REVISTA CEFAC

SPEECH, LANGUAGE, HEARING SCIENCES AND EDUCATION JOURNAL

Rev. CEFAC. 2019;21(4):4919

Original articles

http://dx.doi.org/10.1590/1982-0216/20192144919

Early intervention specialized services: eligibility and
multiprofessional work

' Universidade Federal da Grande
Dourados — UFGD, Dourados, Mato
Grosso do Sul, Brasil.

2 Universidade Estadual Paulista Julio
de Mesquita Filho — Campus de Bauru,
Bauru, Séo Paulo, Brasil.

Conflict of interests: Nonexistent

Received on: May 23, 2019
Accepted on: September 17, 2019

Corresponding address:

Veronica Aparecida Pereira

Rua Portugal, 445

CEP: 79826-370 - Dourados, Mato Grosso
do Sul, Brasil
E-mail:veronica.ufgd.tci@gmail.com.br

Isabela Rocha lzidoro!
https://orcid.org/0000-0003-3612-2387

Dayana Insfran Jorcuvich'
https://orcid.org/0000-0002-0528-639X

Veronica Aparecida Pereira’
https://orcid.org/0000-0002-9051-7550

Olga Maria Piazentin Rolim Rodrigues?
https://orcid.org/0000-0002-5332-256X

ABSTRACT

Objective: to characterize the early intervention services offered by the Association
of Parents and Friends of People with Intellectual Disability (APAE, its Portuguese
acronym) in the state of Mato Grosso do Sul.

Methods: out of the 56 institutions considered, 33 confirmed the existence of early
Intervention services and received, via e-mail, a protocol for the characterization of
services. Ten of these protocols were answered by the person responsible for the ins-
titution. The data were charted and analyzed by means of descriptive statistics and
cartographic representation of Mato Grosso do Sul.

Results: the studied institutions are present in much of the territorial extension of
the state. However, a large central area, with relevant population density, still lacks
coverage. The most frequently used term to characterize the service was “early sti-
mulation”. As their target public, the institutions prioritize syndromic, malformed and
premature babies, as well as those at social risk, in the age range zero to three years
(60%), who are referred by the health services and undergo screening. All institutions
have a multi-professional team, with at least four different professionals, in inter- or
transdisciplinary practice; their intervention plan is elaborated with and for the family.

Conclusion: considering the importance of early intervention along with the families, it
is important to highlight the urgency of continuing education with the region’s institu-
tions for the services to be offered.
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INTRODUCTION

In early childhood, specifically, some authors
propose the understanding of the newborn’s develo-
pment from bidirectional perspectives, in which
both the adult and the child participate together™2. In
this perspective, it is understood that the relations
established in the context of the child and their
relatives, the quality of stimulation and the reciprocity in
relationships are capable of creating environments that
work as protective factors. In the child-adult interaction
process, both play important and active roles, and it is
of crucial relevance to consider the bidirectional nature
of their interaction' and the developmental changes that
take place continuously and dynamically through time2.

Although the children may present at birth condi-
tions that require additional care, their social context is
not always appropriately structured to offer them oppor-
tunities for their development. It is understood that it
is always possible to teach the children, even when
they have some deficiency, risk factor or vulnerability.
The Early Intervention Programs, by means of profes-
sional teams of the many specialties and along with
the families, aim at developing strategies to help these
families to be strengthened in face of the challenges
of providing a healthy development for the children.
In this picture, the specialized services made available
at institutions and/or specific healthcare centers, such
as those offered by the Association of Parents and
Friends of People with Intellectual Disability (APAE, its
Portuguese acronym), Pestalozzi and other organiza-
tions, are of great relevance.

Factors inherent to the baby, such as prematurity,
low birth weight, presence of congenital syndromes
or malformations, maternal and environmental factors
(as little schooling, low family income, negligence,
domestic violence, among others), are characterized
as risk factors for child development*’. Identifying
the risk and protective factors related to each child’s
reality aids in planning early intervention programs that
best suit and meet that child’s reality. Studies have
highlighted the need that early intervention programs
be established to minimize the effects of the risk factors
identified®"".

Early intervention is characterized as an intervention
service carried out multi-professionally with babies and
children with identified risk. Its goal is to enable a better
development by means of attention given to the specific
needs of each child, being even potentially capable of
recovering possible delays observed in relation to the
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developmental milestones and making these children’s
family receptivity easier".

