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Therapeutic itinerary of families of children with special health
needs*

[tinerario terapéutico de familias de criancas com necessidades especiais de saude

Roberta de Oliveira Luz!, Greice Machado Pieszak!, Andrea Moreira Arrué?, Giovana Calcagno Gomes?, Eliane
Tatsch Neves*, Andressa Peripolli Rodrigues®

Objective: to describe the therapeutic itinerary of families of children with special health needs. Methods:
this is a qualitative study carried out at the household of 14 families enrolled in primary health care. Results:
Participant families reported negative feelings with the discovery of the diagnosis, which intensified with
the absence of professional guidance. They faced difficulties of access by the Unified Health System, having
to seek the private service to care for their children and fragility regarding their own rights. Conclusion: in
the therapeutic itinerary of the families of children with special health needs, they suffer constant pilgrimages
through health care networks seeking assistance and resolution.

Descriptors: Disabled Children; Family; Pediatric Nursing; Health Services Accessibility.

Objetivo: descrever o itinerario terapéutico de familias de criangas com necessidades especiais de saude.
Métodos: estudo qualitativo, realizado no domicilio de 14 familias cadastradas na atencido primdria a sadde.
Resultados: as familias participantes relataram sentimentos negativos com a descoberta do diagndstico, os
quais se intensificaram com a auséncia de orientagdes de profissionais. Percorreram caminhos, enfrentaram
dificuldades de acesso pelo Sistema Unico de Satide, tendo que buscar o servigo privado para assisténcia aos(as)
filhos(as), e fragilidade com relacdo aos prdprios direitos. Conclusao: no itinerario terapéutico das familias de
criancgas com necessidades especiais de satde, estas sofrem constantes peregrinacdes pelas redes de atengdo a
saude em busca de assisténcia e resolutividade.

Descritores: Criancas com Deficiéncia; Familia; Enfermagem Pediatrica; Acesso aos Servigos de Saude.

*Extracted from the Term Paper titled “Itinerario terapéutico das familias de crian¢as com necessidades especiais de saude”, Universidade
Regional Integrada do Alto Uruguai e das Missdes, 2017.
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Introduction

In Brazil, the implementation of child heal-
th policies has tried to reduce child mortality rates
through comprehensive care and with the purpose of
linking the family in this process, deconstructing the
disease-centered model®. The National Policy for In-
tegral Care to Children’s Health that promotes integra-
lity in the health care of children stands out among the
governmental actions with special attention to fami-
lies that present greater vulnerability, reducing infant
mortality due to preventable causes and guaranteeing
conditions suitable for growth and development. In
the last decades, the profile of childhood in Brazil has
changed with the emergence of chronic diseases rela-
ted to perinatal conditions®.

However, the illness of the child is an unex-
pected process for any family that many times causes
feelings of denial, guilt, but mainly fear, pain and su-
ffering. In this context, there are children with special
health needs, and Brazil they were classified according
to the demands of care: development care, which in-
cludes those with muscular neuromotor dysfunction,
functional and incapacitating limitations; technologi-
cal care, which refer to children using life-sustaining
devices such as gastrostomy, tracheostomy, colos-
tomy, among others; medicine care, those who has
continuous use of drugs; children who need adaptive
technologies in day-to-day care and activities of daily
living; mixed care, where there is a combination of one
or more demands, excluding technological care®.

Caringforachild with specificdemandsrequires
articulation between people and places inserted in
a social network®. Thus, health care networks must
provide integral, quality and resolute care to families.
An organized primary health care service is essential
to coordinate care and to be responsible for the flow
of patients, to optimize the reference and counter-
referral services®, which are necessary for the follow-
up of these children.

The term Therapeutic Itinerary is used to des-
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cribe the path traveled by people in search of health
services to solve needs. During this trajectory, indivi-
duals draw plans and actions to deal with the illness.
In this sense, it is essential to know the itineraries tra-
veled by families of children who need special health-
care in search of resolution, since it is an important
tool for the improvement of health services®.

