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sexagesimal degrees indicate a higher level of economic @
burden. Results. Families of children with cancer have

a high economic burden, in particular in transportation
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(28.5°), communications (26.3°), health (20.8°), housing (19.7°), and food (17.4°).
Conclusion. The families have a high economic burden associated with caring for
the child with cancer. It is necessary to implement social support strategies to these
families to keep the economic burden from interfering with adherence to treatment
and, hence, with the child’s survival.

Descriptors: cost of illness; neoplasms; child.

Carga financiera familiar asociada al cuidado del nifio
con cancer

Objetivo. Determinar la carga financiera familiar asociada al cuidado del nifio
con cancer. Métodos. Estudio descriptivo con abordaje cuantitativo. La muestra
estuvo constituida por 50 familias de niflos con cancer que estan vinculadas a una
fundacion en Bogota (Colombia) y que acompafa de forma integral (alimentacion,
asesoria psicologica y espiritual, hospedaje, transporte y educacién) a nifios de
poblacion vulnerable con diagnostico de lupus y céncer. Se empled una ficha de
identificacion para caracterizar a los sujetos y la Encuesta “Costo financiero del
cuidado de la Enfermedad crénica” de Mayorga et al. El analisis se realiz6 mediante
la metodologia “Carga financiera atribuible al cuidado familiar de una persona con
enfermedad cronica en Colombia” -CARACOL- que cuantifica el nivel de la carga en
grados sexagesimales y el costo financiero de la carga: a mayor nimero de grados
sexagesimales es mayor el nivel de carga financiera. Resultados. Las familias de
los nifios con cancer tienen una alta carga financiera, en particular en transporte
(28.5°), comunicaciones (26.3°), salud (20.8°), vivienda (19.7°) y alimentacion
(17.4°). Conclusion. Las familias tienen una elevada carga financiera asociada al
cuidado del nifio con cancer. Es necesario la implementacion de estrategias sociales
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de apoyo a estas familias con el fin de evitar que la carga financiera interfiera con la
adherencia al tratamiento y, por tanto, con la supervivencia del nifio.

Descriptores: costo de enfermedad, neoplasias, nifo.

Carga financeira familiar associada ao cuidado da crianca
com cancer

Objetivo. Determinar a carga financeira familiar associada ao cuidado da crianga com
cancer. Métodos. Estudo descritivo com a abordagem quantitativo. A amostra esteve
constituida por 50 familias de criangas com cancer que estao vinculadas a uma
fundagdo em Bogota (Colémbia) que acompanha de forma integral (alimentacéo,
assessoria psicolégica e espiritual, hospedagem, transporte e educagéo) a criancas
de populacao vulneravel com diagndstico de Iipus e cancer. Se empregou uma
ficha de identificacao para caracterizar aos sujeitos e a Enquete “Custo financeiro
do cuidado da Doenca crénica” de Mayorga et al. O analise se realizou através da
metodologia “Carga financeira atribuivel ao cuidado familiar de uma pessoa com
doenca cronica na Colémbia” -CARACOL- que quantifica o nivel da carga em graus
sexagesimais e o custo financeiro da carga; a maior nimero de graus sexagesimais é
maior o nivel de carga financeira. Resultados. As familias das criangas com cancer
tem uma alta carga financeira, em particular no transporte (28.5°), comunicagoes
(26.3°), saude (20.8°), vivenda (19.7°) e alimentacdo (17.4°). Conclusao. As
familias tém uma elevada carga financeira associada ao cuidado da crianga com
cancer. E necessario a implementacao de estratégias sociais de apoio a estas familias
com o fim de evitar a carga financeira interfira com a aderéncia ao tratamento e, por
tanto, com a supervivéncia da crianca.