In Brazil, the first guidelines regulating this type
of service were the Educational Guidelines for Early
Stimulation, developed in 1995 by the Department
of Special Education?, subordinate to the Ministry of
Education and Sports. The guidelines advocated that
the service, called early stimulation at the time, should
be able to care for the needs of children with some type
of deficiency between the ages of zero and three years.
The main goal of the service would then be to include
these children and prepare them to enter the Special
Education Program when due age was reached.

Among the activities that composed this proposal,
were: the detection and evaluation of the needs of
children eligible for the program and the intervention,
which would be the availability of necessary environ-
mental resources so that the intervention process could
take place. The early stimulation programs should raise
the abilities and potentialities of each child, in order for
the intervention to be optimized, taking the risk and
protective factors involving each child into account'.

The early stimulation programs could happen
either unifocally or multifocally. The unifocal approach
is focused on the child’s development, whereas the
multifocal one deals with the environment as well,
addressing other themes related to the child develo-
pment. According to the guideline itself, the multifocal
approach would be the most effective. It is worth
emphasizing that the abovementioned guideline had
already called attention to the need of a team that
worked transdisciplinarily'2.

The first early intervention proposals developed by
the Brazilian Guidelines'? remained until 2016. The new
guideline, a renewal of the previous one, is focused
on the care given to children with neuropsychomotor
development delay, and it aims at offering guidance
to multiprofessional teams specifically for the care of
children between zero and three years old", although
the international scene points to such need until they
are five or six years old'®. The intervention planning,
based on the families’ needs, must happen preferen-
tially in the first three years of life, as it is the period of
greater neural plasticity, favoring developmental gains.
The early intervention programs in Brazil must have their
attention turned to health, broadening both the look
and the responsibility of the professionals in the area in
face of the development and learning demands™.

In this perspective, the focus of early intervention
turns to the planning of activities based on each child’s



and theirs family’s functioning. Hence, there is the
need to involve the relatives, seeking to integrate the
intervention with the daily activities (feeding, dressing,
moving about, and acquiring concepts). Going beyond
behavioral acquisition, its function in the family routine
and daily life activities must be understood as a means
of promoting autonomy™.

Hughes-Scholes and Gavidia-Payne'* indicated
that the implementation of routine-based inter-
vention models is essential to improve the behavioral
functioning of children with development delay. They
also highlighted the importance of family interaction
and the performance of tasks at home, as it increases
the children’s involvement, independence and social
relations, as well as the families’ satisfaction with daily
routines.

The importance of offering early intervention
services has been calling the attention of several
researchers in the field of child development'*'". The
authors pointed to the relevance of early diagnosis
and intervention, creating the possibility of intervening
in advance in development processes that haven’t yet
been established, which will influence this person’s
development up until adult life, due to genetic and
organic factors (neuroplasticity).

Even with the attempt to articulate public policies
with the purpose of strengthening the early intervention
practices, there isn’t in Brazil a single service respon-
sible for coordinating these programs'e. The healthcare
services that should articulate it so as to offer an inter-
disciplinary and continuous care end up not doing so
because of public health service organization issues.
Thus, even though early intervention may be offered in
other services, APAE is still seen as a reference, due
to its history of care and services being given to the
people with disability or important development delay.

The early Intervention (El), in its turn, must be
centered on the family, having as premise its strengths,
desires and needs. The professionals will act as
partners, broadening the family’s reach to the develo-
pment of abilities in various contexts, so that as many
moments as possible may be well used for directing
the family to the child’s functional behaviors in their
environment'®.

In a theoretical-practical relation, bidirectional
and co-participative development theories™ have
highlighted the importance of the family in the context
of early intervention, which takes on the active prota-
gonist role, being made capable by the El profes-
sionals to play such role. When the intervention context
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is extended beyond the clinical context, in which the
child is cared for by specialized health professionals,
the chances of the learnings being more effective and
functional for the child’s routine are increased®.

Another important characteristic regarding El
service organization refer to the team’s constitution and
mode of organization. Consensually, there are three
team characterization types: the multidisciplinary, the
interdisciplinary, and the transdisciplinary. The multi-
disciplinary is characterized by different professionals
working along at the same time, but individually and
independently. The second one, the interdisciplinary,
presents the same characteristics as the first one, but
with exchange of information among these profes-
sionals. As for the transdisciplinary, indicated by the
authors as the best option for El services, is charac-
terized by the fact that the professionals develop the
intervention plan together with the family, focusing
on the child’s and the family’s needs and functioning.
Such intervention is carried out by all professionals
involved, as well as by the family, recalling the concept
of the importance of the family participating in the EI'*.

