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Abstract

Introduction: caring for children with disabilities in early childhood is mediated by many
elements, not only by the practices and knowledge of their caregivers but also by their at-
titudes. Understanding the term attitude is complex; for its analysis, the self-determination
theory is considered, since motivation is fundamental in the work performed by a caregiver
and determines the attitude with which circumstances are faced. Objective: understand the
attitudes towards caregiving constructed by the caregivers of children with physical disabili-
ties. Materials and methods: a qualitative study, based on grounded theory. Twelve surrogate
mothers in charge of children under 6 years of age with motor disabilities were invited to par-
ticipate through a convenience sampling, which ended with the theoretical saturation of the
categories. The collection of information was carried out through semi-structured interviews,
which were audio-recorded and later transcribed for analysis. The scope of the theoretical
construction reached the theorization of attitudes towards caregiving. Results: Historically, it
is women who assume the caregiving roles. The attitudes of caregivers can be classified into
affective, cognitive and behavioral dimensions, which allows us to understand the nature of
these attitudes. On the other hand, motivation and self-determination are those who define
the reason for choosing a task such as caregiving. Conclusions: Caregiving, analyzed in the
context of surrogate mothers transcends the figure of a paid job, towards the construction of
a role that brings enjoyment and meaning to life.

Key words: Attitude; disabled children; caregivers; child care.

Resumen

Introduccion: La labor del cuidado de nifios con discapacidad en primera infancia, esta me-
diada por las practicas y los conocimientos de sus cuidadores y de sus actitudes. Entender
el término actitud es complejo; para su analisis, se retoma la teoria de la autodeterminacion,
ya que la motivacién es fundamental en la labor realizada por un cuidador y determina, en
gran medida, la actitud con la que se afrontan las circunstancias. Objetivo: Comprender las
actitudes que tienen los cuidadores de niflos con discapacidad fisica. Materiales y méto-
dos: Estudio cualitativo, basado en la teoria fundamentada. Participaron 12 madres sustitutas
a cargo de niflos menores de 6 afios con discapacidad motora. Se utilizé un muestreo por
conveniencia, que finalizé con la saturacion teorica de las categorias. La recoleccion de la
informacion se llevé a cabo por medio entrevistas semiestructuradas, las cuales fueron audio
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grabadas y posteriormente transcritas para su analisis. Tedricamente se estudiaron las acti-
tudes de cuidadoras de nifios con discapacidad motora. Resultados: Las actitudes de las cui-
dadoras pueden clasificarse en tres dimensiones: afectivas, cognitivas y comportamentales,
lo que permite entender su naturaleza. Por otro lado, la motivacién y la autodeterminacion
son elementos que determinan el por qué elegir una labor como el cuidado de otra persona.
Conclusiones: El cuidado, analizado en el contexto de madres sustitutas trasciende la figura
de un trabajo remunerado, hacia una construccién de un rol que aporta disfrute y le da sentido
a la vida.

Palabras clave: Actitud; ninos con discapacidad; cuidador; cuidado del nifio.

Resumo

Introdugdo: O cuidado de criangas com deficiéncia na primeira infancia, esta influenciado
pelas praticas e conhecimentos dos cuidadores e as suas atitudes. Compreender o conceito
atitude ¢ complexo; para a sua analise considera-se a teoria da autodeterminagao, principal-
mente porque a motivagao ¢ fundamental no trabalho do cuidador e determina em grande me-
dida, a atitude com a qual afrontam as situa¢des. Objetivo: Compreender as atitudes que tem
os cuidadores de criancas com deficiéncia fisica. Materiais e métodos: Estudo qualitativo,
baseado na teoria fundamentada. Participaram 12 maes substitutas a cargo de criangas meno-
res de 6 anos com deficiéncia motora. Utilizou-se a amostragem por conveniéncia, que final-
izou com a saturagao teorica das categorias. A recolecgdo da informagao realizou-se através
de entrevistas semiestruturadas que foram audio-gravadas e posteriormente transcritas para
a analise. Resultados:As atitudes dos cuidadores classificaram-se em trés dimensoes: afeti-
vas, cognitivas e comportamentais, permitindo estabelecer a sua natureza. Por outro lado, a
motivacao e a autodeterminagdo foram elementos que que determinaram o por qué escolher
o trabalho de cuidar de outra pessoa. Conclusdo: O cuidado, analisado no contexto de maes
substitutas transcende a figura do trabalho remunerado a constru¢do de um papel que fornece
prazer e sentido a vida.

Palavras-chave: Atitude; criancas com deficiéncia; cuidador; cuidado da crianca.