Descritores: efeitos psicossociais da doenca; neoplasias; crianga.
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|ntroduction

lobally, between 2001 and 2010 there was a rate of cancer
incidence of 140 cases per million children under 15 years of
age, which corresponded to the diagnosis of nearly 300,000 new
cases during that period,* with leukemia being the most common
type of childhood cancer (rate of 46.4 per million), followed by tumors of the
central nervous system (rate of 28.2 per million) and lymphomas (rate of 15.2
per million).® During the period from 2007 to 2011, it was estimated that
for Colombia the annual incidence rate for all types of tumors, except skin, in
the country was 11.4 per 100,000 in boys and 8.7 per 100,000 in girls.®

Childhood cancer affects families in several items of their lives, including the
financial, a situation that can influence upon the late initiation of treatment,
adherence, and remission to specialized levels of care, which may mean the
difference between life and death. Likewise, cancer treatment in its early
stages is intense because complete remission is expected, needing frequent
hospitalizations and the transfer of the child and the caregiver from the home
to the hospital, which causes disorders in the family life routine,® in the role of
each family member, in the schooling of the sick child and of other children.®

Within the financial affectation of childhood cancer in families, literature reports
a change in the routines that affects the lives of the families, influencing not
upon the unity, relationship, and emotional state of its components; it will also
suffer at the work level due to the loss or abandonment of work, which has
financial repercussions.® Upon the need for continuous companionship for the
child during treatment and course of the illness, some parents must abandon
or diminish their hours of work, a condition that brings as consequence a
decrease in the family income.”

The burden of care is identified both in the principal caregiver as in the
family group by the alteration in the family functionality and impact upon
the financial, social, and personal spheres.® The family economic burden is
defined as the added financial effort the family of a child with cancer must
assume to provide the care needs.® The family financial affectation has
been studied in families of people with chronic illness in Colombia“®!V and
Guatemala,*? reporting that the greatest affectation takes place in the health
area. In childhood cancer, the particularity of the experience and treatment
suggests differentiating this phenomenon from general chronic illness, which
is why the aim of this study was to determine the family economic burden
associated with caring for the child with cancer.
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Methods

This descriptive, cross-sectional study was conducted
between 2015 and 2017. A convenience sampling
was done of 50 families of children with cancer
linked to a foundation in Cundinamarca (Colombia);
this institution has a social responsibility program
in which it offers comprehensive companionship
to children from vulnerable population who are
stricken with lupus or cancer during hospitalization
or remission, so they can satisfactorily complete their
health treatments in Bogota. The foundation offers
aid in the modalities of regular child and floating
child; the first is the child who attends the institution
regularly and receives weekly groceries and when
in treatment receive a monthly hospitalization kit;
the floater is the child forwarded from their city of
origin for treatment in Bogota, during that period the
foundation offers them the same support offered to
a regular child and, additionally, the floater children
participate in the foundation’s ludic, recreational,
and spiritual events.

The study informant was the principal family
caregiver of the child with confirmed diagnosis of
childhood cancer and who was in the phase of
treatment consolidation or maintenance. Inclusion
criteria included being over 18 years of age and
caring for the child for at least two months; the
latter for the purpose of quantifying consumption
before and after the cancer diagnosis.

To gather data, a questionnaire was used containing
sociodemographic information of the child and the
caregiver. To measure the additional family financial
effort associated to caring for a child with cancer
the study used the family survey “Financial cost
of caring for chronic illness” by Montoya et al., !
which inquires on the actual effective consumption
attributable to caring for individuals with chronic
iliness, the perception of burden associated to the
financial cost, and — lastly — the observations related
to the cost of caring. This survey has adequate
facial and content validity criteria under criteria of
clarity, sufficiency, coherence, and relevance. The
survey quantifies family financial expenditure in
Colombian pesos (COP) and has open response

spaces that permit expanding on the causes of the
increased expense.!

Understanding as economic burden the additional
financial effort the family of a child with cancer must
assume to meet the care needs,”® and the level of
burden as the relative weight of the financial cost in
each of the items of the actual effective consumption
attributable to caring for the child with cancer, which
was obtained by calculating a quotient based on
the amount of money that the family consumes in
caring for the patient and the amount of money the
family consumed before the illness, resulting in an
independent proportion of the monetary value. The
resulting quotient is converted into degrees of an angle
through the tangent arc function, with higher number
of degrees meaning a higher level of burden.t¥