Considering that the early intervention services
may be offered at institutions specialized in caring for
children with some kind of deficiency and/or develo-
pment delay, it is necessary to know how these
services have been offered and what its coverage is.
This contextualization may favor child intervention
public policies planning, so that these services may be
more encompassing and effective, in order to ensure
that a great number of the children in a situation of
risk, deficiency and/or vulnerability may be integrated
to the healthcare services as early as possible. For this
demand to be met, it is necessary to identify where the
services are made available, who offers them, what are
the criteria for participating in them, and what are the
characteristics of the attention being offered.

Marini, Lourenco and Della Barba®, in a literature
review, observed that the practices found in early
intervention are still turned to child’s needs and their
evaluation. Only some studies reported an effort on the
part of the team to include the family in the process,
coming thus closer to what literature indicated as a
good intervention practice. According to the authors,
the practices are still built around the professional’s
knowledge, who is seen as the knowledgeable one,
while the family stands passive in face of evaluations
and interventions.

Given these points, this study aimed at characte-
rizing the early intervention services offered by the
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Association of Parents and Friends of People with
Intellectual Disability in Mato Grosso do Sul (MS), and
to characterize the team of professionals and their role
with the family in caring for the children.

METHODS

This descriptive study, with both quantitative and
qualitative analysis, was approved by the Ethics
Committee of the School of Science of the Sao Paulo
State University, evaluation report no. 3.1444.779.

The 56 existing APAEs in Mato Grosso do Sul State,
Brazil, were contacted by phone, 33 (58.9%) of which
confirmed they offered the El service. The Informed
Consent Form (ICF) was sent to these via e-mail, as well
as a specific protocol to characterize those services’
patients, intervention team and the family’s partici-
pation. Ten (30.3%) institutions returned the protocol
with the requested information.

The answers obtained through the protocol were
organized for analysis in a data bank, primarily as a
whole. Afterwards, the answers were organized in
categories according to their similarities. The descriptive
statistical analysis was carried out, with frequencies
and percentages being presented, in addition to the
cartographic representation of the early intervention in
the State of Mato Grosso do Sul, Brazil.

RESULTS

Aiming to respond to the objective of the study, the
answers from the protocols were organized in subitems,
as follows: a) characterization of the El services at the
APAEs in the state of Mato Grosso do Sul; b) population
cared for and eligibility criteria; c) characterization of
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the teams and their role with the institution, the children
and their relatives.

Characterization of the El services at the APAEs in
Mato Grosso do Sul.

In order to characterize the services, it was sought
first to identify how these institutions are distributed
in the state, based on the information available at the
website of the APAEs Federation in Mato Grosso do
Sul. In Figure 1, it is possible to observe that distri-
bution. The areas highlighted in red refer to the munici-
palities that do not have APAEs in its healthcare service;
those that do, are numbered. It is noticeable that APAE
is present in most of the municipalities. However, there
is a considerable central area where these services are
not made available. This also happens in some smaller
municipalities in the South of the state.

The APAEs of these municipalities were contacted
by phone to identify which of them offered early inter-
vention or stimulation services. In Figure 2, the munici-
palities highlighted in yellow indicate the absence of
such service. Those that remained white confirmed its
existence, but did not answer the protocol. The munici-
palities indicated in green represent those that both
have the service and answered the protocol.

Concerning the El services offered by the APAEs in
MS, almost 41.9% of them reported not having them
available to the population. All the APAEs reported that
the service they offer is called early stimulation (ES).
Half of them has been offering the ES service for more
than 20 years. As for the others, the practice is more
recent: four of them have been offering it for more than
five years, and one started offering the service some
four or five years ago).
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[ Cities with APAE
B Cities without APAE

Legend: APAE — Association of Parents and Friends of People with Intellectual Disability.

Source: adapted by the author from a map available at https://pt.wikipedia.org/wiki/Mato_Grosso_do_Sul, with insertions based on the listing of the APAE Federation of
the state of Mato Grosso do Sul, Brazil.

Figure 1. Distribution of APAE units throughout the state of Mato Grosso do Sul, Brazil
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L1 Cities with APAE, with EI, did not answer
Bl cCities without APAE

Cities with APAE, without EI
B cGities with APAE, with El, answered

Legend: APAE — Association of Parents and Friends of People with Intellectual Disability; EI — early intervention.
Source: adapted by the author from map available at https://pt.wikipedia.org/wiki/Mato_Grosso_do_Sul, with insertions based on the listing of the APAE Federation of

the state of Mato Grosso do Sul, Brazil.

