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ABSTRACT:

Objective: To know the adaptation process experienced by families from diagnosis to treatment of the
child’s chronic condition.

Material and method: This was a multicenter, qualitative study. Data presented refer to the collection
carried out in the municipality of Pelotas, state of Rio Grande do Sul, in 2019. Participants were fifteen
family members/caregivers of children with chronic conditions admitted to pediatric units in hospitals.
Semi-structured interviews were applied and the information was analyzed through thematic analysis
and interpreted using the theoretical framework: The Nursing Theory — Roy’s adaptation model.
Results: The group of participants was composed of ten mothers, three fathers and two grandmothers.
Family members follow a trajectory in search of the child’'s diagnosis, facing difficulties in this
experience, such as the impact of the diagnosis, risks, and repercussions of the disease, as well as the
lack of information and ineffective communication between professionals and family members, in
addition to difficulties in moving to the treatment site.

Final considerations: It is necessary to critically reflect on the approach to families of children with
chronic conditions, aiming at identifying the situations of vulnerability faced so that professionals can
serve them, striving for comprehensive care based on their demands. Furthermore, it is essential to
adopt effective communication, improving the work process to stimulate dialogue and understanding
with families about the diagnosis, risks, treatment, and consequences of the child’s chronic disease.

Keywords: Family; Child; Chronic Disease. Nursing Theory.

RESUMO:

Objetivo: Conhecer a adaptacdo das familias do diagnéstico ao tratamento da condi¢cao crénica da
crianga.
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Material e métodos: Pesquisa qualitativa, oriunda de estudo multicéntrico, os dados aqui
apresentados referem-se a coleta feita na cidade de Pelotas/RS, no ano de 2019. Participaram da
pesquisa 15 familiares/cuidadores de criangas com condi¢cdes cronicas internadas em unidades de
pediatria de hospitais do municipio. Foram realizadas entrevistas semiestruturadas e as informagdes
foram analisadas por meio da anadlise tematica e interpretadas pelo referencial teérico: A Teoria de
enfermagem — O modelo de adaptagao de Roy.

Resultados: Dos participantes da pesquisa dez eram maes, trés pais e duas avos. Os familiares
realizam uma trajetéria em busca do diagnéstico da crianga, enfrentando dificuldades nessa vivéncia,
tais como impacto diante do diagndéstico, riscos e repercussées da doenga, assim como a falta de
informacdes e comunicagdo ineficaz entre profissionais e familiares, além de dificuldade no
deslocamento para realizagdo do tratamento.

Consideragdes finais: E necessario refletir criticamente sobre a abordagem as familias das criancas
com condigdes crdnicas, visando a identificagdo das situagbes de vulnerabilidade enfrentadas por
essas para que os profissionais possam atendé-las primando pela integralidade do cuidado com base
em suas demandas. Ademais, € imprescindivel adotar uma comunicacdo eficaz, aprimorando o
processo de trabalho no sentido de melhorar o dialogo e o entendimento para com as familias sobre o
diagndstico, os riscos, o tratamento e as repercussdes advindas da doencga crénica da crianga.

Palavras-chaves: Familia; Crianga; Doenga crbnica; Teoria de enfermagem.

RESUMEN:

Objetivo: Conocer la adaptaciéon de las familias desde el diagnostico hasta el tratamiento de la
enfermedad crénica del nifio.

Material y Método: Investigacion cualitativa, proveniente de un estudio multicéntrico, los datos aqui
presentados se refieren a la recoleccion realizada en la ciudad de Pelotas/RS, en el afio de 2019.
Participaron de la investigacion quince familiares/cuidadores de nifios con enfermedades crénicas
ingresados en unidades pediatricas de hospitales. Se realizaron entrevistas semiestructuradas y la
informacion fue analizada mediante analisis tematico e interpretada por el marco tedrico: La Teoria de
Enfermeria — modelo de adaptacion de Roy.

Resultados: De los participantes de la investigacion, diez eran madres, tres padres y dos abuelas. Los
familiares siguen una trayectoria en busca del diagnéstico del nifio, enfrentando dificultades en esta
experiencia, como el impacto del diagnéstico, los riesgos y repercusiones de la enfermedad, asi como
la falta de informacién y la comunicacién ineficaz entre profesionales y familiares, ademas de las
dificultades para pasar a la finalizacion del tratamiento.

