment prescribed or, in some cases, declaring
personal bankruptcy to pay for the treatment.

Many studies about the adverse event of financial tox-
icity were carried out in countries with a stable economy,
where the health system is private. They showed the financial
load brought about by the cancer diagnosis to the lives
of patients. However, it is important to reiterate that this
adverse event also affects patients who live in developing
countries, where the per capita income is lower. A research
carried out in Canada®?, where the per capita income is
high and the health system is public, showed that patients
from countries that finance the health systems also went
through similar difficulties to those who need to pay for the
entire treatment. In Brazil, where the income is lower than
in Canada and where the Single Health System (SUS) is the
main provider of cancer treatment, this adverse event affects
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people in different degrees. That means that even people
with higher income may suffer with financial toxicity due
to the increase in expenses.

The number of publications involving financial toxicity
as an adverse event in cancer patients and its consequences
have increased over recent years all over the world. A review
study from 2019%), which aimed at identifying articles about
financial toxicity in cancer patients during chemotherapy
treatment, 49 articles were found in the databases Cumula-
tive Index to Nursing and Allied Health Literature, PubMed,
Literatura Latino-Americana e do Caribe em Ciéncias da
Saude, and Scopus using the descriptor "financial toxicity”.
That research showed that tw out of the five studies selected
aimed to evaluate the instrument COmprehensive Score for
Financial Toxicity — Functional Assessment of Chronic lliness
Therapy (COST), which measures the adverse event financial
toxicity in cancer patients.

The COST was developed by the English language in
2014, and validated in 2017 by the creators of the FACIT
group®. The instrument is made up by a 12-item scale (one
of which is considered a summary and is not counted for
the score), with five-point Likert answers. In three years,
since its creation, it has been translated and transculturally
adapted for 10 languages in European, Asian, and American
countries, including Brazil.

Considering the researches that used the COST instru-
ment, many were carried out with patients who were un-
dergoing oral or intravenous chemotherapy, since the costs
of the medication and the demands they generate are high,
strongly impacting in the family budget. However, other
authors®'? have showed the presence of financial toxicity
among patients who chose to go through surgical and
radiotherapy procedures as an alternative form of thera-
py. One of these researches®, carried out in the University
of North Carolina (UNC), from January to July 2017, with
adult patients from 6 to 18 months after a curative surgery,
concluded that the surgical treatment places a substantial
portion of patients under the risk of financial toxicity, even
when do not need chemotherapy. The study suggested that
preventive interventions should be extend to all patients
under cancer treatment.

For the authors of a study™, extra expenses with cancer
treatment, such as medication, outpatient attention, and
hospitalizations, are related possible changes in the wellbeing
and in the quality of patient care, being key components of
the adverse event financial toxicity.

The diagnosis of a chronic diseases leads patients
and their relatives to take on costs that were previously
non-existent in the family budget. As a result, measures
to minimize financial toxicity must be considered by the
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health team. Among then, the dialog between the patient
and the multidisciplinary team about the therapeutic op-
tions and their costs"?, which aims to allow the patient to
understand the possible therapeutic options for their case
and may, with the team, glimpse at the possible ways they
can go through, diminishing the anguish caused by the
lack of information and by decisions made exclusively by
the health team. In this dialog context, patients may be
referred to professionals such as: social workers (to aid in
food needs and transportation, when necessary), psychol-
ogy (to cope with the diagnosis and avoid depression and
anxiety), among others.

To dialog about the cost, the teams must be prepared.
Although professionals recognize the need, they may not feel
prepared and comfortable to discuss the issue. In the United
States, there are resources available in organizations such as
the American Cancer Society and the American Society of
Clinical Oncology, with suggestions on how professionals
can involve their patients in treatment options, with good
cost-benefit rates.

In Brazil and in other developing countries, cancer pa-
tients certainly go through financial toxicity as a severe
adverse event of their treatment. However, the discussion
about the theme and the researches with this content are
scarce. Studies"' that address the need of health profession-
als to discuss the issue of cost in attention start to emerge
and trigger new possibilities, such as: the presence of a
financial management professional in the health team, who
can give support and advice to the family about resource
management; as well as guidance for returning to the work
market, which can make this return less difficult, with a more
self-assured patient.

Financial toxicity and its implications in the
quality of life of cancer patients

In this axis, the literature on financial toxicity reports the
physical, mental, and social impacts of financial toxicity in
the lives of cancer patients.

