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Theme of the journal: Chronic Care.
Contribution to the subject: This research contributes to the areas of nursing and health by offering theoretical support on

the relevant information for the families of children with autism spectrum disorder. From this, the professionals can develop or
improve formal information support programs.

ABSTRACT
Objective: To identify the available evidence on the necessary information for the families of children with Autism Spectrum Disorder (ASD). Method: An integrative literature review carried out in six databases with specific descriptors for each one. Studies published
on the theme between January 2014 and February 2020 available in full and free of charge were selected. For synthesis and analysis of
data, thematic categorization was performed. 41 articles were included. Results: Two thematic categories were obtained. In the first
category (“need for information”), the families’ lack of knowledge about ASD (treatment, how to deal with the child’s behavior, and future perspectives), rights of the child with ASD, and resources to obtain information were identified. The second category (“information

DOI: 10.5294/aqui.2020.20.2.8
Para citar este artículo / To reference this article / Para citar este artigo
Weissheimer G, Santana JM, Ruthes VBTNM, Mazza VA. Necessary Information for the Families of Children with Autism Spectrum Disorder: An Integrative Review. Aquichan.
2020;20(2):e2028. DOI: https://doi.org/10.5294/aqui.2020.20.2.8
* This article was funded by the National Council for Scientific and Technological Development, Ministry of Technology, Science and
Information, with funds obtained by the Universal Project, approved by MCTI/CNPq 1/2016. It is also derived from the first developmental stage of the doctoral thesis entitled “Informational support for the families of children with autism: Content validation”,
defended at the Federal University of Paraná, Brazil.
1

https://orcid.org/0000-0002-3054-3642. Universidade Federal do Paraná, Brazil. gisele.weissheimer@hc.ufpr.br

2 https://orcid.org/0000-0002-3419-8727. Universidade Federal do Paraná, Brazil.
3 https://orcid.org/0000-0003-1525-580X. Universidade Federal do Paraná, Brazil.
4 https://orcid.org/0000-0002-1264-7149. Universidade Federal do Paraná, Brazil.

Received: 23/03/2020
Sent to peers: 05/04/2020
Accepted by peers: 20/05/2020
Approved: 09/06/2020

AÑO 20 - VOL. 20 Nº 2 - CHÍA, COLOMBIA - ABRIL-JUNIO 2020

l

e2028

1

AQUICHAN - ISSN 1657-5997 - eISSN 2027-5374

support sources accessed by the families”) comprised informal sources (family members, friends, neighbors, and parents of children
with ASD), formal sources (professionals and institutions), the Internet, and other resources (books, workshops, podcasts). Positive and
negative aspects were found in the use of these sources. Conclusions: A pattern of information requested by the family was verified, as
well as sources used to obtain it. These data are relevant to support the organization of sources of informational support for the families
and the community.
KEYWORDS (Source: DeCS)

Autism Spectrum Disorder; access to information; family; child; social support.
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Información necesaria
para las familias de niños
con desorden del espectro autista:
una revisión integradora*
RESUMEN
Objetivo: identificar las evidencias disponibles acerca de las informaciones necesarias para las familias de niños con desorden del
espectro autista (DEA). Método: revisión integradora de la literatura, desde seis bases de datos con descriptores específicos para cada
una. Se seleccionaron estudios publicados sobre el tema entre enero de 2014 y febrero de 2020, disponibles de forma integral y gratuita.
Para síntesis y análisis de los datos, se llevó a cabo una categorización temática. Se incluyeron 41 artículos. Resultados: se obtuvieron
dos categorías temáticas. En la primera, “necesidad de información”, se identificaron la falta de conocimiento de las familias acerca del
DEA (tratamiento, cómo manejar la conducta de los niños en esta condición y perspectivas futuras), los derechos del niño con DEA y los
recursos para el acceso a las informaciones. En la segunda categoría, “fuentes de soporte informacional accedidas por las familias”, se
encontraron las fuentes informales (familiares, amigos, vecinos y padres de niños con DEA), formales (profesionales e instituciones),
internet y otros recursos (libros, workshops, podcasts). Se evidenciaron aspectos positivos y negativos en el empleo de tales fuentes.
Conclusiones: se encontró un patrón de informaciones requeridas por los familiares, así como de fuentes utilizadas para obtenerlas. Los
hallazgos son relevantes para subsidiar la organización de fuentes de soporte informacional a las familias y a la comunidad.
PALABRAS CLAVE (Fuente: DeCS)

Desorden del espectro autista; acceso a la información; familia; niño; apoyo social.