Figure 2. Mapping of early intervention or stimulation services in Mato Grosso do Sul, Brazil

Population cared for, referrals, screening, and
eligibility criteria

Regarding their age, out of the 104 children being
cared for when this research was carried out, a greater
concentration was noticed in the ranges from 13 to 24
months (40.3%) and from 25 to 36 months (40.3%).
Concerning the possibility of receiving care, with age
as the criterion, 60% of the institutions reported offering
care for children between zero and three years old,
while 10% limit themselves to those up to two years old.
As for the others, 20% of the institutions that answered
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the protocol offer care to children up to five years old,
and 10% offer it to children up to four years old. All the
institutions reported that they receive the children upon
spontaneous request from their parents, though, there
are also referrals from the municipal healthcare service
(70%) and hospitals or maternities (50%). Screening
is performed by the available professional (60%) or
multi-professional team (40%). The baby’s age was
pointed to as an important factor for eligibility, as those
under two years old are prioritized (70%). Regarding
the children’s condition, those with syndromes, born
preterm or at social risk are eligible.
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Table 1. Characterization of the population, referral, screening and eligibility

Percentage (%)

Age of the children being cared for while this research was in progress (104)

From 13 to 24 months 40.3
From 25 to 36 months 29.8
From 37 to 48 months 5.7
Over 49 months 9.3
Type of referral reported

Spontaneous requirement 100
Municipal healthcare service 70

Hospitals or maternities 50

Responsiblefor the screening

Professional available 60

Multi-professional team 40

Eligibility criteria

Age under two years old 70

Babies with syndromes, born preterm orat social risk 30

Eligible ages

Only up to two years old 10

Up to three years old 60

Up to four years old 10

Up to five years old 20

Source: elaborated by the author.

Characterization of the teams and their role with
the institution, the children and their relatives.

The data obtained concerning the characteristics
and practice of the teams are available in Table 2.
There can be noticed that the teams of the institutions
participating in the study are made up of 70 profes-
sionals from the various fields of work, pedagogy and
physiotherapy being represented in greater numbers
(13 professionals from each of these fields). The
presence of psychologists (11), assistants (10) and
speech-language-hearing therapists (10) has also been
noticed. Among the specialized physicians, there are
psychiatrists, pediatricians, neurologists and neuro-
pediatricians (7), besides nutritionists (3) and occupa-
tional therapists (3). The teams defined themselves as
interdisciplinary (50%) or transdisciplinary (50%); in the
second case, they referred to the participation of all
team members in conducting the cases, with integrated
decision-making.

The most frequently cited type of caregiving was
centered on the child, weekly followed up by all the
professionals in the team (30%). In the sequence, there
were reports of institutions in which the family partici-
pates in the weekly medical care (20%), with follow-ups
by the specialties and a more individualized, child-fo-
cused care (20%). The family is only included in home
practices (10%). Concerning planning, 60% of the
APAESs reported that the intervention plan is developed
by all the professionals in discussion with the family,
whereas 30% had only their team develop it, and 10%
counted on individualized professional work. Lastly, the
responding units reported that the activities carried out
by the teams are: initial evaluation (70%), intervention
plan and assessment of results (60%), study group and
case discussion (30%), and full assessment and inter-
vention process (30%).
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Table 2. Team characterization and practice

Percentage (%)

Professionals (70)

Educators (13) 18.6
Physiotherapists (13) 18.6
Psychologist (11) 15.6
Speech-Language-Hearing therapists (10) 14.3
Social Assistants (10) 14.3
Physicians (7) 10.0
Nutritionists (3) 4.3
Occupational therapists (3) 4.3