The analysis of the economic burden was conducted
through the methodology known as CARACOL
(Economic burden attributable to caring for a person
with chronic illness in Colombia), which has two
facets: quantification of the level of burden and
financial cost of the burden.(10) The first seeks to
identify the level of the impact or relative weight of
the financial cost in each of the items or grouping
of these and the second is aimed at describing the
peculiar attributes of consumption of the family group
associated to caring for the patient with chronic
illness. To specify the relative weight of the burden,
the study determined the amount of money the family
invested in caring for the child with cancer and this
was contrasted with the amount of money the family
spent prior to the onset of the illness in a given item
of the household economy. The quotient of both
amounts expressed the proportion of the consumption
attributable to the illness with respect to the prior
family consumption in the specific item, independent
of the monetary value, which is represented in a snail
emulous formed from the conversion of the quotient
into sexagesimal angles that permit the representation
of level of burden. To describe the peculiar attributes
of consumption by the family group, the nominal and
ordinal variables were analyzed through descriptive
statistics determining the frequency and percentage.
To analyze interval variables, descriptive statistics
were used by means of distribution measures and
central tendency. The study was carried out based
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on the ethical guidelines for research with humans,
considering that its risk was minimum. Caregivers
provided informed consent and the Ethics Committee
from the Faculty of Nursing at Universidad Nacional
de Colombia endorsed the study with authorization
from the Foundation’s directors.

Results

General characteristics of children
with cancer and of their caregivers

Seventy percent of the children suffer from leukemia,
with no gender tendency given that 50% were girls
and 50% were boys of which 54% were out of school.
It is relevant to note that in relation to the department
from which the families of children with cancer came
from 38% were from Bogota, followed by 20% from
Cundinamarca, but 56% lived in Bogota and 26% in
Cundinamarca, evidencing that some families have
moved from their department of origin toward the
capital or to more nearby places (Table 1).

Eighty-six percent of the family caregivers are
women and 14% men, whose age range prevails
between 31 and 45 years, 46% live in common-
law union, and 82% are sole caregivers; with
respect to the number of hours they dedicate daily
to caring for the child with cancer, it is highlighted
that 78% dedicate from 21 to 24 hours and only
6% less than 12 hours (Table 2).

With respect to food costs, an expense is evidenced
associated to caring for the child with cancer by
32.4% due to the nutritional changes that must
be accepted. In relation to the expense in rent,
74% spend a monthly average of $303,500
COP; from this expenditure, 30% corresponds
to expenses associated to caring for the child
due to having to move to another region and in
other cases to the change of housing because
of infrastructure. Public utilities, like electricity,
gas, and water also show increased expenditure
associated to care, which is at 38.5%, 37.4%,
and 34%, respectively, this is due to the frequent
preparation of foods and increased measures of
personal and household hygiene.

Invest Educ Enferm. 2018; 36(1):e07

Interms of health costs, 90% of the family caregivers
do not assume said costs due to the child’s illness,
given that they are affiliated to a contributive or
subsidized healthcare provider institution. None of
the caregivers complements this service with pre-
paid medicine. Family caregivers face increased
expenses in elements for personal and household
hygiene; on average, the monthly general expense
is $152 120 COP of which an average of $60 100
COP is for caring for the child. This expense is
increased by the consumption of special elements,
like masks, soaps, frequent use of disinfectants
and home cleaning elements.

With respect to the transportation expenses,
monthly, the expense associated to care is 62.9%;
the cause for this consumption is that the families
see the need to travel by taxi, and others must do
so on inter-municipal vehicles because they live
in remote regions. Regarding communications,
the families have an increase because the child
is forced to miss school during treatments, with
internet and television becoming sources of
recreation and education for the children. The
families have an average general monthly expense
of $96 163 COP of which 50.9% is attributed to
caring for the child, as illustrated in Table 3.

Degree of family economic burden
associated with caring for the child
with cancer

The children’s families saw an increase in the
actual effective consumption in each of the items,
which is associated to the illness. The biggest
burden is in transportation with an angle of 28.5°,
explained because one in four families uses taxis
as means of transportation and those living in
remote regions seek inter-municipal vehicles for
transportation. The second place is in the expense
for communication with an angle of 26.3° this
consumption increased in the families because
most of them acquired mobile telephones, internet,
and cable television as means of recreation and
education for the children when they could not go
to school or to public settings due to the illness.