* El artículo fue auspiciado por el Consejo Nacional de Desarrollo Científico y Tecnológico, Ministerio de la Tecnología, Ciencia e Información de Brasil, con recursos del Proyecto Universal,
aprobado por la convocatoria MCTI/CNPq 1/2016. Además, se deriva de la primera etapa de desarrollo de la tesis doctoral titulada “Soporte informacional a las familias de niños con autismo:
validación de contenido”, presentada en la Universidade Federal do Paraná, Brasil.
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Informações necessárias
às famílias de crianças com
transtorno do espectro autista:
uma revisão integrativa*
RESUMO
Objetivo: identificar as evidências disponíveis sobre as informações necessárias às famílias de criança com transtorno do espectro
autista (TEA). Método: revisão integrativa da literatura, realizada em seis bases de dados com descritores específicos para cada uma.
Elegeram-se estudos publicados sobre o tema entre janeiro de 2014 e fevereiro de 2020, e que estivessem disponíveis de forma integral e
gratuita. Para a síntese e análise dos dados, realizou-se categorização temática. Incluíram-se 41 artigos. Resultados: obtiveram-se duas
categorias temáticas. Na primeira, “necessidade de informação”, identificaram-se a carência de conhecimento das famílias sobre o TEA
(tratamento, como lidar com o comportamento da criança e perspectivas futuras), os direitos da criança com TEA e os recursos para obter
informações. Na segunda categoria, “fontes de suporte informacional acessadas pelas famílias”, perfizeram-se as fontes informais (familiares, amigos, vizinhos e pais de crianças com TEA), formais (profissionais e instituições), a internet e outros recursos (livros, workshops,
podcasts). Constataram-se aspectos positivos e negativos no uso de tais fontes. Conclusões: verificou-se um padrão de informações
requeridas pelos familiares, bem como de fontes utilizadas para obtê-las. Esses dados são relevantes para subsidiar a organização de
fontes de apoio informacional às famílias e à comunidade.
PALAVRAS-CHAVE (Fonte: DeCS)

Transtorno do espectro autista; acesso à informação; família; criança; apoio social.

* Este artigo foi financiado pelo Conselho Nacional de Desenvolvimento Científico e Tecnológico, Ministério da Tecnologia, Ciência e Informação, com recursos obtidos pelo Projeto Universal, aprovado pela chamada MCTI/CNPq 1/2016. Também é derivado da primeira etapa de desenvolvimento da tese de doutorado intitulada “Suporte informacional às famílias de crianças com autismo:
validação de conteúdo”, defendida na Universidade Federal do Paraná, Brasil.
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Introduction

Method

Estimates show that 1 in 59 children has Autism Spectrum
Disorder (ASD). These are data from the Monitoring Network in
the United States, between 2000 and 2014 (1). In Brazil, there
are few epidemiological studies on the prevalence of ASD and discrepancies among some studies (2-4).

This is an integrative literature review, whose method allows
for the synthesis, in a systematic and orderly way, of several published research studies on a topic, with the purpose of generating
new results, deepening knowledge, and identifying possible gaps
to be investigated about this topic (13). The study followed the
six stages of Ganong’s methodology (14), presented below.

ASD is a human neuro-developmental disorder characterized
by impaired social interaction (verbal and non-verbal), communication, and restricted and/or repetitive behavior patterns (5). Developmental alterations are perceived by the families based on some
signs, such as delayed speech or language, stereotyped behaviors,
and the child’s lack of interaction with other individuals (6).
The families are faced with something unknown and unexpected (7). Many of them face many obstacles and challenges in
the health services to seek a child diagnosis (6), and they also
need different types of support to take care of the child. Several
studies show (8, 9) the need for the families to obtain information about available resources (8) and professionals, and express
difficulties in accessing information and assistance resources (9).
The provision of information is part of health care and aims to
improve the family’s knowledge and skills to influence attitudes
and behaviors aiming at maintaining or improving the health of the
family members (10). It is an important resource to empower
them for care, as well as to assist them in the discussion with the
professionals about the conduct to be taken regarding the child
treatment and their rights, among others (11, 12).
Thus, the importance is evidenced of providing information to
the families, as well as guidance on the use of resources available in different platforms accessible to the community, which are
increasingly part of people’s daily lives.
To promote informational support for the families, it becomes
relevant to identify the evidence on their information needs to develop strategies to help them. Thus, the aim is to identify what
information is necessary for the families of children with ASD.
This study contributes to the Nursing course as it offers a
theoretical basis to help the professionals in the area to provide
information in an appropriate way in the care process, managing
the family’s expectations about the usefulness of the information
available from different sources.

1) 	 Definition of the research question: What evidence is available
on the information needed by the families of children with ASD?
For this, the researchers used an adaptation from the PICO
strategy (P – Population; I – Intervention; C – Comparator;
O – Outcomes) to PIC, where: P – Population; I – Phenomenon
of Interest; C – Context. Thus, P – Families of children with
ASD; I – Need for information; C – Context of daily family life.
2) 	 Establishment of the inclusion/exclusion or sample selection
criteria: studies that addressed family members of children
with ASD; that specified the necessary information for these
family members to help them in the daily care of the child;
published between January 2014 and February 2020; qualitative and quantitative research studies available in full and
free of charge in Spanish, English and Portuguese, in the
Scopus, PubMed (US National Library of Medicine National
Institutes Database Search of Health), CINAHL (Cumulative
Index to Nursing and Allied Health Literature), Web of Science, Eric (Education Resources Information Center), and
PsycINFO (American Psychological Association) databases.
The period of publication of the articles was defined to encompass more recent publications, from the last six years. Table 1
illustrates the search strategies carried out in the databases.
Different databases were selected as the topic covers different
areas of knowledge, such as Education, Psychology, Nursing, and
multidisciplinary health sectors.
The exclusion criteria included repeated publications in the
databases, dissertations, theses, review articles, conference
reports, congresses, book chapters, books, letters, errata, experience reports, and editorials. Review articles were excluded
because the aim was to include primary/empirical research studies.
Reviews are characterized as secondary research studies.
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Table 1. Search strategy in the databases
Scopus