Introduction

Children with disabilities in early childhood and highly
dependent in their functioning require the uncondition-
al accompaniment of a person who can assist them in
their care (1). The work of caring for children with dis-
abilities is mediated by many elements, not only by the
practices and knowledge of their caregivers, but also by
their attitudes (2,3). Attitudes towards caregiving can
make a difference in how well it is performed, espe-
cially considering that these attitudes will also impact
the health and well-being of the child being cared for.
Understanding the term attitude is complex, since it is
in constant evolution, according to different theories

and perspectives (4,5). For the analysis of this concept,
the theory of self-determination is taken up again, since
motivation is fundamental in the work carried out by a
caregiver, as it determines to a great extent the attitude
with which he/she faces the circumstances (6). Findler
conceptualizes the term attitude through three dimen-
sions: affective, cognitive and behavioral (7). Regard-
ing the caregiver, Fernandez differentiates between the
formal and informal caregiver, indicating that the for-
mer receives economic retribution without there neces-
sarily being a family link (8).

It should be noted that formal caregivers from the Los
Alamos Training Institute (INCLA) participated in this
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project as foster mothers. Under Colombian legisla-
tion, a foster home is a temporary protection measure
taken by the competent authority. It consists of placing
the child with a family that undertakes to provide the
necessary care and attention in place of the family of
origin. The foster homes receive financial recognition
for the maintenance expenses of the children; in addi-
tion, the foster mother receives financial remuneration
for her work (9). It should be pointed out that caring
for another person implies an additional effort and a
complete change in routine, which may be bearable de-
pending on the personal, family, social, economic and
even spiritual condition of the caregiver.

It should also be mentioned that many of the obstacles
encountered by people with disabilities are due to so-
cietal attitudes. When social attitudes are positive, they
can facilitate inclusion, which facilitates the acceptance
of the disability by family, friends, etc. When attitudes
are negative, they can seriously hinder inclusion by se-
riously affecting relationships, altering coexistence at
the family, personal, social or vocational level.

To manage this, it is important to understand the struc-
ture and nature of attitudes towards people with dis-
abilities. Attitudinal barriers encountered by people
with disabilities have been invisible for a long time (10,
11), even more so if they are found within the family.
Hence, the identification of these factors allows profes-
sionals to generate relevant intervention strategies that
impact the lives of people and their families; likewise,
they provide an additional perspective and are close to
the reality that is lived in the day to day of the caregiver

(12).

It should be emphasized that the recognition of atti-
tudes promotes understanding about the nature and
motivation of the caregiving role and at the same time
facilitates the identification of the reasons for them (7).
Based on the above, the objective of this project is to
understand the attitudes towards caregiving construct-
ed by caregivers of children with physical disabilities
at INCLA.

Materials and methods

This is a qualitative study, based on grounded theory
(13). The scope of the theoretical construction includ-
ed the theorization (14) on the attitudes towards care
in this community of surrogate mothers. This study in-

Care of children with disabilities, attitudes of caregivers and

surrogate mothers

cluded a group of 12 surrogate mothers belonging to
INCLA, a program operator of the Colombian Institute
of Family Welfare (ICBF). The mothers were in charge
of children between 0 and 6 years old with motor dis-
abilities. The study was conducted between 2018 and
2019.

Sample selection: mothers in charge of children under
6 years of age with motor disabilities, residing in differ-
ent areas of the metropolitan area, were invited to par-
ticipate through a convenience sampling (15), which
ended with the theoretical saturation of the categories.
No member of the research team had a previous rela-
tionship with the study participants.

Withrespect to the collection of information, semi-struc-
tured interviews were conducted with prior signature
on informed consent approved by the ethics committee
of the CES University and INCLA. The research team
was trained in the collection technique. In addition, an
interview guide was constructed and validated through
a pilot test. The interview guide contained questions
related to the meaning of caring for a child with a dis-
ability, attitudes and practices towards caring for these
children and how these have been learned and imple-
mented. The interviews were audio-recorded only and
were conducted in the participants' homes to maintain
the context of the information. All audios were then
transcribed verbatim for later analysis.

Once the information was obtained, open coding was
applied in the software ATLAS.ti version 7, followed
by axial coding, where categories and subcategories
were identified to finally perform selective coding and
thus establish relationships between them (16). The
analysis explored the links of association, contradic-
tion or inclusion between the codes, and their density
as units of meaning. Also, the triangulation of the anal-
ysis of the information between principal investigators
and co-researchers was carried out, followed by their
respective triangulation with the literature (17).

