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ABSTRACT

Objective: to understand the access to the care network for
children and adolescents with special needs from the pers-
pective of professionals. Methods: qualitative study carried
out in an Association of Parents and Friends of Exceptional
Children. The semi-structured interview was used, with re-
presentation through the cloud of words. Participated in the
research 11 professionals who work in health care and spe-
cial education. Results: from the professionals’ perspective,
the access to the network of care for children and adoles-
cents comes from the special care and education offered by
the Association. The participants highlighted the difficulties
of access of children and adolescents to health services and
the diversity of activities used so that they can socialize, in-
teract, and form bonds. Conclusion: the access of children
and adolescents to the attention network occurs through
the services of the Association, represented by the clinic for
health care and the school for development and social in-
clusion.

Descriptors: Health Services Accessibility; Disabled Per-
sons; Child Health; Adolescent Health.

RESUMO

Objetivo: compreender o acesso a rede de atengdo de crian-
cas e adolescentes com necessidades especiais na perspec-
tiva de profissionais. Métodos: estudo qualitativo realiza-
do em uma Associa¢do de Pais e Amigos dos Excepcionais.
Utilizou-se a entrevista semiestruturada com representagdo
por meio da nuvem de palavras. Participaram da pesquisa
11 profissionais que atuam na assisténcia a satude e educa-
cdo especial. Resultados: na perspectiva dos profissionais,
o0 acesso a rede de atengdo de criangas e adolescentes ad-
vém dos atendimentos e da educacdo especial oferecidos
pela Associagdo. Os participantes evidenciaram as dificul-
dades de acesso de criancas e adolescentes aos servicos de
saude e a diversidade de atividades utilizadas para que elas
possam socializar, interagir e formar vinculo. Conclusao: o
acesso de criangas e adolescentes a rede de atengio ocorre
por meio dos servigos da Associagdo, representados pela cli-
nica para os cuidados de satide e da escola para o desenvol-
vimento e inclusdo social.

Descritores: Acesso aos Servigos de Saude; Pessoas com
Deficiéncia; Saude da Crianca; Saide do Adolescente.
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Introduction

Improved quality of life and increased survival
of medically fragile children due to perinatal injuries,
chronic diseases, and trauma are the result of techno-
logical and scientific advances in pediatrics. Technolo-
gical advances in neonatology and pediatrics resulted
in the emergence of the classification of children de-
pendent on technology and health care, called by the
international literature as Children with Special He-
alth Care Needs (CSHCN), which in Brazil came to be
called Children and Adolescents with Special Health
Care Needs*2,

Children and adolescents with special health
needs have been classified as a group that presents
special health conditions and requires complex and
continuous care, temporary or permanent, to main-
tain their survival. They need a network of specialized
health services at different levels of complexity and
care by different professionals, in addition to the care
actions required by children and adolescents in gene-
ral®,

Regarding access, it is related to the use of the
service, regardless of the health problem affecting
children or the number of times they seek the service.
Children and adolescents require access to the diffe-
rent levels of complexity and devices that make up the
network of articulated and intersectoral care, to en-
sure comprehensive and continuous care at different
levels of support®.

Although Primary Health Care should be the
main gateway for users of the health care network,
when it comes to children or adolescents with special
needs, many scenarios show a disarticulation of the
health care services that serve this population, since
the gateway often ends up being the hospital or spe-
cialized outpatient services®®,

However, regarding the attention, education,
assistance, and inclusion of people with any kind of
special need, the emergence of the Association of Pa-
rents and Friends of Exceptional Children in the 1950s
stands out as an institution that promotes the recep-
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tion, socialization, and care of CSHCN (especially tho-
se who have some physical and/or intellectual disabi-
lity, or some chronic illness that requires special care).
From the birth of the Association, children, adoles-
cents, and families had the possibility to have access
to specialized health and education services, through
activities that aim at autonomy, development, and so-
cialization”.

In view of that, it is important to know how
the professionals of this service perceive the access of
children and adolescents to the health care network
available for their care and socialization. Health and
education professionals are subjects involved in the
daily work of this service. They know their weaknes-
ses and strengths, they experience the daily challenges
of caring for children, adolescents, and their families,
they develop bonds, they move the network, and they
accumulate experiences while developing their work.
Therefore, the perceptions woven by these individuals
offer perspectives to understand how access happens
in the care network.

Given the above, the question is: How the ac-
cess of children and adolescents with special needs
in the network of care is perceived by professionals
of the Association of Parents and Friends of Excep-
tional Children?. Thus, it was defined as an objective
to understand the access to the attention network of
children and adolescents with special needs from the

perspective of professionals.