TITLE-ABS-KEY (autism AND child AND family AND information) AND (LIMIT-TO ( PUBYEAR, 2020 Feb) (LIMIT-TO ( PUBYEAR, 2019)
(LIMIT-TO (PUBYEAR, 2018) OR LIMIT-TO (PUBYEAR, 2017) OR LIMIT-TO (PUBYEAR, 2016) OR LIMIT-TO (PUBYEAR, 2015) OR LIMIT-TO
(PUBYEAR, 2014) ) AND (LIMIT-TO (DOCTYPE, “ar”)) AND (LIMIT-TO (LANGUAGE, “English”) OR LIMIT-TO (LANGUAGE, “Portuguese”)
OR LIMIT-TO (LANGUAGE, “Spanish”)) AND (EXCLUDE (EXACTKEYWORD, “Adult”) OR EXCLUDE (EXACTKEYWORD, “Adolescent”) OR
EXCLUDE (EXACTKEYWORD, “Young Adult”) OR EXCLUDE (EXACTKEYWORD, “Middle Aged”))
PubMed

Autism AND family AND child AND information
CINAHL

AB autism spectrum disorders AND children AND family AND information
Web of Science

TOPIC: (Autism) AND TOPIC: (family) AND TOPIC: (children) AND TOPIC: (information) AND DOCUMENT TYPES: (Article) AND YEAR
PUBLISHED: (2014-2020) NOT TOPIC: (adolescent) NOT TOPIC:(adult) NOT TOPIC: (old)
Eric

Autism AND family NOT adolescent
PsycINFO

Any Field: autism spectrum disorders OR Keywords: autism AND Any Field: family experience OR Keywords: family AND Abstract: information AND Document Type: Journal Article AND Population Group: Human AND Age Group: Childhood (birth-12 yrs) AND APA Full-Text
Only AND Year: 2014 To 2020
Source: Research data, own elaboration.

After identifying the studies in the databases and considering
the eligibility criteria, two independent reviewers read the titles
and abstracts simultaneously, in order to select the studies for
the review. In cases of lack of consensus for the inclusion or not
of the study, a third reviewer was consulted, which was not necessary; then, the pre-selected studies were read in full to define
their inclusion or exclusion (Figure 1).
3) 	 Data collection/extraction: The included studies were organized using an instrument predefined by the researchers with
identification information such as the database, title, authors,
journal, year of publication, language, country of the study,
objective of the study, and methodological approach.
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4) 	 Analysis: The extracted data were classified according to thematic similarity and organized into categories. In this analysis,
the methodology proposed by Bardin (16) (2010) was used,
consisting of analysis organization, floating reading of publications, coding, and thematic categorization (16). The thematic
analysis and categorization were performed by the researchers.
They also organized and prepared data for analysis, reading,
and coding into text segments, text groupings in categories
according to the similarity between the data found.
5) Interpretation and discussion of the results.
6) Presentation of the integrative review.
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PubMed
193

PsycINFO
221

Web of
Science
223

Scopus
165

ERIC
70

CINAHL
33

Articles identified by searching the database
(n=905)

Articles removed due to duplicity
(n=84)

Pre-selected articles
(n=821)
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Figure 2. Number of selected articles per year of

publication (2020)

Articles excluded (n=656)
540 for not meeting the objective of the study
57 for being reviews
16 for being duplicate
1 for not being in the proposed language
25 for referring to families of children with
other disorders/diseases
17 dealing with relatives of adolescents

Source: Research data, own elaboration.
Articles selected for full reading
(n=165)

INCLUSION

ELIGIBILITY

ASSESSMENT

IDENTIFICATION

Figure 1. Flowchart of the process for the identification,
selection and inclusion of the studies based on the PRISMA
recommendation (15)

l

Articles included
(n=41)

Full articles excluded (n=124)
88 for not meeting the objective of the study
11 for dealing with relatives of adolescents/
adults/older adults.
11 for referring to relatives of children with
other diseases/disorders
6 for being duplicate articles
4 for not being in the proposed language
1 for being a review

Figure 3. Categories and subcategories
NEED FOR INFORMATION

INFORMATION SUPPORT SOURCES
OF THE FAMILIES

Source: Research data, own elaboration.

ASD

FORMAL SOURCES

THE CHILD WITH ASD

INFORMAL SOURCES

RIGHTS OF THE CHILD
WITH ASD

INTERNET AND OTHER
RESOURCES

Result
The sample consisted of 41 studies, and their characterization is shown in Table 2. As regards the year of publication of the
articles: 1 (2.4 %) in 2014; 11 (26.2 %) in 2015; 9 (21.95 %) in 2016;
4 (9.75 %) in 2017; 9 (21.95 %) in 2018; 6 (14.6 %) in 2019 and
1 (2.4 %) in 2020, as shown in Figure 2. All were conducted in
foreign countries: 17 (41.52 %) in the United States; 5 (12.2 %) in
Australia; 3 (7.3 %) in Canada and Sweden; 2 (4.9 %) in China, the
United Kingdom and Ireland; in Croatia, Spain, France, Greece,
Italy, Russia and Turkey, 1 (2.4 %) article was published. Regarding the methodology, 23 (56.1 %) articles used a qualitative
approach, 11 (26.8 %) used a quantitative approach, and 7 (17.1 %)
used a quantitative and qualitative approach. With regard to the
language of the studies, 40 (97.6 %) are in English and 1 (2.4 %)
in Spanish.
From the thematic analysis of the data, two categories and respective subcategories emerged: “Need for information” and “information support sources of the families”, according to Figure 3.