Therefore, it is important to highlight that the
studies on therapeutic itineraries in Brazil are recent
and little explored by researchers and managers, be-
sides the focus of interest is the patient’s perception
about disease and treatment, there are few studies
that deepen access and use of the services, conside-
ring the context of the patient?. Thus, it is intended
to contribute to improving the quality of care offered
to children with special health needs by health care
networks, strengthening social networks and support
and reducing the risks and vulnerability of this people.

The question of the study is: what is the path
traveled by families of children with special health
needs and how are they supported by health care ne-
tworks? To answer the question, the objective of the
study was to describe the therapeutic itinerary of fa-
milies of children with special health needs.

Methods

This is a qualitative study, carried out at the
household of families of children with demands, be-
longing to the Family Health Strategies of a munici-
pality in the interior of Rio Grande do Sul, Brazil. The
inclusion criteria were: to have a child with special
health needs in the family, to be aware of the demands
of care and the paths covered for access to the health
services. This last criterion was established through
the previous dialogue with the family members, who
should inform briefly the path taken. The exclusion
criterion was families that after two attempts to ac-
cess the home was not found.

Data were collected from August to October
2017, with three Family Health Strategies being dra-
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wn from the 11 in the municipality. The option for the
draw was due to the fact that the units do not have re-
cords that specify children with special health needs,
choosing a random selection of health units.

The study participants were 14 families of chil-
dren with special health needs. The ideal number of
informants should represent the coherence with the
object of study and the multiple dimensions of the re-
search, since the quantification of the number of par-
ticipants is defined by the recurrence of the phenome-
non in the sample®, making this number of families
representative of the studied population.

Data collection was started with the triage of
children with special health needs, Children with Spe-
cial Health Care Needs Screener (CSHCN Screener)
©), to pre-select the participants. The instrument, re-
cently translated and adapted to Brazilian reality, is
composed of five structured questions, which must
be answered by those who provide care to children,
whether or not they are family members, allowing the
identification and evaluation of the care demands of
each child, according to three domains: dependence
of medications prescribed for a certain clinical condi-
tion, use of health services above the normal or routi-
ne, and the presence of functional limitations.

The instrument was applied to the patients of
the three Family Health Strategies that were awaiting
medical or childcare consultations and those who ar-
rived by spontaneous demand to identify the existen-
ce of a child with special health needs in the family.
When it was confirmed, a home visit was scheduled
for data collection. After selecting and accepting to
participate in the study, a semi-structured interview
was conducted in two parts and performed at the
children’s home, with the presence of the main caregi-
ver and other members, while they were in the place.

The first part of the interview had questions to
characterize participants (religious orientation, ma-
rital status, living conditions, family income, school
level, and childbirth data). In the second part, there
were questions about the child’s birth, the routine

changes in the family after the diagnosis, the path
taken in search of care, and the services and profes-
sionals who supported them during this phase. The
interviews were carried out by the researcher, with an
average duration of fifty minutes and the interviews
were recorded when authorized by the participants,
and then they were fully transcribed.

For the data analysis, the Thematic Content
Analysis was applied, in which the first stage is known
as pre-analysis, which consisted in the separation of
the documents to be analyzed, floating reading and re-
sumption of the objectives. The material exploration
was then performed, in which the data were classified
according to words and most significant expressions,
aimed to reach the central idea of the lines. Finally, the
treatment of the obtained results and interpretation
was performed from the analysis of the raw data, allo-
wing inferences and interpretations®?.

To identify and preserve the anonymity of the
study participants, an alphanumeric coding was used
to classify them by the initial “F” of the word Fami-
ly, followed by ordinal numbers, according to the se-
quence in which the interviews were recorded and
transcribed.

The study complied with the formal require-
ments contained in the national and international re-
gulations of research involving human beings, accor-
ding to Resolution 466/2012 and it was approved by
the Ethics and Research Committee, according to opi-
nion number 2,198,579 and Certificate of Presentation
for Appraisal Ethics number 71343517.9.0000.5353.

Results

Among 14 families interviewed, 15 children
with special health needs were identified, since two
were from the same family. Ten of them were male and
five were female. The ages of children ranged from
two to 12 years old.