Methods

This qualitative study was carried out at the As-
sociation of Parents and Friends of Exceptional Chil-
dren located in the northwest region of southern Bra-
zil. The team is made up of 24 employees who work
in assistance, health, and special education, i.e.,, some
are in health assistance, others are assigned to the
Association’s school.

The inclusion criteria were: being a profes-
sional of the Association in the areas of care, health
and special education and working with children and
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adolescents with special needs for at least six months.
Those who were on vacation or on leave of absence of
any kind were excluded.

Of the 24 collaborators, 20 met the inclusion
criteria and five were on vacation. Thus, 15 possible
participants could be invited to compose the study.
The invitation occurred randomly according to the
availability of professionals to participate in the inter-
views. The criterion of data saturation was used when
no new information was added®, thus 11 professio-
nals participated in the study.

The data were produced between December
2019 and January 2020. The initial contact was made
with the institution and the professionals, when the
research objectives were explained and those who
met the established criteria could be invited. Because
there were no refusals, it was decided to schedule the
dates according to the availability of the participants
and the interviews were conducted in a room attached
to the institution.

Firstly, socio-occupational data was collected
(gender, age, education, place of work within Associa-
tion of Parents and Friends of Exceptional Children).
Then, an in-depth interview was conducted by means
of a semi-structured script composed of 11 questions
referring to the access of children and adolescents to
the Association and to the work developed by the pro-
fessionals. The interview was carried out by a student
in the last year of the Undergraduate Nursing Course,
previously trained. They lasted an average of 20 minu-
tes and were audio recorded with the consent of the
participants.

Data were transcribed in Microsoft Word and
later submitted to thematic content analysis, classi-
fied into three phases: pre-analysis; exploration of the
material and treatment of results; and inference and
interpretation®. The process of analysis of the rese-
arch data resulted in the construction of two thema-
tic categories: The access of children and adolescents
in the care network: The Association of Parents and
Friends of the Exceptional as a meeting and welco-
ming space and Strategies of care and education as pa-

ths for strengthening the access and welcoming in the
Association of Parents and Friends of the Exceptional.

To contribute to data analysis, a tool called
word cloud was used, which is characterized by the
formation of a figure with different words, based on
their mention in the text®. The cloud was built throu-
gh a website (WordClouds®).

In order to maintain the participants’ anonymi-
ty, the letter “P” referring to the participant was used,
followed by a numeral corresponding to the order of
the interviews. The study began after the project was
approved by the Ethics and Research Committee of the
Federal University of Santa Maria under opinion num-
ber 2,632,767/2018 and Certificate of Ethical Appre-
ciation Submission number 86186518.5.0000.5346.

Results

Participated in this study 11 professionals who
worked with children and adolescents in the Associa-
tion and ranged in age from 22 to 58 years old. There
was a predominance of female professionals: nine wo-
men and two men.

In relation to the professional category of the
collaborators, nine teachers/pedagogues, one phy-
sical therapist, and one occupational therapist stand
out. As for the education of these professionals, all
had undergraduate degrees and four were specialists
in their areas of training. Regarding their work in the
Association, seven worked in special education, three
in assistance, while one worked in both areas.

The access of children and adolescents to the care
network: the Association of Parents and Friends of
the Exceptional as a place for meeting and welco-
ming

Figure 1 shows the word cloud, which consists
of the grouping and graphic organization of words ac-
cording to their frequency, making it possible to cle-
arly identify which are the keywords in this category.
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Regarding the access of children and adoles-
cents with special needs to the care network, the
Association’s professionals report difficulties of inser-
tion in the municipal care network services: The Associa-
tion is the place where they are valued, they are respected... (P1). Ah,
I don’t know any other reference service... | know there is the Social
Assistance Reference Center, right? Then the guardianship council is
always involved... (P2). Some go to the psychologist, but it’s here at the
Specialized Care Center even, here in the network of the Specialized
Care Center. It’s the health network here in front of the Association...
(P5). Here we have a physical therapist, a psychologist, an occupatio-
nal therapist, we had a speech therapist, now we don’t have a speech
therapist, but in the city, I don’t know about another one (P6). They
have access, but they do not access... (P8). They have opportunity for
medical attention outside the Association, but it must be referred by
the municipality... (P9). We are realizing that the municipalities are
more committed to try to refer them for care, but it is very complica-
ted, the health care network doesn’t work very well! (P11).

