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Abstract:

Objective: to assess the quality of life and satisfaction of informal caregivers of children with Autism Spectrum Disorder, and
to correlate them with the impairment of the child's skills and with the facilitating and hindering environmental factors.
Methods: quantitative, observational, cross-sectional study, carried out in 2023, at the Specialized Rehabilitation Center III. A
form with sociodemographic data, the World Health Organization Quality of Life Bref, the Childhood Autism Rating Scale, and
the environmental factors of the International Classification of Functioning, Disability and Health were used. The data were
analyzed with absolute values and frequency and the Spearman Correlation Test. Results: 87.5% of the caregivers were female,
aged between 30 and 50 years. Quality of life showed a moderate correlation with the factors of support and relationships of
friends and individual attitudes of friends; while satisfaction with health showed a moderate correlation with the factors of
support and relationships of friends and with the factors of norms, practices, and social ideologies. These results indicate that
the greater the assessment of the factors mentioned, the greater the assessment of quality of life and satisfaction with the health
of the caregivers. Conclusion: the quality of life of the caregivers evaluated was impacted by the support and relationships and
individual attitudes of friends. Satisfaction with quality of life demonstrated a relationship with the support and relationships
of friends and the variable of social norms, practices and ideologies.
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Resumo:

Objetivo: avaliar a qualidade de vida e a satisfagdo de cuidadores informais de criangcas com Transtorno do Espectro Autista, e
correlacionar com o comprometimento das habilidades da crianga e com os fatores ambientais facilitadores e barreiras.
Método: estudo quantitativo, observacional, transversal, realizado em 2023, no Centro Especializado de Reabilitagdo III.
Utilizou-se ficha com dados sociodemograficos, o World Health Organization Quality of Life Bref, a Escala de Classificagdo de
Autismo na Infancia e os fatores ambientais da Classificacdo Internacional de Funcionalidade, Incapacidade e Saude. Analisou-
se os dados com valores absolutos e frequéncia e o Teste de Correlagdo de Spearman. Resultados: 87,5% dos cuidadores eram
do sexo feminino, com idade entre 30 e 50 anos. A qualidade de vida apresentou correlagdo moderada com os fatores de apoio
e relacionamentos de amigos e atitudes individuais de amigos; ja a satisfacdo com a satde apresentou correlagio moderada
com os fatores apoio e relacionamentos de amigos e com os fatores normas, praticas e ideologias sociais. Esses resultados
indicam que, quanto maior a avaliacdo dos fatores citados, maior é a avaliagcdo da qualidade de vida e satisfagdo com a saiude
dos cuidadores. Conclusao: a qualidade de vida dos cuidadores avaliados foi impactada pelo apoio e relacionamentos e atitudes
individuais de amigos. A satisfagdo com a qualidade de vida demonstrou relagdo com o apoio e relacionamentos de amigos e da
variavel de normas, praticas e ideologias sociais.

Palavras-chave: Qualidade de Vida; Cuidadores; Transtorno do Espectro Autista; Crianca; Classificagdo Internacional de Funcionalidade,
Incapacidade e Satde.

Resumen:

Objetivo: Evaluar la calidad de vida y satisfaccion de los cuidadores informales de nifios con Trastorno del Espectro Autista, y
correlacionarla con la alteraciéon de las capacidades del nifio y con los factores ambientales facilitadores y barreras. Método:
estudio cuantitativo, observacional, transversal, realizado en 2023 en el Centro Especializado de Rehabilitacién III. Se utilizé
un formulario con datos sociodemograficos, el World Health Organization Quality of Life Bref, la Escala de Valoracién del
Autismo Infantil y los factores ambientales de la Clasificacion Internacional del Funcionamiento, de la Discapacidad y de la
Salud. Los datos se analizaron mediante valores absolutos y frecuencias y la Prueba de Correlacién de Spearman. Resultados:
el 87,5% de los cuidadores eran mujeres, con edades comprendidas entre los 30 y los 50 afios. La calidad de vida mostré una
correlacién moderada con los factores de apoyo y relaciones de amigos y actitudes individuales de amigos, mientras que la
satisfaccion con la salud mostrd una correlacién moderada con los factores de apoyo y relaciones de amigos y con los factores
de normas, practicas e ideologias sociales. Estos resultados indican que cuanto mayor es la valoracién de los factores
mencionados, mayor es la calidad de vida y la satisfaccion con la salud de los cuidadores. Conclusion: la calidad de vida de los
cuidadores evaluados se vio afectada por el apoyo y las relaciones y actitudes individuales de los amigos. La satisfaccién con la
calidad de vida mostré una relacién con el apoyo y las relaciones de los amigos y la variable de normas, practicas e ideologias
sociales.