Family Economic Burden Associated to Caring for Children with Cancer




Table 1. General characteristics of the 50 children with
cancer and sociodemographic characteristics of the family

Characteristic

Age in years

N/A 5 10
Leukemia 35 70
Carcinoma 9 18
Sarcoma 6 12
Bogota 19 38
Cundinamarca 10 20
Remainder 21 42
Bogota 28 56
Cundinamarca 13 26
Remainder 9 18
Urban 42 84
Rural 8 16
1 24 48
2 20 40
3 6 12
Single parent 4 8

Nuclear 21 42
Extended 25 50

The health item reported an angle of burden of
20.8°% this burden is mainly attributed to the
expense in elements for personal and household
hygiene, as well as to the expense in medications
included in the Obligatory Health Plan and to

additional costs not contemplated in said plan.
In housing, the burden is of 19.7°, given that
some families changed housing due to problems
with the infrastructure and others moved from
their department of origin to gain better access
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Table 2. General characteristics of the 50 family
caregivers of children with cancer

Characteristic

Gender

Female 43 86
Male 7 14
18- 30 12 24
31-45 24 48
46 - 60 12 24
61 and over 2 4
Separated 5 10
Single 9 18
Common-law 23 46
Widowed 1 2
Incomplete primary 13 26
Complete primary 7 14
Incomplete high school 7 14
Complete high school 18 36
Technical 3 6
Professional 2 4
Occupation

Employee 5 10
Home 41 82
Independent worker 2 4
Other 2 4
Yes 41 82
No 9 18
3 to 11 months 11 22
1 -5 years 36 72
6 years or more 3 6
Less than 12 3 6
13-20 8 16
21 -24 39 78

General expense and associated to caring for the child with cancer

to hospital centers. With respect to the actual 17.4°; families expressed that this increase is due
effective food consumption, the angle of burden is to the child’s change in diet (Figure 1).

Invest Educ Enferm. 2018; 36(1):e07
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Consequences of the family economic
burden associated with caring for the
child with cancer

The financial wear associated to caring for the child
with cancer has been cause for concern for all the

19.7°

—_———

5.3

Figure 1. Family economic burden associated with caring for the child with cancer

Discussion

This study evidenced that families had to move
from their place of residence to Bogota to have
access to the child’s treatment. This finding is
congruent with that reported in the literature,
given that most pediatric cancer centers are in the
principal cities, obligating a significant number
of patients to travel long distances for the cancer
treatment.* At the same time, this expense is
one of the causes for abandoning treatments,
given that accessibility to health services is
hindered and some families decide to end this
struggle prior to culminating the treatments,?®
which results in social financial difficulties.!¥
Frequently, caregivers abandon their occupations
to dedicate themselves to caring for the child. This
possibly worsens the families’ financial situation,

Invest Educ Enferm. 2018; 36(1):e07

caregivers (high 58%, medium 38%, and low
4%), creating conflicts in 92% of the families. The
costs of caring for the child who is ill are assumed
by various family members (36%); frequently, the
incomes are not sufficient and families are obligated
to go into debt or sell their goods.

x——x  Housing
\ . .
\ xxxxxx  Communications
- . Transportation

Ve + Health

inasmuch as it is clear that the success of the
medical care of children with special needs not
only depends on the professional services, but
also on the time invested by the family, which
affects their work status.® The aforementioned
demonstrates that caring for the patient is a task
of almost exclusive dedication by the caregiver,1®
especially by women, given that the study found
that 86% of the caregivers are females, a situation
evidencing the woman's role in providing care, in
particular in situations of chronicity.!”

With respect to the number of hours per day
dedicated to caring, 78% of the family caregivers
dedicate between 21 and 24 hours, which agrees
with studies that justify this high dedication in
multiple tasks performed by the caregivers, among
which there are feeding, accompanying, bathing,
dressing, carrying, transporting, administering

Family Economic Burden Associated to Caring for Children with Cancer




medications, taking to the doctor, acquiring
medicine, and scheduling medical appointments
for the chronic patient.”’ Said dedication increases
in children with cancer, who due to their condition
and age must always be accompanied, needing
a family caregiver continuously; more so during
moments of hospitalization, which can last for
days, weeks, and even months. This is when family
caregivers are obligated to change their family and
social routines to accept this new role.181?