With the use of the CSHCN Screener instru-

ment, it was possible to classify these children with
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special health needs by the care demands. Six children
had developmental care demands, two had medici-
ne care demands and six had mixed care demands,
linking developmental and medicine demand.

Regarding the composition of the families par-
ticipating in the study, nine had only the mother of the
child present, considered only her and the child as a
“Family”. In one interview, the father was the only ca-
regiver/responsible by the child. The others had other
people in the family composition.

In the interviews, both parents participated,
one mother and the neighbor and the other the mo-
ther and two aunts, and people whose main responsi-
ble considered like a member of the family. Also, four
of these children had another family member with
some special need.

As for the education of the 19 respondents, six
had incomplete elementary school, one had complete
elementary school, two had incomplete high school,
nine had complete high school and only one had com-
plete higher education. As for religion, seven families
were evangelical, five Catholic and two with undefined
religion.

Data analysis enabled the creation of two ca-
tegories: Therapeutic itinerary of families of children
with special health needs in search of resolution; and
Difficulty of access to health care networks and fragili-
ty of care in primary health care.

Therapeutic itinerary of families of children with
special health needs in search of resolution

The therapeutic itinerary of the families of chil-
dren with special health needs aims at the resolution
of the problem presented by the child. In the thera-
peutic itineraries, the health care networks were men-
tioned. The families participating in the study went
through services in search of resolution for the care
of the children. We went to the pediatrician through the Unified
Health System, I took him and he examined him, but he did not want

to give me the answer there, he did not tell me, he said he thought
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it might be Down Syndrome but that he would confirm through the
exam, to (name of the city), I went to the Secretary of Health to ask
for the consultation, and we did not, well in the end I had to pay a par-
ticular one (F7). The pediatrician (name of the city) was very good,
he sent me to the endocrine, in cardiology, he told me to look for the
Association of Parents and Friends of the Exceptional (F8).

They reported that primary health care was re-
solutive and they felt safe with the assistance offered
by the service, but some tried to get referrals to ano-
ther network. She rarely gets sick, I look for the center (Family
Health Strategy) and I get anything I need, including referral to the
pediatrician (F3). Here at the health center what he (doctor) cannot
solve, he forwards you (F4). During the day here in the strategy (Fa-
mily Health Strategy) and at the end of the week, I take on duty at
the hospital (F6). I go here to the center (Family Health Strategy),
because it is difficult to get it even in the private area (F15). Then, af-
ter she did the surgery, the ear specialist from (name of the city) who
referred me again to the accompaniment with the speech therapist
and the psychologist, I got these appointments with the nurse here of
the center (Family Health Strategy) F3).

However, faced with constant pilgrimages and
difficulties of displacements and schedules for consul-
tations by the Unified Health System, families sought
the private system. In some places, we had a lot of difficulty in
the Unified Health System, in (name of the city), we could not make
an appointment any more, the driver did not want to make an ap-
pointment for us anymore, so well, in the end, we had to go there alone
to make the appointment, then take him, then we decided to make the
health insurance here, as he is no longer a child, the neurologist does
not have to be a pediatrician (F6). It was all here in (name of the
city), had in (name of another city) by the Unified Health System, but
for us it becomes more difficult, it gets more expensive than paying
here, so when I have to take him, I save a little and paid the consulta-
tion because for me it becomes easier (F9).

The statements show that some families still
have a preference for care in tertiary care for children,
due to the ease of getting assistance, even if it does not
continue. At the hospital, because it’s faster. In the Family Health
Strategy, sometimes it takes a while, you have to make an appoint-
ment (F2). In the hospital emergency room. But if it’s daylight I'll

take the pediatrician (F5). When you need it, it’s there at the hospital
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emergency room, when it’s serious, or I look for the pediatrician (F7).
We look at the hospital first, if it is such an emergency, at the hospital
first aid room (F8). When it’s the end of the week, in the emergency
room, because it’s the place it has (F10). On duty (hospital emergency
room), or in the private clinic by the insurance (F13/14).

There are those who have a preference and opt
for private service assistance in private clinics. Now it’s
his doctor, but when he did not have this doctor he was always at
the hospital’s emergency room (F9). Depends on what he feels usually
everything is in (name of city), but if it is necessary, I take it here at
the pediatrician (F12).