Palabras-clave: Calidad de Vida; Cuidadores; Trastorno del Espectro Autista; Nifio; Clasificacién Internacional del Funcionamiento, de la
Discapacidad y de la Salud.
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INTRODUCTION
he World Health Organization! states that 1 in every 100 children has Autism
Spectrum Disorder (ASD). It is also estimated that there are two million autistic
people in Brazil2. When performing a comparative analysis of autism between boys
and girls, the Brazilian Society of Pediatrics® found a ratio of approximately 4:1, showing a
higher prevalence among boys.

ASD is characterized by difficulty in social interaction and communication, also
manifesting repetitive and more restricted patterns of behavior* The manifestation of
symptoms in childhood varies. Some present them in the first 12 months of life, while others
may present them after 24 months>. Furthermore, many cases of children with ASD are
associated with disorders such as Attention Deficit Hyperactivity Disorder, depression and
anxiety3, which are more observed in children with ASD than in children without ASDS.
Depending on the level of impairment of their skills and needs, individuals with ASD are able to
live independently or require constant assistancel, significantly altering family dynamics.
Family members are overwhelmed by the necessary changes in their routine, increasing their
levels of worry and stress®.

The term caregiver encompasses two aspects: formal and informal. A formal caregiver is
an individual who has received training focused on the necessary care, usually receiving
remuneration’. Meanwhile, an informal caregiver is usually a family member who, given the
circumstances, needs to provide support to a loved one8. When assuming the role of caregiver
for children with ASD, the individual becomes subject to changes in their lifestyle, overloads and
insecurities®.

In many cases, the family is isolated due to the necessary changes after the discovery of
ASD, marked by insecurity and fear of prejudicel?. Linked to this, feelings of frustration arise
due to the difficulty of communicating and interacting with the family member with ASD?, in
addition to insecurities regarding unpredictable behaviors and the community's resistance to
the child's idiosyncrasies!!l. When parents take on the role of caregiver, they suffer emotional
impact, financial changes and stress, in addition to increased concern about the child's futurel2.
Parents, therefore, find themselves faced with new demands, participating in the child's
development process, dedicating themselves to stimulating the development of skills!3. Thus,
parents, when correctly guided on how to act and teach, favor positive effects on the social
interaction of children!4. In addition, parental participation and the attention they provide to
this process can help children in various skills and in their quality of life (QoL)!>. The QoL of

these parents and caregivers is an important issue, considering that caregivers, faced with the
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demands of care, often forget about themselves and may even become ill in the future’.
According to the World Health Organization¢, QoL is defined as the individual's perception of
their life, considering the social and cultural context, and their relationships, encompassing the
emotional, physical, mental aspects and their relationships. In view of this, caregivers of
children with ASD have their quality of life affected by the lack of a support network, as well as
financial and social issues®.

One option for assessing QoL in this scenario is the International Classification of
Functioning, Disability and Health (ICF), which provides an organized structure, recognizing
the body component, domains related to activities and participation, and contextual factors,
such as environmental factors that positively or negatively affect the individuall’. Therefore, the
ICF is a biopsychosocial tool that encompasses aspects related to health and significant
environmental and personal factors, which present themselves and are classified as barriers or
facilitators in the individual's life18.

In addition, the Childhood Autism Rating Scale (CARS) is an instrument that collects
information related to children's skills, encompassing the domains of interpersonal
relationships, imitation, emotional response, body expression, use of objects, adaptation to
change, reaction to visual and auditory stimuli, response and use of taste, smell and touch; fear
and nervousness, verbal communication, nonverbal communication, activity, degree and
consistency of intellectual response and general impressions?°.

The World Health Organization Quality of Life (WHOQOL-BREF) questionnaire is used
to assess QoL, consisting of 26 questions covering physical, psychological, social relationships
and environmental domains, and the results obtained with the questionnaire correspond to the
following descriptions: needs improvement (1 to 2.9); fair (3 to 3.9); good (4 to 4.9) and very
good (5)20.

Therefore, it is pertinent to conduct research that seeks to assess the QoL of caregivers
of children with ASD within a biopsychosocial context and identify contextual environmental
factors that influence positively or negatively. Therefore, this study aims to evaluate the quality
of life and satisfaction of informal caregivers of children with Autism Spectrum Disorder, and
correlate it with the impairment of the child's skills and with the facilitating and barrier

environmental factors.

METHODS
This is a quantitative, observational, cross-sectional study carried out in 2023 at the

Specialized Rehabilitation Center III (CER III), located at the Teaching and Assistance Unit in

3de12 Rev. Fam.,, Ciclos Vida Satide Contexto Soc. Apr/June 2024; 12(2):e7678



REFACS (online) Original Article
Physical Therapy and Occupational Therapy (UEAFTO) in the city of Belém do Pard, Brazil,
which is provided by the Unified Health System (Sistema Unico de Satide - SUS). The sample
consisted of informal caregivers of children diagnosed with Autism Spectrum Disorder, users of
CERIII, who signed the Free and Informed Consent Form (FICF).