INFORMATION SOURCES
Source: Research data.

Need for information
It was verified that the parents needed information that would
help them care for their children. This category was divided into
four subcategories that express the content of the information
required by the families: ASD, the child with ASD, rights of the
child with ASD, and information sources.
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Table 2. Characterization of the selected articles (2020)
Study Identification

Country/ Journal/ Database

Objective

Blauth, 2017 (17)

United Kingdom/Health Psychology Report/
Web of Science

To report the counseling approach to parents of children with ASD, using video
feedback of the music therapy sessions with the children.

Carlsson, Miniscalco, Kadesjö
and Laakso, 2016 (18)

Sweden/International Journal of Language &
Communication Disorders/PubMed

To foster the understanding of the experience lived by the parents in the
neuropsychiatric diagnosis process, that is, the period from the initial screening at
2.5 years old to the 2-year follow-up of the ASD diagnosis.

Chiu et al., 2014 (19)

China/Journal of the Formosan Medical
Association/Web of Science

To describe the current practice of counseling on the diagnosis of ASD; to
evaluate the mother’s satisfaction with the informed counseling on the diagnosis;
to identify the factors related to the mother’s satisfaction; presenting the ideal
counseling for the diagnosis expected by the mothers.

Curtiss and Ebata, 2019 (20)

United States/Journal of Autism and
Developmental Disorders/Eric

To explore the nature of the family meals shared with children with ASD.

Derguy, Michel, M’bailara, Roux
and Bouvard, 2015 (21)

France/Journal of Intellectual &
Developmental Disability/Scopus

To know the needs of parents of children with ASD.

Dinora, Bogenschutz and Lynch,
2017 (22)

United Kingdom/Journal of Social Work in
Disability & Rehabilitation/Web of Science

To identify which factors families prioritize as important when selecting
treatments for their children with ASD, which people and materials influence their
treatment decisions, and the level of importance that the parents attribute to the
different types of influences.

Dinora and Bogenschutz, 2018
(23)

United Kingdom/Journal of Early Intervention/
Scopus

To identify which experiences, beliefs, and life values influenced both the parents’
decisions to have their children evaluated for ASD and their decisions for ASD
treatment, and to explore how the external factors affected the assessment and
treatment decisions for ASD.

Edwards, Brebner, McCormack
and MacDougall, 2018 (11)

Australia/Journal of Autism and
Developmental Disorders/Scopus

To explore how the parents of children with ASD made decisions about which
intervention they accessed.

Frame and Casey, 2019 (24)

United States/Children and Youth Services
Review, Elsevier/Web of Science

To identify the reasons and potential influences that made parents select the
treatment for their children with ASD.

Frye, 2016 (25)

United States/Journal of pediatric health
care/PubMed

To write about the experience of parents of children with ASD, using their own
words, and to identify what resources are needed to help them become actively
involved in their role as parents of a child with ASD.

Gibson, Kaplan and Vardell,
2017 (26)

United States/Journal of autism and
developmental disorders/PubMed

To examine the preferences of the information source for the parents of
individuals with ASD in North Carolina.

Grant, Rodger and Hoffmann,
2016 (27)

Australia/Child: Care, Health and
Development/PubMed

To explore the parents’ decision-making processes and information preferences
after their child is diagnosed with ASD.

Hays and Butauski, 2018 (28)

Australia/Western Journal of Communication/
Scopus

To explore with whom the parents shared particular details regarding their
children’s ASD.

Hennel et al., 2016 (29)

Australia/Journal of Paediatrics and Child
Health/Web of Science

To compare the parents’ experiences and preferences about the information
offered by the pediatricians in the diagnosis of children with ASD, and to identify
the types and usefulness of the resources accessed by the families after the
diagnosis.

Hodgetts, Zwaigenbaum and
Nicholas, 2015 (30)

Canada/Autism/CINAHL

To explore the general needs, the benefits, and the weaknesses of the services
that served the families of children with ASD, and to identify the predictors of
those needs.

Sweden/Scandinavian Journal of Disability
Research/Scopus

To investigate the family’s perception about the needs of parents of children
with a diagnosed mild intellectual disability, autism, Asperger’s Syndrome,
epilepsy, and cerebral palsy; to investigate the relationship between the parents’
perception of self-efficacy in their parental role and the collaboration with the
professionals, as well as with their support needs.

Huus, Olsson, Andersson,
Granlund and Augustine, 2017
(31)
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Objective

Kocabiyik and Fazlioğlu, 2018
(32)

United States/Journal of Education and
Training Studies/Eric

To determine how children diagnosed with ASD shaped their parents’ lives, with
details about their life stories.

Lajonchere et al., 2016 (33)

United States/Journal of autism and
developmental disorders/Web of Science

To develop and perform a field test with an educational product called
“Science Briefs”, which was designed to improve parents’ access to information in
published biomedical research studies on ASD.