The expenses of the cancer treatment change accord-
ing to the anatomic site of the tumor, its stage, and the
time of treatment. Those that demand long therapies are
costlier, that is, depending on the features of the disease,
the physical conditions of the patient, and the progno-
sis, the adverse effect financial toxicity can be greater
or smallert’?,

Financial toxicity has been associated to man clinically
relevant variables, such as Qol, adherence to the therapy,
and survival rate®. It impacts during cancer treatment and
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after it, since, in addition to the financial issues with regard
to which the family must organize their lives, the return to
the job market is also important, and is often made more
difficult due to the limitations of the disease or the fatigue
caused by the therapy.

Impacting all age groups, the financial toxicity, in young
adults, forinstance, is accompanied by other implications,
such as diminutions in productivity and the need to be
absent from work during the treatment. These issues can
lead to the loss of opportunities of professional develop-
ment and of ascension in one’s career, since the time out
of the job market can be an obstacle to compete for job
vacancies.

Furthermore, patients that cannot pay for their care,
even those with private health insurance, usually use their
savings and make loans to pay for the costs of treatment.
These actions change their lifestyle, leading to the selling
of their assets, when there are nay, or to the making of
debt™™,

Certain financial toxicity implications are related to deci-
sion making, such as choosing which bills to pay and which
toignore, paying for the costs of treatment and determining
how to pay for care, declaring bankruptcy, adhering partially
to the treatment due to not having the conditions to deal
with costs, among others. Any of these can strongly impact
the lives of patients and their relatives.

The non-adherence to the treatment by cancer patients
is highlighted in a study® as a consequence of financial
toxicity. It was reported by all age groups, but especially
in young adults. These, often, do not have a private health
insurance, incur debt to pay for treatment, exams and
consultations, and that leads them to choose whether to
buy each medication, or whether to opt for alternative
therapies to diminish costs, which, in turn, changes the
course of the treatment.

The impact of financial toxicity accompanies feelings
of depression, anxiety, and, consequently, declines in QoL.
They may also culminate in the increase in hospitalizations,
worsening of clinical situations, and in the progression of
the disease. That is, in the short or long term, the QoL of the
patients is compromised, since the result of the treatment
will not be the outcome desired, and the treatment may
not be concluded, leading to collateral effects that could
have been avoided and controlled, leading to a diminution
in their survival rate.

Making the treatment more accessible is the crucial point,
and it was the salient issue in a research from 2019, which
found that the accessibility of the treatment influences the
follow up of the patient.



In this context of treatment access, one must consid-
er the existence of many medications, with a significant
difference of cost between them. One must offer these
options for the patient before prescribing. However, if some
treatment has already been prescribed, the team must be
attentive to signs of financial toxicity that may manifest
in the worsening of the patient situation, which may be
a result of the lack of adherence to the treatment, to the
sold of assets or to the excessive preoccupation with cost,
and others, in order to verify whether the therapy can be
replaced. The entire team must zeal for the wellbeing of
the patient.

An ambitious suggestion to minimize financial toxicity
involves the formulation of a public policy that can intervene
inthe increase in taxes and/or in the co-participation of health
insurance during the treatment. In that case, the patients
would not suffer with increased premiums of their health
insurances. The formulation of a policy with this respect does
not exclude financial toxicity from the life of cancer patients,
but it certainly may, together with other actions, contribute
for patients to have less difficulties.

H FINAL CONSIDERATIONS

"Financial toxicity”as an adverse effect is an up-to-date
and relevant term in the context of cancer treatment. How-
ever, this terminology could extend to other specialties in
the field of health, so the concept may define the route
of financial difficulties with which patients with chronic
diseases live.

It is present in the daily life of patients with cancer and
their relatives, considering their signs and symptoms. One
must monitor this adverse event with the same severity,
responsibility, and commitment they monitor for any other
event in the treatment, due to its impact in the QoL of all
those who experience the disease.

The dialog, the clarifications and the respect to the au-
tonomy of the patient may become important tools for the
multiprofessional team to give patients the opportunity to
experience a therapy that is in accordance with their financial
conditions. That could minimize the feeling of impotence of
patients and relatives considering the disease.

As a contribution for the practice, this study suggests
further studies that discuss public policies targeted at the
involvement of sectors that may contribute to diminish the
costs related to cancer treatments. Health institutions and
professionals may espouse this concept and financial experts
may work with the health team to guide the patients, aiding
to minimize the risks resulting from the financial effects of
the cancer treatment.
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