Informal caregivers of children diagnosed with Autism Spectrum Disorder, of both sexes
and users of CER III, were included. Individuals who were not informal caregivers and
caregivers of children with associated neuromotor and/or cardiorespiratory diseases were
excluded.

Data collection was carried out through individual interviews, lasting an average of 30
minutes. Initially, a data sheet was applied to collect the interviewee's profile, followed by the
WHOQOL-BREF questionnaire, consisting of 26 questions covering physical, psychological,
social relationships and environmental domains. In addition, the CARS scale and a
questionnaire on environmental factors contained in the ICF were applied. Given the need for a
shorter instrument, an abbreviated version was developed based on the WHOQOL-100, a
quality of life assessment instrument with 100 questions?0. The Portuguese version of the
WHOQOL-100 was developed at the Department of Psychiatry and Legal Medicine of the
Universidade Federal do Rio Grande do Sul, Porto Alegre, Brazil, and the brief version was also
made available in Portuguese?!.

To allow item analysis, the results related to the ICF environmental factors were
transformed into a continuous scale and classified: 0 - not applicable, 1 - complete barrier, 2 -
severe barrier, 3 - moderate barrier, 4 - mild barrier, 5 - mild facilitator, 6 - moderate facilitator,
7 - considerable facilitator, 8 - complete facilitator.

The data collected were entered into an Excel™ spreadsheet. Spearman's correlation
coefficient (RHO) was used for analysis, since these are non-parametric data describing the
relationship between variables. RHO was considered as a parameter to classify the degree of
correlation: very weak correlation (between 0 and 0.19); weak (between 0.20 and 0.39); fair
(between 0.40 and 0.69); strong (between 0.70 and 0.89); and very strong (between 0.90 and
1). Correlations with statistical significance were considered those that presented p < 0.05. Data
analysis was also performed using the SPSS 20.0 statistical package (IBM SPSS™ Statistics).

The study also used the question that addresses satisfaction with health (WHOQOL-
SATIS), which can be found in the WHOQOL-BREF instrument. Satisfaction with health was
classified as: 1 - very dissatisfied, 2 - dissatisfied, 3 - neither satisfied nor dissatisfied, 4 -
satisfied and 5 - very satisfied. Based on the result, it was possible to correlate with data related

to environmental factors.
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Environmental factors within the ICF are represented by the letter “e”, and are classified
with the following codes: e110 to e155 for products and technologies; e225 to e250 for natural
environment and human-made environmental changes; €310 to e360 for support and
relationships; e410 to e465 for attitudes; and e522 to e590 for services, systems and policies?’.
This study was approved by the Human Research Ethics Committee of the Universidade
do Estado do Par4, under opinion no. 1,168,102, CAAE 69196023.7.0000.8767, conducted in

accordance with the precepts of the Regulation of Research Involving Human Beings (Res.

466/12) of the National Health Council (CNS).

RESULTS
Sixteen informal caregivers were interviewed, of which 14 (87.5%) were female, while 2
(12.5%) were male. All informal caregivers were the children's parents. The majority were 50

years of age or younger (Table 1).

Table 1. Informal caregivers according to sex and age. Belém-PA/Brazil, 2023.

Variables Total= 16 % (100%)
Sex
Male 2 12.5%
Female 14 87.5%
Age group (years)
<20 0 0.0
20-30 3 18.75%
30-40 4 25.0%
40-50 7 43.75%
50-60 1 6.25%
60> 1 6.25%

Table 2 shows the results regarding the assessment of QOL using the WHOQOL-BREF
scale related to the CARS scale. The physical, psychological, social relationships and

environment domains did not show any association with the CARS scale (p>0.05).

Table 2. Impact of ASD levels on the physical, psychological, social relationships and

environmental domains of informal caregivers. Belém-PA, 2023.

Physical Domain Psychological Domain Social Environment
(n=16) (n=16) Relationships (n=16)
(n=16)
CARS! Correlation coefficient .015 -.014 154 120
(RHO)
p-value .955 959 570 .659

IChildhood Autism Rating Scale
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[t can be seen in Table 3 that the results related to environmental factors €110, e115,
e120, e125, 150 and e155 were not related to QoL and health satisfaction (p > 0.05).

The variables of the natural environment and human-made environmental changes are
represented by the codes €225, e240 and e250, shown in Table 3. From the analysis of the
results, it can be seen that they were not related to QoL and health satisfaction (p > 0.05).