It should be noted that throughout the research process,
the criteria of methodological rigor related to credibil-
ity, auditability and transferability were applied (18).

It should be indicated that this study was carried out ac-
cording to the ethical principles established in the Dec-
laration of Helsinki (19) of the World Medical Associ-
ation; in addition, it obtained the ethical endorsement

Rev. cienc. cuidad. 2022;19(1):9-18 11
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by the Institutional Committee of Ethics in Humans of
the CES University, with the purpose of guaranteeing
the well-being of the participants as a priority over any
interest of the research team. Therefore, this research
was characterized by honesty and respect for the par-
ticipants, from the formulation of the proposal, the
collection of information, analysis, interpretation and
publication of the results.

In accordance with Resolution 8430 of the Government
of Colombia (20), this research was of minimal risk. In
this regard, care was taken not to create any physical,
psychological or social risk for the informants. Col-
laboration was voluntary and all persons who chose to
participate were treated with respect and without dis-
crimination; likewise, participation in the study did not
generate any consequences for the name, reputation,
economic or work status and was not related to matters
of private life of those who participated in this study.
As has been said, the information provided by the in-
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formants in the development of this research is anon-
ymous; their identity was protected by assigning them
a respective code. Before each interview, the informed
consent, risks, benefits, objectives and procedures of
the project were explained in detail. Once understood
by the participants, they signed their consent

Resultados

All the participants were women. They belonged to the
socioeconomic strata 2 and 3, most of them had high
school education. The experience they have had as car-
egivers has been extensive, ranging from 6 to 10 years.
83% of them have received some type of training for
their activities as caregivers; nevertheless, they empha-
size that a great part of their knowledge was acquired
by their own experience.

Table 1: Sociodemographic Characterization

Features n %
Genre Female 12 100
Age 25 - 35 years old 4
35 - 45 years old 6
45 - 55 years old 2
Stratum 2 6 50,0
3 6 50,0
Educational level Bachelor 11 91,7
Technician 1 8,3
Experience as a caregiver From 0 to 5 years old 2 16,7
(years) From 6 to 10 years old 4 333
From 11 to 15 years old 3 25,0
From 16 to 20 years old 1 8,3
2 16,7
Courses or training as a Yes 10 83,3
caregiver No 2 16,7
Choose from where you have Own knowledge, 6 50,0
had the most training as a Education with other caregivers, 1 8,3
caregiver 5 417

Source: Own elaboration

12 Rev. cienc. cuidad. 2022;19(1):9-18
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From the analytical process, 120 codes emerged, which
formed a scheme of 5 categories related to the role of
caregiver, which are developed below.

Care of children with disabilities, attitudes of caregivers and

surrogate mothers

Women
Positive attitude and vocation for
the work of caregiving
Affectives
3 Love and satisfaction for the work
of caregivin
= sving
-
j: Coenitive Positive attitude towards children
= & with disabilities
<
Behavioral |—| Commitment to care work

Figure 1: Categories and subcategories of analysis

Source: Own elaboration

Women in care work

Those women belonging to ethnic minorities and of
low economic resources are the candidates to assume
the role of caregiver (21), given that, in these condi-
tions, there is a differentiation of the activities typically
carried out by men and women. While women, regard-
less of their activity, can always exercise the role of
caregiver, men will only do so if they have the time to
do so (22). Caring for another person, in a vulnerable
situation, is generally an instinctive activity for wom-
en, not for men. In short, these conceptions have cultur-
al and traditional overtones (23).

It is known that historically, women's upbringing in
different cultures has revolved around being the figure
with the capacity to care, especially with those who
are most vulnerable (24). Similarly, this care that takes
place in the home environment is generally associated
with care work, without any economic remuneration,
which in the case of surrogate mothers there is (25).

However, the profile of the surrogate mother is a figure
that presents many nuances; although they are gener-
ally mothers who voluntarily decide to take care of a
child (26) and who receive economic remuneration for
it. However, during the interviews, they often mention

Rev. cienc. cuidad. 2022;19(1):9-18

that it is a labor of love, given that the money they re-
ceive is not comparable to what it implies to take care
of a disabled child. On the other hand, many of these
substitute mothers do not have a professional forma-
tion, and they work from experience, demonstrating
that generally, they are the women who adopt this type
of responsibility (8).

"This work that we do as surrogate mothers is very
poorly paid. For what it includes to do all this, it is
very poorly paid" (C11).