With this, the persistence of the families in se-
arch of the resolution of the children’s needs are stand
out, even in situations that made the pilgrimage by the
health services constant.

Difficulty of access to health care networks and
fragility of care in primary health care

The data collected showed that despite the se-
arch for care, there is a lack of care by the health care
networks, in the care of the families of children with
special health needs. In this context, it was verified the
difficulty of professionals in the moment of informing
the diagnosis to the relatives, leaving them unassisted,
vulnerable to seeking guidelines alone. The doctor told me
that it could be Down syndrome, but he had to take an exam, he sent
me to (city name) to take the exam there and we went and did and
it appeared that it was, it was there that I was given the diagnosis. |
was like this, my God: what is this?! I had no knowledge, I did not know
what was right, so I went searching the internet to see what it was
and I freaked out even more (F7). I think, that day the doctor was not
very well, we did not like the way he said, he said “This guy (autistic)
is autistic’, very straight (F13/14).

Furthermore, some reports have demonstrated
the lack of credibility of families for the care of chil-
dren with special health needs in primary health care,
including evidencing the absence of an active search
of the health team for the family. No, because there in the
Family Health Strategy we will not even go, only when it’s a little so-

mething, little flu (F1). Not here in the Family Health Strategy! Here,

I have no faith (F5). Here in Family Health Strategy, there are general
medicine professionals, there is no pediatrician (F10). Very little we
go there, almost nothing, until when the (child’s name) was born, my
community health agent was on leave, so all that time, everything we
went through, the neighborhood knew, everyone was talking, but no-
body from the health area came here (F11).

Also, when questioned about receiving some
childcare benefit/assistance, only eight received the
benefit, one family had no knowledge of this right,
three were seeking legal redress and three did not fit
the criteria for that guarantee.

The families were not aware or they were faul-
ty about the children’s rights, also showing the lack of
guidance of professionals who could be the mediators
to guarantee the rights of the child. In many cases,
families knew about this right late by other people. !
knew that she had a right when she was about two years old. I was
told by my aunt who told me that my cousin had some acquaintances
who had a child with the same problem (F4). Ah! What I fought, God
forbid. I fought, I fought, I had to take a test that cost 520.00 reais to
prove that she had a disability and I did not have that money to do
it (F5). It was a neighbor who indicated when we lived there in the
interior, so we went to see, he was already about three years I think
(F6). I was told by another lady who lives nearby; her daughter has
the same problem so she told me that he had right because he would
have trouble working (F12).

Different from this reality, some families had
no difficulty in obtaining the aid, due to the support
and guidance of other professionals, or even the same
ones have knowledge of the child’s case. I went in (name
of the city) because as he was doing treatment there in (name of the
city), the school had a lawyer, so she gave me some information and I
searched there, it was very fast (F6). He did the exams, they were all
paid, I showed up at the National Social Security Institute, everyone
there already knew his case, they had his records, the doctor did the
triage, all right, he released us immediately. It was quick because they
were already aware of everything, that he was already treated with
the doctors here, the pediatricians (F12). I did not know, I learned
through the Association of parents and friends of the exceptional, the
first time I went there with him, the social worker there communica-

ted to me, but I only managed it when I went to justice (F7).
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It is also worth noting the family members’ di-
fficulties for the rights of these children, since, in most
cases, they have to find justice. I had to go to court to get it,
because at the time I did not even work, and I did not have anything
and the National Social Security Institute denied me and then I went
through justice and got it, it was almost two years old (F7). It was not
very easy to get it, at first it was denied, so we appealed to a lawyer
and was denied again, but then we went back and got it. He was about
two years old already (F8). We still cannot, but we’re trying. First |
tried normal, but it was refused, now I hired a lawyer, I entered with
the appeal, I forwarded it, now it is in the hands of the judge (F15).

Thus, the importance of health professionals
being qualified to provide assistance and adequately
inform these families was emphasized to seek a better
quality of life for families and their children.