Consideraciones finales: Es necesario reflexionar criticamente sobre el acercamiento a las familias
de nifios con enfermedades croénicas, con el objetivo de identificar las situaciones de vulnerabilidad que
enfrentan para que los profesionales puedan atenderlas, buscando una atencién integral a partir de sus
demandas. Ademas, es fundamental adoptar una comunicacion eficaz, mejorando el proceso de
trabajo para mejorar el didlogo y el entendimiento con las familias sobre el diagnéstico, los riesgos, el
tratamiento y las repercusiones de la enfermedad crénicas del nifo.

Palabras clave: Familia; Nifio; Enfermedad cronica; Teoria de enfermeria.
INTRODUCTION

From the perspective of Roy's Adaptation Model("), each person uniquely experiences
the adaptation processes to which they are exposed, since for the theorist the person
is understood as an adaptive system, which constantly responds to stimuli from the
internal and external environment. When a child experiences the process of becoming
ill and facing the diagnosis of a chronic condition, they, like their family, needs to
rethink and reorganize their life so that a return to balance is possible.

Chronic iliness in childhood impacts the life of the child and their family, as it is not
expected the experience of illness and the discovery of a condition that will
accompany the child for a long time, or for a lifetime®. The diagnosis of a chronic
condition in childhood is accompanied by the need for a series of adaptations to meet
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the care demands arising from the child’s new existential condition, such changes are
related to the way those involved understand the world and relate to society®).

This context generates reactions in the family under specific circumstances, such as
changes arising from the existential condition of the child, which results in the behavior
verified through an adaptable response, which promotes in the family the integrality,
survival and growth in the face of the situation. Moreover, it can generate an
ineffective response, which does not contribute to the adaptation of the lived moment,
threatening survival, growth and mastery of what surrounds the child("),

Children and their families experience moments of insecurity and fear since the search
for diagnosis, during it and after, due to the uncertainty of what life will be like from
then on®). The diagnosis of the chronic condition is, in most cases, difficult and time-
consuming. The family and the child take long to obtain it and for treatment, going
back and forth to many health services, looking for the resolution of their problems(®-6).
This whole process makes the child and the family need to adapt and this does not
happen “magically”, that is, in order to maintain their integrity, adaptation must occur in
all the situations presented.

It is noteworthy that children with a chronic condition and their families need to adapt
to the need to seek different health and education services, financial changes, food,
and their routines!”). Experiencing, positively, the process of adaptation to the child's
chronic condition can be facilitated according to Roy’s adaptation model™ through
support networks, which are considered responsible for the human being’s ability to
adapt.

Based on the above, it is necessary to expand knowledge about the process of
adaptation of these families and children to diagnosis and treatment, aiming to develop
strategies to provide more adequate care to their demands, as well as to minimize the
negative effects of chronic disease in their lives. Therefore, the following research
question was elaborated: What is the adaptation process experienced by families from
the diagnosis to the treatment of the child’s chronic condition? And as an objective:
Knowing the adaptation of families from diagnosis to treatment of the child’s chronic
condition.

MATERIAL AND METHODS

Type of study

This was an exploratory, descriptive, qualitative, multicenter research, developed in
four municipalities in the state of Rio Grande do Sul (Porto Alegre, Santa Maria,
Palmeiras das Missdes and Pelotas) and one municipality in the state of Santa
Catarina (Chapeco), entitled “Vulnerabilities of children and adolescents with chronic
disease: care in a health care network”, and the information presented here refers to
the collection carried out in the Pelotas, state of Rio Grande do Sul.

Research participants

Participants were fifteen family members/caregivers, including ten mothers, three
fathers and two grandmothers. The information reached saturation, as no new element
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was found in the speeches of new participants, and it was not necessary to add new
information to understand the phenomenon studied®. Inclusion criteria were: being a
family member/caregiver of a child aged six to 12 years diagnosed with a chronic
condition. Family members/caregivers of children in palliative care or in critical life
situations were excluded.

Data collection

As this was a qualitative study, it was designed to meet the checklist of
recommendations of the Consolidated Criteria for Qualitative Research Reporting
(COREQ)®. Information was collected by the members of the Research Group in the
municipality of Pelotas, who were previously trained. The collection took place in the
homes of family members/caregivers, and the meeting was previously scheduled with
each participant.