Families of children with cancer see increases
in the different items of the family budget,
consequential of the diverse experiences they
endure. One of these is that the children are
forced to miss school, which leads to the need to
improve information technologies to provide the
child some distraction while in the hospital and
at home. Sanchez- Herrera et al. 19 indicate that
families of chronic patients have seen increased
payments in mobile phone services, internet,
and television to meet the patient’'s needs for
recreation and communication.

With respect to the sources of income, our
study showed that families receive help from
their relatives and from the Foundation, but -
in spite this — they consider that expenses are
higher. Added to this is the fact that many family
caregivers have to leave their jobs; consequently,
diminishing their income and obligating them in
some cases to request loans, which agrees with
that reported in the Colombian Andean region,
where the families assumed debts to provide for
the needs of those with chronic illness.?

Among the sources of support, the families share
expenses with close relatives, which is beneficial
because the parents are the principal source of
caring. It is necessary for them to have a broad
social network that provides them help to confront
the shock of the diagnosis, the subsequent
treatment, and its results.?® In general, for
families of children with cancer, economic and
physical support from other relatives is very
important, given that this facilitates complying
with medical and chemotherapy appointments;
this support usually comes from the solidarity of

extended families. In addition, part of the financial
wear due to caring for the child generates a high
level of concern, given that conflicts arise within
the family group related to how finances are
managed, with the lack of sufficient money being
one of the principal causes. In these cases, social
life, recreation, and food habits are modified by
the treatment for the child with cancer.?

Additionally, economic burden was noted related
to food, where the families are not concerned with
satisfying the food needs of all its members, given
that their priority is the care process and caring
for the child with cancer, leading to decisions, like
providing the best food to the child. This agrees with
the literature where it was found that the child’'s
dependency on the family hinders the caregivers’
feeding or, rather, it takes place under inappropriate
conditions, whether in the hospital or the street,
which could impact upon their health status.??

It was evident that the biggest burden for the
families was transportation, with a weekly average
of $160 440 COP of which 62.9% of the total
expense is associated to care. Children with cancer
could not be exposed to environments that caused
them major discomfort, which is why their families
had to change their usual means of mass transport
for one that represented less risk to the children.
Some families lived in rural zones and traveling
to the hospital centers demanded an additional
expense. Fluchel et al.,** found that the majority
of pediatric cancer centers are in the principal
cities and a significant number of patients travel
long distances for cancer treatment. This expense
forces many to abandon treatment; the long
distances make it difficult to gain access to the
health services and some families decide to end
this struggle before culminating the treatments.
Housing expenses were significant; some families
moved from their place of residence to improve
accessibility to health services; these findings are
similar to those reported in the literature, which
has found a surprisingly high percentage of families
had moved from their homes due to their child’s
cancer. Given their considerable efforts, financial
costs associated to the transfers and the fact that
their children’s lives are at risk because they live so
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far away, the families decide to move from their city of origin. Colombia’s legislation 1388 of 2010 “for the
right to life of children with cancer in Colombia”, seeks to guarantee access to early diagnosis, treatment,
follow up, and support, including financial; but in spite of this, for many families enduring the experience of
childhood cancer continues being a struggle lacking sufficient financial support, which implies the prevalence
of negative impacts on not adhering to treatments and the survival of children with cancer.

The conclusion in this study is that families of children with cancer bear a high economic burden, stated
in order of importance with expenses in transportation, communications, health, housing, and food. This
economic burden can interfere with adherence to treatment and, hence, with the child’'s survival. This
research shows the need for the health staff to better understand the experiences of families of children
with cancer in relation to the economic burden they must endure and recognize the families as principal
caregivers who require support and more so during moments of hospitalization, to develop strategies that
integrate care actions with actions at home to minimize readmissions of the children and improve the
quality of life of the children and their families. The study also reveals the need to include in public health
policies support for the families of children with cancer to avoid impoverishment, improve the quality of
life of the families and the children, and avoid — in the long term — illnesses of family caregivers and family
members related to the burden of care.
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