For the participants of this study, besides heal-
th services, children and adolescents need to sociali-
ze, interact, and form bonds with the community and
with other children and adolescents: Here is the place they
go out to be distracted, to be happy! In fact, if  were to talk about the
place they most like to go, for sure it is here in the Association! Here
they are happy, they are well taken care of! (P1). There is a student of
mine who comes twice a week, and he doesn’t speak, he doesn’t know,
but he comes to have this socialization with other people... This is also
very important; our school is very important because it provides this!
(P2). The Association is the only place for them to leave home, they

come for interaction and socialization (P5). The only place they come
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is here! If we didn’t have this service, they would stay at home and
unassisted (P7).

The health and education professionals also
praised the care that children or adolescents require,
as well as the attention process and the bond between
the health and education services with the caregivers’
families: Starting with the care, because when they come here, and
we are always observing if they are not well taken care of. We already
call the family, the clinic, things like that if they are not well (P1).
They need attention, they need care! Here we need to give them a lot
of attention, they need to feel welcome, here as well as in the hospital,
and anywhere, because in this case, health and education go together,
don’t they? (P2). The Association contributes more to their social life
because there are some that come for that, their only outing, their
only way out is to go to school... (P3). Here is the most special place for
them, it is us who give them the attention... We are the ones who pro-
vide their social ties, because most parents don’t take them to other
places in town (P8). This service is everything for them! Not only for
them, but also for the family... (P10).

Based on the statements of the interviewees,
the Association represents access to services for chil-
dren and adolescents, being a powerful reference re-
lated to the health care network and specialized edu-
cation: Most users only come to the Association! (P6). The regular
school refers them to the Association, so it’s their network! (P7). Our
school is a well-equipped school, it has all the equipment, because it
has everything they need, that’s why they come here! (P9). The Asso-
ciation is the only place they access, it is like their home, it is the space
for leisure, learning, and health! (P11).

The enunciations also highlight the social role
of the service for children and adolescents and rein-
force the need for interaction, bonding, communica-
tion, and belonging for their development.

Strategies of care and education as paths for
strengthening access and welcoming in the Asso-
ciation of Parents and Friends of the Exceptional
Children

Figure 2 shows the word cloud that constituted
the second category of the study. The words are ran-
domly arranged, highlighting those that were mentio-
ned most frequently by the participants.
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Regarding the care strategies used by health
and education professionals, playful, music, and di-
versified activities that can instigate curiosity and are
accessible to the needs of this population group stand
out: Different techniques to develop the activity for them, I try to
organize the activities that they will develop everything in the best
possible way, that they will be happy doing, developing activities in a
playful way! (P1). I bring several images, drawings to color, they like
to color a lot. And they also like things that are fun, that catch their at-
tention... (P2). My work is in recreation, more the playful, more their
socialization... (P7). They really like the playfulness, the educational
games that work on physical motor coordination, hand-eye coordi-
nation, and attention! A small number of students can read, and the
digital introduction for them is a part of inclusion, to turn them into a
little more independent and autonomous human beings! (P8).

The speeches show that the professionals who
work in the Association’s clinic and school seek cons-
tant updating and adapt to the reality of special chil-
dren and adolescents. All the activities are planned
according to the health condition, participation and
interaction possibilities of the children and teenagers:
We always try to do different activities, here at the school we have
the mirror room that they do taekwondo, we have art class, we have
computer class, so we try not to let it fall into routine... I bring a lot
of pictures, drawings, playful activities that they can participate in...
(P2). One day you do one thing, the next day you see what didn’t work.
The next day you change the working practice, to make them more
comfortable to participate (P3). I must let them free, I have to offer
games, and then bring the activities that I want to develop with them,
there must be a management with special children and adolescents!

(P7). We always try to reinvent ourselves to become attractive to

them in some way! (P8). 1 try to work on activities that make them feel
pleasure in doing the activity, that make them feel good, that work on
their reasoning, that stimulate them to live well, to defend themselves
in society, these are the basic orientations for life! (P10).

Finally, the enunciations emphasize the impor-
tance of the work that is done by the Association pro-
fessionals, reinforcing the affection and care that they
have with this public, seeking to keep them always in-
volved and motivated.

Discussion

As limitations of the study, we highlight the
small sample size and the fact that the collection was
developed only in a certain context.

The results obtained contribute to unveil as-
pects related to the access of children and adolescents
with special health needs and their families to the As-
sociation of Parents and Friends of the Exceptional,
from the perspective of health workers who are actors
deeply involved in the working dynamics of this ins-
titution. Therefore, the look and experience of these
professionals bring information about the weaknes-
ses and challenges, as well as about the prospects for
inclusion and improved access. This provides subsi-
dies for understanding how public policies have been
put into effect in the daily life of services.