Information was collected in 2019, with family members/caregivers of children with a
chronic condition admitted to pediatric units of the three public hospitals in the
municipality, two hospitals with care for members and patients of the Unified Health
System (SUS) and one exclusively with assistance from the SUS. Semi-structured
interviews were applied, with open and closed questions about the perspective of
family members/caregivers on the experience of the child’s chronic condition. These
had an average duration of 60 minutes, were recorded on a cell phone and transcribed
in full, manually (with double checking).

Data analysis

Information was deductively analyzed, through thematic analysis, a method used to
identify and analyze themes of the information collected, and from the themes arising,
organize and describe the information in detail, and interpret aspects of the research
topic(19),

Thematic analysis!'® consisted of six steps: (1) approximation with the transcribed
information, through reading and re-reading; (2) formation of initial codes, with the
objective of assigning meaning to them in a systematic way, among similar meanings;
(3) association of themes, defining names and organization of the most relevant
information according to the guiding question; (4) confirmation of themes according to
coding and creation of thematic map; (5) constitution of the names of the themes,
through the final analysis of the themes listed; (6) extraction of results, formation of the
analysis report encompassing what is essential about the information('®). The
constructed thematic map is presented below.
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Figure 1: Thematic map of results, Brazil, 2021.
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Source: Prepared by the authors, 2021

Also, for interpretation of information, the Nursing theory — Roy’s adaptation model™.
was used as a reference. Conceptualizing the person considered in this study as the
family member/caregiver, this theory is a holistic and adaptable system, in which the
input, through stimuli, activates regulatory and cognitive mechanisms with the
objective of maintaining adaptation; and the outputs of people (family
members/caregivers), as systems, are their responses, that is, their behaviors, which
in turn become feedback for the person and the environment, being categorized as
adaptive responses.

When considering that the same stimulus causes different behaviors in individuals, as
it is related to intrinsic coping factors, Callista Roy’s theory allows to recognize that
people who experience a disease, through stimuli, can trigger responses, sometimes
adaptive, sometimes not(19).

In this context, such stimuli can be focal, residual and contextual and go through
adaptive modes, namely: the physiologic mode, aimed at meeting basic needs to
maintain the person’s physiological integrity; the role function mode that identifies the
patterns of interpersonal relationships reflected by roles people assume; the self-
concept mode, aimed at meeting psychic needs; the interdependence mode, in turn,
acts on affective needs, identifying patterns of human value, affection and love(®.
From the input of the stimuli, going through the adaptive modes, the family members
will have the output, in other words, their behavior in the face of the lived moment.

Ethical procedures

The ethical precepts recommended in Resolution 466/12('") were respected, and
information was collected after approval by the Research Ethics Committee under
opinion number 1.523.198 CAEE 54517016.6.1001.5327. Participants were asked to
sign the Informed Consent, which contained the research objective, its risks and
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benefits. In addition, the confidentiality of interviewees and interviewees was
maintained, using the consonant “F” (Family) followed by a sequential numeral (F1,
F2, F3...) to name them.

RESULTS

Regarding the profile of family members/caregivers, 12 were female and three were
male. The age ranged from 25 to 68 years old, with regard to schooling, six
participants had incomplete elementary school, three had incomplete high school, two
had complete high school, one was illiterate, one had complete elementary school,
one had complete higher education and one had incomplete graduate degree. Family
income ranged from R$937.00 to R$5,080.00. As for marital status, nine
caregivers/family members lived with a spouse/partner, four were single and two were
separated/divorced/widowed.

Among the diagnoses of the children were: sickle cell anemia, thalassemia, asthma,
kidney damage, cerebral palsy, West syndrome, hydrocephalus, myelomeningocele,
diabetes mellitus, Williams syndrome, autism, phenylketonuria, osteomyelitis,
congenital hypothyroidism and Down syndrome.

Journey in search of the child’s diagnosis

In order to find the correct diagnosis for the child, participants revealed that was is
necessary to go through a long, time-consuming journey, with many obstacles to be
faced. In this process, families were faced with the focal stimulus, which is permeated
by an initial event, which calls their attention, evidenced by the situation in which,
when seeking care at the health service, the child’s demand cannot be met at that
level of care, thus, they were referred to other services that could be effective for that
case, prolonging the journey in search of a diagnosis.