Affective, cognitive and behavioral attitudes

Based on Findler's approach to surrogate mothers' atti-
tudes, due to their complexity, they have been grouped
according to their dimensions, allowing their density
and foundation to be revealed through the emerging
categories. One of them is associated to affective atti-
tudes, related to positive or negative emotions towards
a subject or activity (27). It can be suggested that these
attitudes can directly mediate in the choice and conti-
nuity of the work as a caregiver and are related to: pos-
itive attitude and vocation for being a caregiver, love
and satisfaction for the work of being a caregiver, lov-
ing and familiar disposition towards caregiving.
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"(... ) give him a lot of love, a lot of affection, a lot of
stability and worry about him (the child)" (C2).

"(...) to be able to fight side by side with them (the chil-
dren), so that they know they have support" (C3).

Cognitive attitudes are known to refer to thoughts, ide-
as, perceptions, beliefs and opinions. A positive atti-
tude towards children with disabilities is reflected in
the belief that children with disabilities can participate
as active members of the community and are self-de-
termining (28). Ultimately, behavioral attitudes are de-
fined as the tendency to act in a certain way in the pres-
ence of a subject or when performing a certain activity.
Many surrogate mothers have learned this trade from
their mothers or have grown up in homes where they
have been delegated the care of their younger siblings.
From there, the commitment to the work of the caregiv-
er arises. That is to say, they always have this vigilant
and committed attitude in the presence of a vulnerable
person, which in this case are children with disabilities.

Positive Attitudes and Vocation = Motivation and
Self-Determination

The role of a caregiver under the figure of home or sur-
rogate mother can be analyzed through the self-determi-
nation theory, since it provides an explanatory model of
human motivations, especially in everything related to
the behaviors that are self-determined or autonomous;
that is, that has to do with the degree in which people
carry out their actions with a voluntary experience or
their own choice (29). The participants in their stories
repeatedly stated that they played this role with an au-
thentic motivation, completely changing the course of
their lives and those of their families; they assumed the
role regardless of the difficulties they had to face.

It should be noted that the reasons or motivations for
acting in a certain way can range from a controlled to
an autonomous range. The controlled range refers to
an external motive, where the behavior is adopted as
a function of an external force, related to a reward or
punishment. Caring as a response to this motivation is
to act in order to feel a worthy person or to avoid guilt
or shame (30). In terms of the autonomous, there is an
identified motive. In this case, a member of a group or
society fully accepts and voluntarily participates in be-
haviors related to a certain collective that values them.

Nidia Johana Arias-Becerra, Alejandra Lopera-Esco-
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From the latter perspective, the participants not only
enjoyed the role they were playing but perceived that
they were performing an activity that was highly val-
ued by society; therefore, they are seen as models of
generosity and authentic altruism.

From another point of view, in the most autonomous
form of motivation, the person blends this social val-
ue with other aspects of the self, such as loving and
respecting the recipient of care, as well as recognizing
that care provides meaning in life.

(...) Why do I do it? (being a caregiver), on a personal
level, I think that we people can make the world a little
better than it is if we do our bit to collaborate (C2).

"On a personal level I have always wanted to be there
doing this work, it comes from my heart and I do it with
all the love in the world because it is what I am born
todo" (C2).

This is where it is explained why the vocation, satisfac-
tion and commitment to the work of being a caregiver
became a category. Being caregivers, in this context,
gives them a clear purpose to their lives.

"(...) I feel satisfied, because of the achievements that |
have seen and that sometimes others do not see or do
not know, but the things that I know about my children,
1 know them and it gives me satisfaction for every little
thing that I achieve for them" (C7).

"But one feels very satisfied with them, to know that
they are so rejected and everything, and to be able to
fight side by side with them, that they know that they
have support, that my mother is here, that my family is
here and everything" (C5).

When care is mentioned in order to maintain the
well-being and health of another person, there is an
identified motivation, it is also integrated with what
is considered valuable for society. In this context, the
controlled and autonomous is indistinguishable; it is
the maximum point of motivation; hence, there is a
direct implication on attitudes, therefore, the familiar
is identified with this category: to have a positive and
loving attitude towards the work of care.

"[ feel very good, I like what I do and I do it with love"

14 Rev. cienc. cuidad. 2022;19(1):9-18
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(C6).

On the other hand, when the caregivers are the ones
who choose their role, they have more positive expe-
riences; in addition, they experience their behavior as
something that they freely chose and thus they value it
(31). This motivation is determinant for the construc-
tion of their own attitudes, which in the population of
this study were mostly positive. The positive attitudes
present in the participants are given by autonomous
and legitimate motivations, this explains why a work
that for many can be difficult and not pleasant, for them
is a purpose, a life mission.