Li et al., 2016 (34)

United States/Patient Education and
Counseling/Web of Science

To examine the needs for information on the genetic test for ASD among parents
of affected children.

Liu e Fisher, 2017 (35)

Australia/Australian Social Work/Web of
Science

To explore family experiences in the use of the support services for children with
disabilities in order to understand how migration and their cultural expectations
about disability and services affected the way they used the services.

Lopes, Magaña, Xu and Guzman,
2018 (36)

United States/Journal of Rehabilitation/
Scopus

To explore and understand the parents’ reaction to the diagnosis of ASD so as to
support them.

Mcintyre and Brown, 2016 (12)

United States/Journal of Intellectual &
Developmental Disability/Scopus

To examine the use and usefulness of social support for the mothers of children
with ASD.

Mereoiu, Bland, Dobbins and
Niemeyer, 2015 (37)

United States/Early Childhood Research &
Practice/Eric

To explore the opinions of parents of preschool children with ASD in child care
programs.

Molteni and Maggiolini, 2015
(38)

Italy/Journal of Child and Family Studies/
Scopus

To monitor the needs of the families of children with ASD, and to identify possible
operational proposals in order to improve the quality of the territorial services.

Moro, Jenaro and Solano, 2015
(39)

Spain/Ediciones Universidad de Salamanca/
Scopus

To know the communication process of the diagnosis and the information
received; to assess the perception of the relationship between families and
professionals; to understand the support and obstacles perceived by the parents
regarding their children’s ASD.

Ntre et al., 2018 (40)

Greece/International Journal of Caring
Sciences/CINAHL

To investigate the general concerns and the support and information needs of
Greek mothers of children with ASD, their health problems, and the family’s
financial burden.

Pearson, Traficante, Denny,
Malone and Codd, 2019 (41)

United States/Journal of Autism and
Development Disorders/Scopus

To meet the needs of children with ASD and their families, and to offer parents
opportunities to learn about ASD services available in their communities.

Pejovic-Milovancevic, 2018 (42)

Siberia/Psychiatria Danubina/Scopus

To explore the support, challenges, and needs among the families affected by ASD
in Serbia, and to define the family’s general satisfaction with the support offered
by the systems.

Pickard and Ingersoll, 2015 (43)

United States/Autism/PubMed

To examine the service needs perceived by the parents and the barriers to using
the service.

Pickard, Rowless and Ingersoll,
2019 (44)

United States/Journal of Autism and
Developmental Disorders/Eric

To assess the impact of the adaptations to a parent-mediated and evidence-based
intervention.

Preece et al., 2016 (45)

Croatia/European Journal of Special Needs
Education/Web of Science

To identify the parent’s attitudes and opinions in relation to receiving training
for parents (time, duration of the sessions, possible barriers) and the training
content.

Prendeville and Kinsella, 2019
(46)

Ireland/Journal of Autism And Development
Disorders/Web of Science

To explore how grandparents support children with ASD and their parents by
using a family systems perspective.

Rivard, Lépine, Mercier and
Morin, 2015 (47)

Canada/Journal of Child and Family Studies/
Scopus

To analyze how the parents of children with ASD perceived the determinants of
the quality of the services provided in the context of a public service network.

Canada/Journal of Developmental and
Physical Disabilities/Web of Science

To document obstacles faced by immigrant families in obtaining a diagnosis
of ASD for their child; to document the factors that facilitated access to the
diagnosis; to identify predominant attitudes in relation to ASD in the participants’
culture of origin; and to record the advice that the participants would give to other
immigrant families on their own path to obtain a diagnosis.

Rivard, Millau, Magnan, Mello
and Boulé, 2019 (48)
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Study Identification

Country/ Journal/ Database

Objective

Roffeei, Abdullah and Basar,
2015 (49)

United Kingdom/International Journal of
Medical Informatics/Scopus

To explore the points of view of the parents and of the interested
parties (pediatrics, psychiatry, psychology, mental health services, research, and
national charities for ASD) regarding their information needs, current information
modalities, and perceived barriers and complexities of the information.

Ryan and Quinlan, 2018 (50)

Ireland/Journal of Applied Research in
Intellectual Disabilities/Web of Science

To explore the parents’ perceptions of the communication and collaboration with
the health team and of education in the context of a reconfiguration of disability
services.

Tait, Hu, Sweller and Wang,
2016 (51)

China/Journal of Autism and Developmental
Disorders/PubMed

To describe the family’s understanding of their own quality of life and the
diagnostic services they used.

Tekinarslan, 2018 (52)

Turkey/Journal of Applied Research in
Intellectual Disabilities/Eric

To explore the experiences of Turkish mothers whose children were diagnosed
with ASD regarding the emotions they felt and the challenges they encountered
before and after the diagnosis.

Wallace, 2016 (53)

United States/The Qualitative Report/Scopus

To determine the impact of camping experiences on families of children with ASD.

Zajicek-Farber, Lotrecchiano,
Long and Farber, 2015 (54)

United States/ Maternal and child health
journal/Web of Science

To explore the families’ perception of the experience with family-centered care of
children with neuro-developmental disabilities, received in medical services.