She started to pee a lot, then we consulted, went to the hospital, through the
Emergency Room and then they sent her to the hospital and she was already
admitted there. (...) she urinated a lot, was very thirsty and previously had a
urine infection, | don’t know if it was a triggering factor or not {(...). then she
stayed at (name of the hospital), underwent the treatment, was hospitalized,
she was diagnosed there, her physician from then on started to treat her and
| think she is the same until today. (F7)

First, my wife got suspicious, she looked for a pharmacy where she took the
exam right there in the pharmacy. The result was altered, the sugar (glucose)
was very high and then she asked us to go to the UPA (Emergency Care
Unit). (...) after the UPA they sent us to the hospital. (F12)

In F5’s speech, it can be seen that several referrals were made, passing through
services at the primary, secondary and tertiary levels of health care, experiencing
diagnoses and hospital stimuli, confronting the family with focal stimulus, and when
arriving at the hospital level (tertiary), finally the child received the real diagnosis of his
health condition.
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First, we went to the Basic Health Unit. And from there, we went to the ER
(Emergency Room), at the ER, they did tests on her, and they thought it was
appendicitis. But, | didn't let them to perform surgery or anything until they
referred us to (name of hospital) where they saw that it was a kidney
infection. (F5)

On the other hand, the speech of F13 refers to an even longer path, here transpiring in
addition to a focal stimulus, the contextual stimulus, because in this case it starts with
the first consultation, still without diagnosis, and the patient is discharged home. Then,
the aggravation was experienced, returning it's a trajectory in a search for a diagnosis
by various health services, in which the family was faced with a context that is no
longer strange, the contextual stimuli are evidenced by the feelings experienced, care
environment, the individuals who compose them, making this trajectory even more
distressing in the face of non-resolution.

(...) the first time we saw this, | took him (the child) to the ER (Emergency
Room) and there they cleaned it and said there was nothing there, it was
fine. They sent us home. We came home. (..) the welt and fever began to
rise. (...) then | took him back (...). they thought it was better to start with
antibiotics to try to fight the fever (...). They gave him a lot of medicine. And
they sent us to (name of hospital) to have a drainage done, but when they did
the drainage there (name of hospital), they were supposed to have scared
that bone and they did not, they just drained it and sent it away. Then it took
a very long time for me to get another service for him. Because when | took
him (the child) to the visits where he did the drainage. (...) the physician told
me that his foot was fine, it was normal, that with time it would get better, that
it was normal. (...) and | would say “Doctor, he has edema” and he couldn’t
wear a flip-flop, a sock, nothing. “Hey mom, this is normal” (...). But he was
having fever, he was in pain and the physician said that this was all normal,
that it would pass with time, that there was nothing else to do, it was just
drainage, that’s it. | went home with him, and he continued to feel pain and
then after about three months it didn’t cease. Then | took him to (name of
hospital). (...) the physician (physician’s name) who saw him, said “mother,
his foot has a big mistake, but | can’t do nothing, I didn’t do it, so | don't know
what they did there inside. No physician will treat others mistake.” Then | said
to him, “Okay, but so what, what about my son now?” “No, you have to look
for the physician who made the mistake”. | went to look for, where is the
physician? (...). Later, with the time | went to the prosecutor's office, to the
child protection council, and then | managed to get him treated there (name
of hospital), fighting, because no one wanted to attend. (...) when | brought
the history, he said “he even had a biopsy, look here” and the biopsy had
already said that he had osteomyelitis and no one told me anything, and no
one even treated him for that. (F13)

In this speech, the delay and the long journey necessary to diagnose the child with a
chronic disease is evidenced. The stimuli shown here lead the family to the adaptative
mode of self-concept, developing a resistance mechanism that will generate an
adaptative response or not, this mechanism allows the person to increase or decrease
efforts to deal with the stimuli, thus, in the face of the trajectory in search of the son, it
was shown that they only increased their efforts in pursuit of the goal and did not give
up until they found the resolution.
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Difficulties experienced to obtain guidance on chronic disease

Among the difficulties experienced by family members regarding the diagnosis of the
child’s chronic condition, there is the difficulty in having guidance on the disease the
child has and how to perform the care.