Discussion

Based on the study, some limitations were ob-
served, such as the difficulty of identifying children
with special health needs in the Family Health Strate-
gies, due to the low demand for service and restricted
participation of few family members in the interviews.
Despite this, the study contributes to care practice to
improve the provision of care to the families of chil-
dren with special health needs, through the streng-
thening, effectiveness, and quality of care provided by
health care networks.

Therefore, knowing and understanding the
therapeutic itinerary of families using public health
services allows recognizing the confrontations, facili-
ties, and barriers found by them when searching for
a diagnosis and the implementation of a therapeutic
plan that is consolidated by a multi-professional team
and the needs of these patients*,

In this context, there are health care networks
that allow the provision of continuous and integral
care coordinated by the primary health care, in a hu-
manized and safe way. However, the families of these
children still face constant pilgrimages in the search
for access and resolution of the health services, due to
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numerous failures in the organization and structure of
health care networks that fail to meet the real needs
of families and sometimes the family is discouraged
from seeking care in primary health care®?.

From this perspective, families end up sear-
ching for the places with the greatest technological
density to provide assistance to their children due to
the primary level services, evidencing the difficulties
of access for continuity to the treatment of children
with special health needs in the post-hospital dischar-
ge(®, The absence of an effective referral and counter-
-referral system hampers the trajectory of these re-
latives/caregivers, as well as harming the principles
of integrality and universality, as well as the rights of
patients for the Unified Health System®%,

The study showed that the primary health care
services need to be strengthened as a gateway for the
population’s assistance, as well as an effective referral
and counter-referral service that would enable, after
hospital care, continuity of care in the respective Fa-
mily Health Strategies.

However, study data highlighted the challenges
for continuity of child care in a chronic condition in
primary health care, due to the demand for care supe-
rior to the possibilities of the place. This is due to the
reduced number of professionals in the health units,
the fragmented work of the health teams, the ineffi-
ciency of referral and counter-referral, the difficulty of
working between the health care networks, the insu-
fficientlogistical system of transportation and the lack
of inputs and technologies®®.

Also, the work of the multi-professional team is
necessary for the care to children with special health
needs because they present several demands related
to the rehabilitation and reduction of complications
arising from chronic conditions. The multi-professio-
nal team can encourage the family to identify a social
support network for the care required by children
with special health needs®®.

It was also identified that the difficulties faced

by families are often due to the lack of communica-



Therapeutic itinerary of families of children with special health needs

tion and support of health professionals. Therefore,
it is important for professionals to dialogue with the
family, to offer effective guidance, a sensitive listener
to the doubts since the discovery of the special need
has an impact on the family member’s life and can be
diminished through the support of information®?.

Thus, the process of permanent education in
the Family Health Strategy is indispensable so they
can carry out assistance actions in an integral and
quality way, inserting the families in this care®®. To do
this, it is possible to train caregivers to perform ne-
cessary procedures, provide information about their
rights, and provide emotional support to the family
that also needs care®?.

However, the mode of organization, the scarcity
of structure and resources reflect in the fragmented
way in which care for children with chronic condi-
tions and families is being carried out in health care
networks, for the symptoms and not to the singulari-
ties of their conditions®. Thus, these issues need to
be evaluated and modified by professionals, patients
and managers, so the primary health care is configu-
red as an efficient space to meet the real health needs
of the patients.

As for the rights of these children, there are
laws that ensure them and favor people who have
some chronic diseases. However, many families are
not aware or have deficient information about the to-
pic, and it is necessary that existing public policies be
effectively implemented and that they cover all peo-
ple(.

Also, the frailties in the family counseling pro-
cess by professionals working in the health care ne-
twork services directly influence the search for rights,
since some of the families surveyed were unaware of
the existence of public policies in favor of people with
chronic diseases. This situation becomes an obstacle
for these families to achieve empowerment and to en-
joy rights@%, requiring the support of health profes-
sionals so these families have knowledge about the-

se rights that will contribute to improvements in the
quality of life.

Conclusion

In the therapeutic itinerary of families of chil-
dren with special health needs, they suffer constant
pilgrimages through health care networks seeking
assistance and resolution. Socioeconomic difficulties,
fragile access to these services and the compromised
bond between families and professionals interfered in
their support when searching for qualified care.
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