Zakirova-Engstrand, RollPettersson, Westling-Allodi and
Hirvikoski 2020 (55)

Sweden/Journal of Autism and Developmental
Disorders/Web of Science

To report discoveries about the perceived needs of the grandparents of children
with ASD in the Swedish cultural context.

Source: Research data, own elaboration.

In the “ASD” subcategory, in articles 19, 21, 23, 27, 31, 36, 37,
43, 45, 47, 55 and 56, it was observed that the parents considered
important to receive information about ASD, such as the definition
of the disorder, its cause, signs, and symptoms (19, 43, 50, 57),
about specific diets (26), diagnostic tests and exams (27, 41), genetic tests and the probability of having a second child with ASD,
about the meaning of diagnosis and prognosis (31), treatment options (26, 43, 47), alternative child care therapies (47), and possibility of finding a cure (35, 38).
In the “child with ASD” subcategory, information needs were
identified on how to manage and understand the child’s behavior
and future. According to studies 22, 23, 26, 32, 38, 43 and 55, the
parents need knowledge to understand the behaviors of children
with ASD and to deal with them, to manage aggressive, self-injurious behaviors, tantrums, and stereotypes. In addition, they would
like to know about the development of social and sensory skills,
how to manage the child’s limitations, how to manage their nutrition (22), and how to assist in their social integration with their
own family and other individuals in society.
The families wanted instructions that would help them to communicate with the child, create daily routines of rest, sleep, selfcare, and leisure (47), advice that would guide them on how to
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play with the child, promote their independence, how to manage
sexuality, and the beginning of adolescence (24, 47, 55).
Articles 32, 33, 41, 42 and 52 disclosed the need for information that addressed each stage of child development and its
demands. This involves from the child’s ability to speak, communicate, socialize, and adapt in society up to the stage of growth
and physical and sexual development; in addition, it covered performance in the educational setting, the possibility of studying in
regular schools, entering the labor market, gaining independence,
and being happy.
In relation to the “rights of the child with ASD” subcategory,
the family members sought clarification about rights, policies,
legislation (47), financial support for people with disabilities, and
governmental resources for early intervention (31). Instructions
were sought to help them explain the disorder to others and raise
awareness about ASD (47, 50, 55).
Studies 20, 21, 23, 25, 29, 31-33, 42, 43, 52, 53, 54 and 55
showed that the families needed information about services available for their children and qualified health professionals to make
the diagnosis, offer treatment/therapy and family counseling. Accordingly, there was a need for information on health plans that
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covered children with ASD, as well as on where to seek support,
intervention, and educational resources to stimulate child development. In addition, they expressed the need to learn to better
communicate with teachers and other professionals in relation to
the child with ASD and to obtain family counseling for parents and
grandparents (57).
Regarding the “information sources” subcategory (29, 31), the
families would like advice on how to seek or find support groups
and organizations for parents of children with ASD. In articles 28,
29, 31 and 55, a need was verified for indications to participate in
seminars/meetings, events focused on ASD, books and websites
for parents.

Information support sources accessed by
the families
In this category, the information sources used were classified
into the following subcategories: formal, informal, and Internet/
other resources.
In the “formal sources” subcategory, it was verified that the
parents obtained information from different professionals; reported the type of information; indicated positive aspects in receiving
reports; identified limitations of professionals and institutions on
the information support, and pointed out aspects that hindered
their participation in events of an informational nature. The parents sought information from professionals in several categories,
such as in relation to the health area, like general practitioners (29, 30, 44), primary care physicians (24, 44), specialists in
pediatrics and neurology (25), speech therapists, psychologists,
and occupational therapists. Likewise, they received information
from professionals in the education area, such as teachers from
child education centers and schools (25, 27).
The positive aspects of the health professionals during the
receipt of information in the diagnosis period were the following:
positive attitude (21); they were sensitive, realistic, and careful in
the way they communicated (41); the diagnosis was clear (25, 41);
they offered emotional support and encouraged the parents to make
questions (21, 31, 40); they had adequate time to discuss the diagnosis (31); they listened and reassured the parents (40); the parents
received information about the rights of the child/family; had the
opportunity to check their own understanding of the information
received (55); were informed about the treatment (21, 25), spe-
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cialized centers and programs such as Augmentative and Alternative Communication, Picture Exchange Communication System,
Treatment and Education of Autistic and Communication Handicapped Children, speech, psychomotor, and behavioral therapy (38). The parents participated in a training program that taught
them to play with the child, improve communication, and deal with
the child’s behavior (46).
In turn, negative aspects were observed when communicating the diagnosis: lack of empathy (52); little sensitivity (41);
failure to meet the counseling needs (41); negative advice; pessimistic (21, 41) and distressing (31) attitudes; little time for counseling and insufficient information (19, 25, 55).
According to the families, the guidelines were not clear; the
physicians were not sure of the diagnosis of child ASD (40), and
the families did not understand the disorder (25, 38, 41, 53), the
etiology, prognosis, clinical manifestations of ASD (16), the genetic test (12), the governmental subsidies, the health care provided,
and the educational resources (21).
The families did not obtain information regarding their concerns about: the future (53), the child’s behavior (41, 53), the development and evolution of ASD (41), where to seek support (43),
the child’s sensory needs (11), personalized interventions and
therapies, the prognosis, and how to explain the diagnosis to the
school professionals (31). In addition, they did not know where to
look for institutions to assist and guide them (41).
The families pointed out some professional limitations during the process of providing information, namely: different levels
of knowledge about ASD (25, 50, 52); contradictory information
among the professionals (53); the family members did not understand the forwarding and sharing of information among the multiprofessional team (50, 52); the professionals were unaware of
services that provided specialized care to children with ASD (50).
In addition, the families did not understand why the professionals
did not listen to their concerns about the changes they perceived
in the child’s development (25).
Regarding the institutional limitations, in a study conducted
in Spain the absence of specialist professionals (41) was verified;
and, in a research conducted in the United States, the overload of
neurologists, which interfered with the provision of more care for
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the families after the diagnosis (25). Additionally, in a research
study carried out in China, it was identified that the opening hours
and days of the places intended to provide information to parents were limited, since they were open during business hours
in general, and closed on weekends and holidays, making it impossible for family members who also work during office hours
to use them. The lack of an information center offering online or
telephone service 24 hours a day that could be accessed by families (53) was mentioned.