The participants’ reports express the experience of moments of surprise and
uncertainty regarding the diagnosis and the child’s future. These uncertainties are
even greater because information about the condition, the diagnosis and its possible
repercussions for the children’s lives are often lacking, making family members even
more apprehensive about the future of these children and surprised when any
complication occurs before the diagnosis, thus, the family members are stimulated in a
focal way:

But they never told me about the risk of stroke (Cerebral Vascular Accident).
When stroke happened, it was a scare for me, because until then | had no
idea. (...) it was a surprise. (F1)

Oh, it was right when he was born (...) we spent a month in the hospital, in
the ICU (Intensive Care Unit). But there, they lied a lot to us in the hospital,
because it was even a mistake in the delivery, he was born at eight months,
umbilical cord circular, they took a long time to deliver him too (...). After two
days, he got an infection, he got meningitis, they told us that he would just
keep pulling a crooked arm, a crooked leg, that’s what they told us. But when
we went to Porto Alegre (capital), the first time we consulted there (...). The
physicians were terrified, they already referred us there, they said that if he
hadn’t been here, they wouldn’t believe he would be alive because of the
damage that was left in his brain. (...) this is serious, it is nothing like what
they told you, the case is serious. (F3)

But there was nothing else, even the ultrasound did never show what she
had (...). When she was born, we knew about her illness (...). Ease has none
and difficulty has a lot (...). (F6)

Nobody said anything to me, and nobody even treated him. (F13)
Difficulties experienced in understanding the child’s diagnosis

Faced with the diagnosis of chronic disease in childhood, the difficulties experienced
by families in understanding the diagnosis were evidenced:

They just said that she had that disease, that’s why she cried. (...) that there
was a right position to sleep too, that’s what they said (...). The treatment (...)
at first, they talked about nebulization because she was too young, in this
case, to use the pump. (F4)

(...) because it is difficult, his illness, for us, is always there, always on us (...)
we always have to be very alert (...). This disease will remain like this for the
rest of his life. (...) a child like this is very delicate. You always have to see a
physician, every three months you have to. (...) | don’t know, | just know to
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say that we always treated him, he always takes the same medication. {(...)
every month he goes, he is attended to (F9)

(...) it’s even in the past, but it’s just that they pass on so much information
and we don’t understand anything about the disease that we’re slowly
crawling and learning, what happens, we hear a lot about the story of those
who already have it, and we are learning little by little. A lot of things | don’t
know, I'm learning little by little because if we search the internet, there is a
lot of information, then | think it's even worse. (...) until now | don’t
understand what ketoacidosis is, they explain it and each one explains it in a
different way. (F11)

The only information in this case is that he has to undergo surgery (...). He
has (...), | don’t know the name of the disease. (...) it's a murmur, like a
murmur, | don’t know how to name the disease. (F14)

In the reports, professionals provide information about the diagnosis, but often, the
family has difficulty in understanding what they were told about the condition. Or even,
the information does not demonstrate clarity about the real condition of this child. The
family understands that it is a chronic condition, which requires treatment and
continuous monitoring with health professionals, but the understanding is limited, to
the point that they do not show a detailed understanding of the child’s clinical
condition, the needs and limitations that this child may have.

The limited understanding on the part of family members is crossed by the focal
stimulus, to the point where a diagnosis is defined, but also residual, as the diagnosis.
However, there is no effective communication between family members and health
professionals, which brings memories of previous problems, thus, transversally
generating an adaptative mode of interdependence, which is characterized by the
dependence between the parties. In this, for communication to be effective, it needs to
be clear, providing security to the context of understanding for family members.

Difficulties experienced in the treatment of the child

Even with the diagnosis defined, the family starts a new journey with the child, now
looking to provide the appropriate treatment that the chronic condition requires. Adding
to the uncertainties and lack of information, families go through several health services
and professionals in which it is often necessary to travel to other cities to follow up on
adequate treatment for the child, which is pointed out as a great difficulty.

In this context, residual stimuli are observed, which are environmental stimuli inside
and outside the person, whose effects of the situation are not central, thus, what was
supposed to be central, the child’s health condition, becomes non-resolving of the
case with the pilgrimage through various services. Thus, the person may not be aware
of the influence of these factors, or it may not be clear to what extent they influence
the individual. In addition, this stimulus also interacts with the role-function adaptive
mode, because although family members are the main caregivers, they depend on the
direction and care of health services and professionals for their resolution.
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(...) for the treatment, we went first to the Specialty Center, then the physician
was on maternity leave at the time and we went to Porto Alegre (capital) to
research where it came from, to do all the genetic tests (...). (F1)

We took him (child) there (Basic Health Unit), then they referred him there
(Emergency Room) which was the hospital where he was a child. Then we
took him and he was admitted, he stayed there for about four days and then
they transferred him to the (Municipal Hospital) (...). Ah, since he was little,
sometimes he was a year old, and then he remained at home for a week and

go again (...). (F2)