Type of team

Interdisciplinary 50

Transdisciplinary 50

Type of health care

Weekly, child-focused,by all professionals 30

Weekly, child- and family-focused, by all specialists 20

Weekly follow-up of the child, by all professionals 20

Healthcare given by one or two professionals 10

Weekly follow-up by some areas 10

Healthcare at home 10

Evaluation and intervention

Planning evaluated and plan carried out with the family 60

Planning evaluated and plan carried out by the team 30

Planning made individually by professionals 10

Activitiesperformedby the team

Initial assessment 70

Planning 60

Study groups and case discussion 30

Full process 30

Source: elaborated by the author

DISCUSSION

Mato Grosso do Sul is a Brazilian State of great
territorial extension, where the presence of such an
institution of great relevance as APAE, with positive
impact on the intervention with children and their
families, may be considered a positive aspect, since
it encompasses a large portion of the state. However,
regarding the offer of early intervention services, the
need to invest in establishing and planning actions is
visible, so that families may be involved and enabled
by the programs. The institutions that did have the early
intervention service reported characterizing it as early
stimulation. This divergence in names also appears in
the literature on the subject, including the Guidelines,
which indicates the need of advancements in the
present status.
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According to the criterion established by the guide-
lines from the Ministry of Health, which point to priori-
tizing the care offered to children from birth until three
years old, only one of the institutions did not meet the
requirements yet. On the other hand, some institutions
had extended their care to the five-year-old children, as
they were sensitive to the need of continuing the offer
of these services during this period, in agreement with
what is indicated in literature and by international legis-
lation', going beyond that which is advocated in the
national guidelines'>'3.

Concerning the age of the children under care, it
was observed that, in spite of the guidelines pointing
to the need of El services until the child is three
years old, many children have arrived late to the
services. Possibly, the means of referral may need to
be reviewed, as it is mostly based on spontaneous



request, and so ensure the possibility of intersecting
services, resulting in referrals by the health profes-
sionals for earlier and more preventive interventions.
Some hindering factors may include the unfamiliarity of
these professionals with the existence of such service,
and the relation established by the parents between
specialized care and deficiency. When seeking specia-
lized care, the family needs to be aware of the child’s
needs and the benefits for their development and for
the family’s health as a whole®.

Only one APAE reported that the EI services
take place in environments other than the institution
- namely, the child’s school and the home, when
necessary. The importance of offering care in other
contexts of the child’s development may help the family
and other partnersunderstand about the functioning
of the abilities planned for their reality, promoting the
child’s and the family’s social adjustment, in addition
to ensuring the means for autonomy to be achieved.
Thus, the intervention needs to establish functionality
between the acquired behaviors and the family’s needs.

Regarding the team characteristics, the APAEs
reported the presence of professionals with diversified
training, making an ample discussion field possible for
evaluation and intervention. The presence of the family
in the process of screening, planning, intervening
and evaluating is already perceived in some institu-
tions. Making this reality more widespread is one of
the goals of the early intervention programs, favoring
practices focused on the family’s potentialities and
needs'”'®. Another positive aspect of the teams is the
transdisciplinary model. The transdisciplinary practice
is characterized as being more complete in El services,
as it includes the family, making the process more
functional along with professionals of different areas'.
Nevertheless, there is a contradiction in unders-
tanding this model, for 50% of the institutions claimed
they adhered to it, while only 30% of them reported
the family’s participation in the whole care process
together with the child. Possibly, the teams still need to
be trained for this model to be implemented.

The investment in public policies is of great impor-
tance to ensure teams training, thus promoting trans-
disciplinary practice and family-centered planning and
action, the participants being effectively involved.

Among the limitations of this study, there is the fact
that part of the sample, which reported having early
intervention services in the first stage of the research
(via telephone), did not answer the questionnaire
(via e-mail), which would have contributed to a better
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mapping of the El services statewide. Future researches
with these institutions, with more active and in-person
data gathering, may be more effective. It will need,
though, to count with the necessary financial provision,
due to the state’s great dimensions.

Based on the data reported, it is possible to consider
that APAE covers a great portion of the state’s territory
and is made up of professionals capable of offering
specialized attention to those in early childhood. Hence,
this study is a contribution in indicating the need of
training projects, as well as outspreading throughout
the population information on El and its services. As El
is offered, family involvement may increase; when they
seek early services, risk factors for the development
of children in condition of deficiency or vulnerability
is either minimized or eliminated, thus, promoting the
family’s health, in different contexts.

CONCLUSION

Considering the state’s population, the high infant
mortality rates, and its emerging demands as a border
region with different indigenous ethnicities, it is possible
to estimate that a great part of the children and their
families would benefit from early intervention programs,
which should be, above all, a state public policy, encou-
raging the municipalities to offer this service.

The APAEs, present in a vast portion of the state,
generally count on professionals that could work with
early prevention. Procedures, if collaborative, would
help enabling families, in the transdisciplinary inter-
vention model, to take on an active role for acquiring
skills that communicate directly with different develo-
pment contexts in which the children are inserted.
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