er, etc.) (53); difficulties in discerning reliable information from
online myths (25); websites intending to sell products (51); and
lack of reliable information (31, 51).

The family members indicated limitations in the participation
in training for parents due to the fact that they were held in other
cities and due to the coincidence with their schedule of care for
the child or their working hours. In addition, there were no alternative training schedules, for example, during weekends or at
night (47). In addition, many families reported lack of time and
motivation to participate in training sessions due to the physical
exhaustion caused by the child’s care routine (51).

With regard to the use of books, the following limitations were
described: the parents felt overloaded due to the amount of information provided; technical language and parents’ fatigue to read
due to the care routine (51). The identity of the individuals with ASD
was inadequately defined; thus, the parents were not comfortable
reading such books (51). Another concern raised was the families’
vulnerability to the different information sources available since,
after the diagnosis, it is the period when parents need information
the most and thus are susceptible to inadequate information (51).

In relation to the “informal sources” subcategory, it was verified that the parents obtained information from other parents of
children with ASD and from friends in similar conditions (11, 20,
22, 24, 31, 35, 55). The families shared information with spouses
and other members, such as the child’s siblings, uncles, cousins, and
grandparents (12, 30, 34, 38), other members of the personal
network, such as neighbors or friends (32, 33, 37, 38), and support groups or associations (11, 28-30, 52). Grandparents have an
important role in sharing information and supporting parents of
children with ASD (48).
In the “Internet and other resources” subcategory, the following was observed: use of such resources, the information sought,
and the difficulties and limitations for using the Internet and books.
It was verified that the family members participated in workshops,
read books and pamphlets, and watched videos, which were mentioned as means to obtain information (24, 27, 28, 34, 36, 44, 54).
They used the Internet (31) and blogs (26) to obtain knowledge
about the rights of the child (37), the possible causes of ASD, the
various treatments, treatments with few studies that prove their
effectiveness (35), and the genetic test for children with ASD (12).
Regarding the use of information on the Internet, many parents mentioned some difficulties, such as the massive amount
of information (12, 24, 26, 51), confusing information with many
terms (ASD, autistic, Pervasive Developmental Disorder, Asperg-
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Other limitations to access the Internet were the educational
and/or socioeconomic disadvantages that make access to a computer impossible, not knowing how to use it or not understanding
the technical language with which information is availed, and the
inability to seek reliable information (35, 51).