He was taken here at (name of the Basic Health Unit), then he consulted, the
physician said he had to use a pump, but it was a crisis like that, it was not
such a severe crisis. (...) so he did this treatment, (...) and the crisis ceased
(...) after he had these two times, he had the strongest crisis. (...) then he had
to go to the ER (Emergency Room) and there he was admitted. He had to be
hospitalized, then he went to (Municipal Hospital) and then referred to the
School (Outpatient clinic of the Medical School). (F8)

We found out from the clinic (Basic Health Unit), no, not from the clinic, she
did the heel prick test four days later, she repeated three more exams at the
Specialty Center, then we concluded what she had when she was one month
old. That's when we already found out there in Porto Alegre (Capital). The
physician, when her last result came, we already came with the appointment
scheduled and, until then, at the time when she was born, there was no
information about the disease. (F10)

(...) the referral to the School (Outpatient clinic of the Medical School), but the
referral to the school | never got, | even tried by phone, but they didn’t (...).
The phone was always busy and the two times | managed to go there; the
numbers had already been passed (...). There is no way to have follow-up,
there is no follow-up (...). The numbers, which are few, right? There aren’t
many, and it’s not every day that they give away numbers. It’s just one day, if
you miss that day you wait until another month to get it. (F15)

Based on the speeches presented, the long journey that is initially taken by the
relatives of children with a chronic condition for the care and the diagnosis, through
various health services, is identified. This process is permeated by difficulties
regarding care, the definition of the diagnosis and new information about the clinical
condition generates surprises and uncertainties in relation to information about risks,
possible complications the child has or may have. Another complicating factor governs
the family’s lack of understanding of the child’s real condition and its treatment, which
demonstrates a failure in communication between professionals and families.

Thus, what is focal, at a given moment, will become contextual, and what is contextual
may become residual. In addition, the stimuli come together to form the adaptation
level, a turning point that represents the person’s ability to respond positively to a
situation. Within the framework of the model, responses to stimuli are not limited to
problems, but on the contrary, the model integrates all responses of the adaptative
system. These responses are called behavior.
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DISCUSSION

The research in question highlights the long journey taken by families in search of a
diagnosis for the child, which delays adequate treatment, often worsening the child’s
clinical condition. Corroborating these findings, a study shows that the search for the
correct diagnosis of a chronic condition in childhood can be time-consuming,
characterized by several visits to different health facilities, which are often not resolute,
making the path distressing for the family('?. The delay causes the family to
experience feelings of anxiety, fear, guilt and suffering, in addition, the inaccurate
diagnosis can prolong and aggravate the child’s symptoms, thus generating
complications in their health status(13).

In the functioning of the adaptative system, a system is defined as something that
influences all adaptive modes, with a set of interconnected parts that, in addition to
being a whole and having relates parts, also have inputs, outputs, response and
control processes. The inputs are the stimuli and can originate externally, from the
environment, and internally. The person’s response is the output, so this may or may
not be an adaptable behavior(").

In view of the above, in the trajectory of families through the health services, as their
inputs that are stimuli can be visualized externally by the various health services they
went through, and internally by the anguish experienced effectively when not obtaining
a resolution of the child diagnosis, this stimulus is called focal stimulus, as it confronts
the family in the act, in an event that calls their attention.

According to a study!'”, most of the time, health professionals are not prepared to
diagnose a chronic disease in childhood, the existence of peculiarities generates fear
and insecurity. It is considered that this population needs continuous care, highlighting
the need for professionals to be prepared and trained to provide quality and resolute
care to children with chronic diseases and their families.

This research demonstrates the difficulty in diagnosing and treating children early,
harming their physiologic mode, leading families to take a long journey in search of
their goal. It is important to note that, in some cases, the signs and symptoms of
childhood diseases may not be very specific, this concerns several different
diagnoses. In addition, early diagnosis, when dealing with children, is usually difficult
to obtain(19),

Seeing the sick child and not knowing the reason causes feelings of surprise,
impotence and uncertainty in the family, the lack of knowledge of the diagnosis leads
families to experience anguish in relation to the fear of the unknown, fear in the face of
countless possibilities of diagnoses. Thus, without the necessary answers, families
travel back and forth to health services. The journey of comings and goings to health
services happens because there is no diagnosis, despite efforts, it is something that
does not depend on the family, but on health professionals. This process is initiated by
a contextual stimulus, which is present in the situation, in the environment, in
individuals and which interconnects everything that is in the context. Such stimulus
enters the role function mode, which includes the patterns of interpersonal
relationship, reflected by the role of the main caregiver who has mastery of what
happens and who, at this moment, is at the mercy of not being the protagonist of care.
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However, this does not prevent them from continuing their search, demonstrating in
this mechanism an adaptable response to the moment experienced(").