The enunciations of the participants reveal the
difficulties of insertion of children and adolescents in
the services of the municipal care network, the profes-
sionals revealed the lack of knowledge of other refe-
rence services for this population, showing the disar-
ticulation of the care network. The family caregivers
have a long trajectory to access health services for the
care of CSHCN due to the destitution of the health care
network®V,

Improving the health status of people living
with chronic conditions (in other words special heal-
th needs that require special care by the family and
a multi-professional team) requires transforming the
health care system so that it can respond to health
needs in a proactive, integrated, and continuous way,

Rev Rene. 2022;23:e71313.
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emphasizing the child and/or adolescent and their fa-
mily for health promotion and maintenance®?.

The care of children and adolescents must be
offered at an appropriate time, providing access to ser-
vices and technological resources needed through the
coordination of primary care, resulting in comprehen-
sive actions and practices"®. Primary care must act as
the gateway to receive and continue the health care of
children and adolescents with special needs¥.

Through the statements of the interviewees, it
was found that the network of services was weake-
ned, which ends up overloading family members and/
or caregivers of this population that presents diverse
and complex demands related to rehabilitation and
reduction of complications arising from their health
care needs. The itinerary of the family caregivers of
CSHCN is formed by the pilgrimage in health care ne-
tworks in search of assistance and resoluteness®.

The participants brought information that, be-
sides the access to health services, this public needs to
socialize, interact, and form bonds with the commu-
nity and other children and adolescents. The family,
besides being key in the socialization and adaptation
process of children and adolescents with special he-
alth needs, is responsible for the insertion of these
children in the several spaces where they live. The
community is one of the environments in which this
population moves and promotes movements, games,
and relationships with other people to establish ties
and bonds®.

It also highlights the care received by children
and adolescents with special needs at school, since it
is the space that strongly seeks to promote socializa-
tion and interaction with people qualified to provide
care and pass on their teachings. Education professio-
nals need to be willing and able to provide care, and
for this, it is necessary to have knowledge about the
health needs to ensure the safety of the child or ado-
lescent(®®),

It is also observed, based on the statements,
that the Association acts as the main service of atten-
tion for children or adolescents with special needs,
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being several times the only institutional and social
support. Similar findings are highlighted in relation
to the Children and Adolescents with Special Health
Needs, in which 77.7% had needed specialized institu-
tional attention in the last 12 months. These children
were statistically more likely to need these services
than those who did not have special needs”. This
reinforces that the Association represents, in Brazil,
an important device for the continuity of unique heal-
th care for this population.

Furthermore, the findings show that family
participation is essential in the process of inclusion
and development. In this sense, it is noteworthy that
family participation contributes significantly to the
development of children using the Association, whi-
le families that do not accompany the process of care
and education lead to losses for the child®®,

Thus, the institutional network of children or
adolescents with special needs is directly linked to the
social support network, being represented by family
members, friends and professionals who are part of
their daily lives. In view of this, it is considered that fa-
milies need social, emotional, and affective support to
preserve life and to maintain the care of this popula-
tion, seeking to constitute the social support network
and make their individuals empowered®?.

The results show that health and education
professionals of the Association use play, music, and
other diversified activities as care strategies with chil-
dren or adolescents, to instigate them to meet their
unique needs. The use of playfulness contributes sig-
nificantly to the teaching-learning process as a facili-
tator and builder of knowledge within the inclusion
process, especially for children and adolescents with
special needs®?.

The statements showed that professionals
always seek to develop their work aimed at rehabi-
litation and reduction of complications arising from
the health conditions of each child or adolescent with
special needs. Aware that this population requires ex-
tended care and an institutional health network com-
posed of a multi-professional team, the professionals
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involved need to be able to promote access to care and
comprehensive, interdisciplinary and intersectoral
assistance, in favor of rehabilitation and social inclu-
sion(.

The results reinforce the understanding that
it is essential to ensure access to specialized care for
children and adolescents with special health needs
and their families®?. The effectiveness of these servi-
ces requires understanding about their needs, so that
it is possible to connect them to the resources they
need®@, Thus, it is inferred that the work developed
by professionals working in the Association of Parents
and Friends of Exceptional Children aims to improve
the promotion of health and well-being of children
and adolescents, seeking to meet whenever possible,
welfare, health, and special education issues in favor
of the development of their autonomy and guarantee
of their rights.

Conclusion

From the perspective of the professionals who
participated in this study, the access of children and
adolescents to the care network occurs through the
services offered by the Association, represented by
the clinic for health care and through the school for
development and social inclusion. Thus, the Associa-
tion is a powerful reference of the health care and spe-
cialized education network for the population with
special needs.
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