"(...) I like it (being a caregiver), since I like it, I don't
find it very complicated, but it is a lot of responsibility!
but I don't mind this role I am doing, I like it!" (C1).

Discussion

The attitudes towards caregiving constructed by the
caregivers of children with physical disabilities who
participated in this research are expressed from an af-
fective point of view through positive attitudes related
to vocation, love, familiarity and satisfaction with the
work of being caregivers. Similarly, the cognitive as-
pect refers to the belief that these children can partic-
ipate as active members of the community and at the
same time allow them to be self-determined in their
role as carers. Behaviorally, caregiving is an activity
learned by observing their mothers and grandmothers
in this role. It is important to mention that positive at-
titudes arise from intrinsic self-motivation, which is
explained through self-determination. In other words,
caring for a child with a disability is a fulfilling activity
and is seen as a legitimate motivation.

In this regard, Zheng et al. (32) explored the attitudes
of caregivers of people with disabilities and ordinary
people towards people with disabilities. They found
that there is greater negativity in the attitudes towards
disability of those who have been caregivers for the
longest time, 90% of whom are members of the same
family. These conclusions show that, if this work is not
remunerated, it has a direct impact on the attitude of the
caregivers.

In contrast to the findings of this study, it is observed

Care of children with disabilities, attitudes of caregivers and
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that most of the attitudes of the caregiving mothers
were very positive; however, all the participants were
surrogate mothers, which is why there are no family
ties. On the other hand, in their condition of surrogate
mothers, they receive economic remuneration, consti-
tuting another factor that Zheng et al. mentioned as a
differentiating element in the attitudes towards people
with disabilities (32). Taking into account the above, it
can be inferred that when there is no direct family link,
but economic remuneration is received for the work
performed, it favors the positive attitudes of the car-
egivers since they receive remuneration for the work
performed in all aspects.

It i1s important to note that the attitudes of caregivers
can have direct implications on the quality of life and
the care provided. Mattevi et al. (33) explored this re-
lationship, finding that the more qualified the caregiver
is, the better the quality of life of the people receiving
care. Comparing the previous results with this study, it
should be noted that many of the surrogate mothers, be-
cause of their status as caregivers, are always training,
either formally or informally; in this regard, they men-
tion that most of their knowledge comes from experi-
ence, which shows that a more experienced caregiver
will be able to provide better care. At the same time,
training is also seen as the possibility of improving
performance in their work, in this case "caring better".
From a caregiver's point of view, training in their work
allows them to better attend to the person they are car-
ing for; it is also important to point out that the fact that
they have been surrogate mothers of different children
throughout their profession gives them many more
tools to provide better care, but also enriches them in
the exercise of their work.

Regarding what is directly related to the attitudes Mat-
tevi et al. (33), mentioned some attitudes present in the
caregivers such as: solidarity, empathy and support.
When comparing them with the results of this research
it is evident that there is a similarity, in the function of
the fact that the work of the caregiver requires a profile
and qualities that must be present to adequately per-
form this role; in the same way, they must enjoy it and
live it as mentioned by the participants. In addition,
Mattevi found in her study that acceptance is one of the
most important attitudes since it allows the aforemen-
tioned attitudes to emerge.

Rev. cienc. cuidad. 2022;19(1):9-18 15
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At the national level and with a more contextualized
look at the role of surrogate mothers in Colombia in
2016, Bedoya (34) investigated the vocation of com-
munity mothers in the department of Antioquia. In this
study, a reflection is made about the fact of being or
becoming a community mother in this case, surrogate.
It is necessary to specify that to be a community moth-
er implies not only accepting it, it also requires to be
constructing an identity that allows them to feel them-
selves community mothers and from the experience, to
provide better care. In relation to this research, it can
be inferred that becoming a substitute mother implies
betting on self-determination and taking into account
those elements where taking care of another implies
giving meaning to life itself. In this regard, Bedoya
(34) mentions that the internal and external motivations
have a direct influence on a community mother to stay
in this work, which could be detected in the present
study
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Conclusion

An approach to attitudes related to the care of chil-
dren with physical disabilities on the part of surrogate
mothers in an institution in Antioquia suggests that the
work of caregiving goes beyond performing a job with
a certain remuneration, because this experience links
affective aspects and self-determination of the subject,
giving enjoyment, as well as giving meaning to one's
own life. It is precisely the attitudes and motivations of
caregivers and surrogate mothers that allow the histor-
ical role assumed by women to continue to prevail in
our current context
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