The fact that family members have a long journey in search of the diagnosis creates
difficulties for families, due to the focal stimulus that directly interacts with the self-
concept mode within their adaptation process, as the self-concept is directed to
meeting their psychic needs, focusing on psychological aspects(! that with the
impacting situation, triggers uncertainties and fears about the future of the child,
having as an output/behavior an ineffective response.

When receiving the diagnosis of the child’s chronic iliness, feelings of fear, guilt and
anguish are inevitable, because it is something unknown, the uncertainty of what the
future will be like causes these feelings('®). Adapting to chronic iliness in childhood is
an arduous process. In this sense, family reorganization is inevitable and constant in
view of the diagnosis and necessary care for the child with a chronic condition,
requiring changes in the routine. The family undergoes this reorganization, which is a
crucial part of the child’s development, providing values, beliefs, rules, customs and
behaviors(1").

Upon receiving the diagnosis of the child’s chronicity, the family has to understand it,
which is essential, because the sooner this occurs, the earlier will be the stimuli and
care for the child’s development. For this to be possible, bonding and dialogue with the
family is necessary('®).

In the reports of this study, family members often receive information about the
condition and care, but they do not always understand this. This because there is a lot
of information and often complex. Participant F11 says that she learned over time, in
daily life, living with the child’s condition, leaving the family more vulnerable
individually and socially in relation to the child’s chronic illness.

Communication can be described as an optics of response as a contextual stimulus,
since the mechanism facing the adaptive result is correctly used, however, if used
incorrectly, a response will have the opposite effect executing an inefficient result.

Importantly, it is essential to create a bond between the family and health
professionals, aiming at humanized care, with quality and responsibility and that is
resolute. Often, information on care, illness and its repercussions are lacking in the
reception, which leaves caregivers with many doubts(®). In health, communication is a
fundamental process, and attention must be paid to the way in which information is
transmitted to patients and their families, being necessary, on the part of the health
team, concern to make adaptations in communication according to the level of
understanding of who receives the information(?),

Often, information and guidance about the disease and care are only given verbally
and with a prescription for medication, if necessary, but this is insufficient, as family
members are scared or do not understand the terms used by professionals. Moreover,
there is no feedback on what the patient and caregiver understood about the
information given. Another relevant point is the involvement of the patient and the
caregiver in planning care, which is consistent with their reality and what will be carried
out effectively, this facilitates their understanding, reduces treatment abandonment
and thus, consequently, decreases future hospitalizations. It is important the
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multidisciplinary team is present at this time, meeting all the care demands of the
individual as a whole?"),

Therefore, when communication between professionals and the family is clear, using
easy-to-understand terms, demonstrating the child’s real clinical situation, explaining
each stage of treatment and answering questions that arise, communication influences
the effective adaptation of family members, reducing psychological distress, as it
promotes trust and security(?2).

In view of the above, we emphasize the need to train professionals for quality listening
to caregivers, as well as for clear communication between family members and
professionals, in order to offer emotional support and clarify doubts regarding the
pathology, care and possible complications, thus minimizing the vulnerabilities of
families'?).

Effective communication with the health team facilitates the adaptive process of family
members®?). In this sense, nursing is responsible for providing adaptive responses
and minimizing ineffective ones, prioritizing the integrality of the person, thus allowing
their system to be unaffected and hospitalization to take place in a way that the
feelings of fear and anxiety are minimized("), regarding the lack of communication.

Information and understanding of caregivers about the disease and care is essential,
and it is necessary to provide easy-to-understand and objective guidelines, in addition
to offering a support network in the health system. Dialogue between family and health
professionals is necessary, but this must occur clearly, because often, guidelines are
provided to the family without their understanding, in this sense, it is important to listen
to the family to know their understanding of what was said®®. Without this, the entire
journey becomes more difficult and uncertain, fostering insecurity and anxiety for those
involved in care.

