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Remote follow-up to speech-language
intervention for children with Autism
Spectrum Disorders (ASD): parents’

feedback regarding structured activities

ABSTRACT

Purpose: This paper aims to present the first descriptions of experiences of parents and caretakers of children
with Autism Spectrum Disorders (ASD) enrolled as mediators in a structured program of speech-language
intervention with remote follow-up. Methods: Research with focus on speech-language intervention for children
with ASD was carried out with remote follow-up. Forty parents were instructed to perform daily activities
focused on communication and interaction with their children, at home, for a period of six weeks. Parents and
caretakers were questioned about the experience and by means of a structured questionnaire. Results: Only 40%
of the parents/caretakers conducted the activities proposed every day. Difficulties were reported by 60% of the
parents/caretakers. Behavioral problems were also reported as reasons for the difficulties to conduct the activities
proposed. Conclusion: the importance of parents who provide detailed information about the child’s development,
discuss doubts and exchange experiences for the development of intervention programs that include families.

Study carried out at Departamento de Fisioterapia, Fonoaudiologia e Terapia Ocupacional, Faculdade de Medicina,
Universidade de Sao Paulo — USP - Sao Paulo (SP), Brazil.
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INTRODUCTION

Recent epidemiological reports point out that the prevalence
of Autism Spectrum Disorders (ASD) is of 1 out of 88 children
living in the USA®. These new figures indicate an increase of
78% in the prevalence of ASD over the last five years.

According to the previous version of the APA® Diagnostic
and Statistical Manual of Mental Disorders — DSM-IVtr, the
category of pervasive Developmental Disorders refers to those
characterized by severe and pervasive impairments in several
areas of development, such as reciprocal social interaction,
communication abilities and stereotyped behaviors, interests,
and activities.

The diagnostic criteria for ASD proposed by the new version,
DSM-5%), include pervasive deficits in social communication
and interaction in multiple contexts — including social-emotional
reciprocity, disorders in non-verbal communication, difficulties in
social relationships, repetitive and restricted patterns of behavior,
interests, and activities — stereotyped movements, insistence
in sameness, adherence to rigid routines, ritualized verbal and
non-verbal patterns, restricted interests that are abnormal in focus
or intensity, hyper- or hypo-reactivity to sensorial stimulus and/or
uncommon interest in aspects of the environment.

The classification proposed by the DSM-5 doesn’t affect the
practice of speech-language pathology yet, as most diagnoses were
performed before its publication. However, there will probably
be a different group of children included in the autism spectrum
within a few years.

All descriptions of ASD in children include important language
disorders. The communication issue is probably one of the most
significant impairments in ASD. The studies about language and
communication of children with ASD that address the functional
use of language usually make use of the linguistic parameters
proposed by the Pragmatic theories™>.

There is a wide variation among theoretical parameters that
support therapeutic proposals for children with ASD, but the
ultimate goals are the same: to improve social, cognitive and
linguistic abilities®.

Most of the studies about language in children with autism
focus on the child’s communication”®, while some focus on the
mother/caretaker(CT)-child dyad, aiming to understand whether
and how the role of the adult influences communication of children
with ASD®10,

Research points out that certain behaviors of adults may foster
language and communication in children with ASD"!"9); therefore,
some intervention programs that seek to train parents and CTs as
mediators in the therapeutic process are being developed.

Several studies have suggested that parents and CTs have a
fundamental role in optimizing the development and promoting
improvements in the social communication abilities of children
with ASD419),

OBJECTIVE

To present the first descriptions of the experiences of
parents and CTs of children with ASD enrolled as mediators
in a structured program of speech-language intervention with
remote follow-up.

METHODS

The work was referred to analysis by the Ethics Committee for
Research Projects and was approved under Protocol 1.057.800.
All adults responsible for the individuals involved signed the
consent form.

Research with focus on speech-language intervention for
children with ASD was carried out, with remote follow-up.
Parents were instructed to perform daily activities focused on
communication and interaction with their children, at home,
during a period of six weeks. Parents and CTs were questioned
about the experience and by means of a structured questionnaire.
The questions asked were:

1- Was it difficult or impossible to perform the activity with
you child on any particular day of the past week? Why?

2- What did you think about the proposed activity?

3- Do you have any suggestions about other activities or changes
in the ones proposed?

4- How was play-time during this week? Did you have fun
together?

5- Did you have any difficulty with the proposed activity?

6- Did any other family member participate in the activity?
Who?

Participants were 40 parents of children with ASD aged
between 6 and 17 years old. At this stage, they only received
the intervention at home, having their parents as mediators.
They were instructed to perform playing activities that have
been planned and discussed with them before the onset of the
program.

During the six-week period, the therapists contacted parents
by means of the best or more easily available communication
means established in advance (e-mail, telephone, Skype,
Whatsapp). During these contacts, besides clarifying doubts
and discussing the child’s performance during the activities,
the parents answered the questionnaire described, aiming to
improve the next stage of the program.

RESULTS

Results indicate that only 40% of the parents/caretakers
conducted the activities proposed every day. Among those
who skipped the activities on a few days, 22.5% did so during
weekends, 12.5% did so due to the adult’s previous appointments,
10% reported that the child was sick, and another 10% that the
child refused to participate.

The parents/CTs of 35% of the children participating in the
program reported that the activities were difficult in at least one
of the weeks of the program, while 5% felt they were repetitive.

When asked about suggestions of new activities, 42.5%
proposed activities related to the children’s interests and that
were not included in the program, besides repeating some of
the activities that had proven to be successful.
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The most significant result refers to the difficulties to conduct
the activities at home. Some difficulties were reported by 60%
of the parents/CTs. They described that they didn’t understand
the activity (5%) or didn’t have time, or that the child wasn’t
interested in playing. These reports call for consideration of
strategies aimed to increase the parent’s awareness about their
role in the child’s development, the importance of sharing
activities and playing experiences with their child, and the need
for flexibility in order to obtain the child’s interest in certain
activities, or even changing them according to the child’s interest.

Behavioral problems were also reported as reasons for
the difficulties to conduct the activities proposed. Attention
impairments were described by 30% of the parents/CTs, as
well as anxiety during the activity and tantrums at the end of it.

This proposal of speech-language intervention with remote
follow-up allowed the inclusion of other family members besides
parents/CTs. Only 11 children had always had the same adult as
a playing partner during all of the activities. However, except
for one child, the other adults were close family members.
The exception was a neighbor that had very close contact with
the child.

These data highlights the importance of parents for the
development of intervention programs that include families
by means of their provision of detailed information about the
child’s development, discussion of doubts and exchange of
experiences. Speech-language pathologists should encourage
and provide guidance for parents and caretakers to take more
active roles in providing communication environments that
are appropriate to children with ASD and that allow successful
interactive experiences.
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