Discussion
The families’ search for information begins with the perception
that there is something different in the child’s development (20).
After the diagnosis is confirmed, the families experience insecurity related to the lack of knowledge about ASD and the
available treatments; the difficulty of dealing with the child’s behavior; the need to make decisions about treatments they do not
know (24, 28, 29, 51, 56); and, in some cases, they have difficulty
accessing resources, support, and information (39).
The family needs support from the family members, the professionals, and the community. However, in the studies reports
were found of the lack of skills and welcoming of the professionals, mentioned by the families that need time for counseling,
more information, to be heard, and to know how/where to look
for resources (19, 20, 28, 41, 52, 53). Inadequate information can
have a negative effect on the families, either by the inaccessibility of the information or by the limitations of the professionals in
relation to the knowledge and management of ASD, effects described by the families in several studies (25, 52, 53). There are
references to limitations in assisting the family members, such as
the overload of the professionals – due to the demand for daily
care – that end up limiting the time for counseling (25, 47).
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The limited awareness on ASD by the community and the
professionals is still a current aspect, which can have important
consequences for the families (51). Among other aspects, the professionals not valuing the information reported by the families can
lead to a delay in the diagnosis. This means wasted opportunities
for early interventions that can make a difference in the child’s
development, mainly related to brain plasticity in early life (57).
Limited information forces the families to face community
stigmas, especially when the children with ASD present stereotypes, crises, or tantrums in public. The families are judged because people are unaware of the disorder and of how the person
with ASD perceives the world and lives in society. This leads many
parents to avoid going out and change their life routines in order
to reduce unpleasant moments in the community (58).
Although various studies show that some families have difficulties in accessing information, others obtained positive advice from
the health professionals and from the school (12), who were considered important sources of information before and after the diagnosis of ASD (31, 44), with the support received (44), and the
guidelines to assist in the decisions regarding the treatments (25).
Access to information is indispensable because it allows parents
to feel safe and empowered to make decisions (29) regarding the
treatment, the interventions, the services, and the future (55).
Many parents report that health professionals and formal
institutions provide a feeling of trust and support to the family
members who want honest information (27) regarding the child’s
ASD and the indication of appropriate treatments (25). In addition to the professionals, many families use other means to obtain
information about the disorder and to assist them in making decisions (39, 54), such as other parents of children with ASD, family members, friends, and neighbors. The parents value support
groups as a source of guidance, as their participants experience
the same situation and provide mutual support continuously (11, 25, 30, 31, 52).
The search for peers in the same situation refers to the fact
that these families have a better understanding of what the others are feeling, unlike other people such as their own family, who
are unable or do not have the knowledge to help them (54). Therefore, people who experience the same condition and who have
already gone through several ways of seeking information and
services become the hope of obtaining the ability to learn to deal
with and face such situation (51, 55).
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The families seek informational support by means of the social
media, they interconnect through Facebook, Twitter, Instagram,
blogs, and podcasts,among others. Through this connection, they
can provide a sense of belonging, mutual support, and a way to
understand what is happening (59).
With the movement of the digital age and the increasingly frequent and easily accessible use of the Internet, it has become a
source of search for information on health. The reasons for its
use are the abundance of information, the easy access to this resource (28, 29) and the possibility to access the Internet according to the family’s time availability (29). Other resources, such
as participation in workshops and seminars, are used in order to
know the services available to assist children with ASD (37), as a
type of training for parents (47) and of obtaining information to
guide decision making on necessary interventions.
Despite the availability of information to the families, there is
a concern about its reliability. The families’ emotional vulnerability to information sources is an important aspect to be discussed
in contemporary society due to the increase in information available online (51).
The families are exposed to unreliable online content; additionally, there is emotional vulnerability regarding the search for
a cure for ASD. This can make the family members trust unqualified contents that promise such a cure, which, so far, does not
exist. The lack of evidence to prove the cause of and the cure for
the disorder may justify the reason why parents seek so much
information and alternative treatments. Although there are many
levels of scientific credibility, an essential aspect for some parents is to understand reliable and unreliable content (53). Thus,
the challenge for the professionals is to train the parents so that
they can search for information in reliable databases.
Some families can be vulnerable to persuasive rhetorics of insecure information; however, not all families are influenced. With
the movement of evidence-based practice, reliable studies are
shown compared to those without validation. However, even evidence-based practices are vulnerable to commercialization (55).
There are some sources of support for the families, such
as the provision of online content aimed at the parents (with a
language proper for this population) and of educational content
developed and made available on websites of scientifically rec-
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ognized institutions, such as Autism Speaks (United States and
partnerships with other countries), the Raising Children Network (Australia), and Sick Kids (Canada), among others.

Formal support involves programs and policies that are part of
the assistance to families in different areas of health, social, and
educational care.

With the use of technologies, contents can be shared during
a webinar, which can be presented and later stored, so it can be
watched by people who were unable to attend it live. A webinar
can be used to present an educational program to a geographically broad group. For example, in rural areas, it can be difficult to
organize a family education program because distance and time
can prevent families from participating. However, as long as they
have access to the Internet, they can participate in the program
at their homes and have the opportunity to interact with the host
and with other participants (59).

The results provide a basis for managers in strategies for
public policies aimed at this population in order to guarantee their
rights. In addition, they also allow them to reflect on strategies
to train the formal support sources so that they can manage the
families’ needs.

A study carried out in Canada showed that, in a health search
conducted on YouTube, there were several videos developed by
nurses and other health professionals with useful and reliable information for the families. Podcasts are another way to share popular and useful content. A podcast is an audio file that people can
download to their cell phones and then listen to it while performing
activities of daily living. Podcasts are usually short and people can
subscribe to receive new podcasts directly, depending on the topic
they want. Similar to these, there are also vodcasts (59).
Thus, a trend is perceived in the use of information freely accessible by the community. This creates a demand for professionals and managers to educate the community on how to access
reliable information. In addition, it leads to the need to rethink the
practice and to develop strategies that aim to minimize possible
risks of accessing unsafe information that “uninstruct” the families and harm the health of children with ASD.

Conclusions
This research evidenced information patterns required by
the families about ASD, the child’s behavior and rights, and the
indication of information sources. With this data, the professionals can create or improve formal information support programs.
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In view of the various sources accessed by the family members and the reference to a large amount of information in these
sources, there is a need to condense them into a usable format
without families feeling overwhelmed. They could be condensed
into a printed or online format in a specific place of access by the
families. In addition, there were references to information of a
questionable quality.
Considering the families’ vulnerability to accessing insecure
information, there are challenges for the professional area in
terms of availing and guiding secure and modeled information for
the families given the trends in the digital age. In this context, the
professionals are encouraged to teach the families to make a
critical judgment in the selection of the sources and of the type of
information accessed.
The limitations of this study included samples of children with
conditions which are comorbid to ASD, since the information needs
may be different for this group. Although studies involving adolescents and adults were excluded, many of those included had adolescents in their samples, thus some topics like sexuality emerged.
It is believed that the demand for information can be different
in each stage of the life of children with ASD, as well as of their
family members. Therefore, for future studies, it is suggested to
investigate what these demands would be and their impact on
those involved.
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