Ineffective communication between health professionals and family represents a threat
to the integrality of care, which directs the family's adaptive process to be ineffective,
as communication is associated with the relationship of dependence between people.
At that moment, family is faced with a residual stimulus that encompasses
environmental factors inside and outside the person, whose effects of the situation are
not central, and refer to something that happened before, and is residually in the
person’s memory. The person (family members) may not be aware of the influence of
these factors, or may not be clear to what extent they influence(").

In this way, the residual stimulus due to ineffective communication refers family
members to the experience of when they did not really know the child’s diagnosis,
which leads them to a mode of interdependence, which is understood as giving and
receiving respect, value and provide security among individuals(Y. When families do
not understand what is communicated (diagnoses, risks, care, treatment), it is
understood that there is an ineffectiveness of dialogue, without interdependence
between those involved, which does not provide the family with respect and security,
making the response to the mechanism ineffective.

Faced with the diagnosis of a chronic disease in childhood, as soon as the family
needs to start treatment actions for the child’s chronic condition, they are often faced
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with specialized care that is outside the family’s city of residence, which is considered
a difficulty in the face of the expected displacement.

It can be a factor of difficulty to face a difficult family process, to present a factor of
difficulty for its integrality and, thus, to present a difficult treatment for its integrality
and, thus, to respond well to its familiarity in the face of the imposed circumstance(*.

The adaptive mode of role function is visible, because despite the diagnosis, there is
still a long journey in search of treatment, so, despite family members being the main
caregivers, this role depends on referral and guidance from professionals and
services.

Corroborating our findings, the family needs to take several comings and goings and,
independently, seek a specialized and qualified service. Some chronic conditions have
an uncertain course and, often, families are surprised during this journey. This
uncertainty about the course of the disease causes fear and stress in the family®4).

Therefore, it is understood that the adaptive modes of role function are highlighted —
when the main role ins impaired by the delay in obtaining a diagnosis and knowing
what treatment and care with the appropriate care that the child needs and
rehabilitated the diagnosis is defined, but it is still hampered by the long trajectory in
search of a treatment in the midst of many comings and goings of services; self-
concept mode — referred when the psychological aspects of the family run in the
family; and the inferred mode of interdependence -when there is no effective
communication between professionals and the family, constituting important
mechanisms for the family’s behavior.

Thus, what is focal, at a given moment, will become contextual, and what is contextual
may become residual. In addition, stimuli come together to form the adaptation level, a
turning point that represents the person’s ability to respond positively to a situation.
Within the model framework, responses to stimuli are not limited to problems, on the
contrary, the model integrates all responses of the adaptive system. These responses
are called behavior(). Thus, when evaluating the behavior of families, the adaptation
experienced, because, in all families, they will be adapted through adaptable stimuli,
sometimes to all families, the response is adapted by stimulus and other alternatives.

FINAL CONSIDERATIONS

The study made it possible to know the journey taken by families from diagnosis to
treatment of the child’s chronic condition. The process of searching for answers that
families of children with chronic conditions face was evidenced, seeing the child sick
and without proper treatment causes impact, despair and uncertainties to the family.
And even when they get care at the health service, many families still face difficulties
in having the correct diagnosis for the treatment of the child.

The fragmentation of health services is highlighted, which leads to discontinuity of care
for the family and the child, causing a journey in search of care, causing negative
impacts on the quality of life of children with a chronic condition. As well as the
precariousness of effective communication between patient-family and health
professional, which makes effective treatment difficult.
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Another point found was the difficulty of families, who lived in other municipalities,
regarding limited access to health services. In the results, the limitations the health
services of these municipalities have to close a diagnosis were identified. Therefore,
families receive stimuli that interact with adaptive modes, in some cases there is a
behavior characterized as an adaptive response and in other moments ineffective, in
these cases, it can be concluded they are situations experienced that do not depend
on them, but rather stimuli promoted by the discontinuity of care, treatment and
information that should come from health professionals.

The study brings contributions to the reflection on the approach to families of children
with chronic conditions, helping health professionals to have a critical look at the
subject, with the objective of identifying the situations in which families and children
are, serving them with a view to comprehensive care, providing them with quality of
life, thus understanding their needs. It also helps health professionals to identify when
communication is ineffective, and can improve their work process in order to effectively
improve dialogue and understanding with families about the diagnosis, risks, treatment
and consequences from the child’s chronic illness.

As limitations of the study, it is presented the fact of not being able to interview other
members of the family nucleus and the difficulty of finding the families, because many
live in rural areas, without exact indication of address.
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