In Table 4, the variable friends (e320) showed a fair correlation (RHO=0.538) with QoL
(p=0.032) and a fair correlation (RHO=0.609) with health satisfaction (p=0.012). These results
indicate that the greater the support and relationships informal caregivers have with friends,
the higher their assessment of quality of life and health satisfaction.

The variable of individual attitudes of friends (e420) analyzed in Table 4 showed a fair
correlation (0.595) with the assessment of QoL (p=0.015). Likewise, the norms, practices and
social ideologies (e465) of the environmental factors of the ICF showed a fair correlation
(RHO=0.517) with health satisfaction (p=0.040).

In turn, in Table 5, referring to services, systems and policies, no relationships were

found between these and the QoL or health satisfaction of informal caregivers.

Table 3. Relationship between products and technologies, environmental factors, natural
environment and human-made environmental and the quality of life of informal caregivers.

Belém-PA/Brazil, 2023.

Environmental factors products and technologies

e1103 el154 e1205 el256 e1507 el1558
WHoQoL! Correlat&%gefﬁ“e“t 390 149 169 347 206 145
p-value ,136 ,582 ,530 ,188 ,445 ,593
WHOQOL Correlat&%gefﬁ“e“t -026 -366 316 147 491 477
2
SATIS p-value ,924 ,163 ,234 ,586 ,054 ,062
Environmental factors, natural environment and human-made
environmental changes
e2259 e24010 e25011
Correlation coefficient
WHOQOL! (RHO) -,044 ,295 ,345
p-value ,871 ,267 ,190
Correlation coefficient
WHOQOL RHO -, 224 ,121 ,189
SATIS? ( )
p-value ,404 ,657 ,482

1Quality of life assessment; 2Health satisfaction; 3Products and substances for personal consumption; *Products and technology for
personal use in daily life; SProducts and technology for personal mobility and transportation in indoor and outdoor environments;
6Products and technology for communication; 7Products and technology used in the design, architecture and construction of buildings for
public use; 8Products and technology used in the design, architecture and construction of buildings for private use; °Climate; °Light;
1Sound.

6de 12 Rev. Fam.,, Ciclos Vida Satide Contexto Soc. Apr/June 2024; 12(2):e7678



REFACS (online) Original Article
Table 4. Correlation between environmental factors related to support and relationships,

attitudes and quality of life of informal caregivers. Belém-PA/Brazil, 2023.

Support and relationships

e3103 e3204 e3255 e3306 e3407 e3558 e360°
Correlation
WHOQOL! coefficient ,336 ,538* 171 -018 ,095 ,238 ,060
(RHO)
p-value ,203 ,032 ,527 ,946 726 ,375 ,824
Correlation
WHOQOL coefficient ,000 ,609%* 221 ,191 ,141 ,389 -120
SATIS? (RHO)
p-value 1,000 ,012 410 479 ,601 ,136 ,657
Attitudes
e41010 e42011 e44012 e45013 e45514 e46015 e46516
Correlation
coefficient -,187 ,595* ,095 ,320 ,232 ,173 423
WHOQOL! (RHO)
p-value ,489 ,015 , 726 ,227 ,338 ,523 ,102
Correlation
WHOQOL coefficient -331 ,373 , 141 ,204 -111 433 ,517%*
SATIS? (RHO)
p-value 211 ,155 ,601 ,448 ,683 ,094 ,040

1Quality of life assessment; 2Health satisfaction; 3lmmediate family; *Friends; SAcquaintances, peers, colleagues, neighbors, and community
members; SPeople in authority; 7Caregivers and personal assistants; 8Health care professionals; °Other professionals providing health-
related services; 1%Individual attitudes of immediate family members; 1!Individual attitudes of friends; 12Individual attitudes of caregivers
and personal assistants; 13Individual attitudes of professionals; *Individual attitudes of health-related professionals; 5Social attitudes;
16Social norms, practices, and ideologies.

Table 5. Correlation between environmental factors related to services, systems and policies
and the quality of life of caregivers. Belém-PA/Brazil, 2023.
Services, systems and policies
e5223 e535¢ e5405 e550¢ e5707 e5758 e580% e58510 59011

WHOQOL! Correlation -451 -,264 ,050 -,106 ,004 -,165 ,129 -271
coefficient
(RHO)
p-value ,080 ,323 ,854 ,695 ,990 ,540 ,635 ,310
WHOQOL Correlation -,033 ,283 -,374 -,030 ,064 , 164 ,069 ,128
SATIS? coefficient
(RHO)
p-value ,902 ,288 ,154 913 ,814 ,544 ,799 ,635

1Quality of life assessment; 2Health satisfaction; 3Housing services, systems and policies; “Communication services, systems and policies;
STransportation services, systems and policies; SLegal services, systems and policies; 7Social security services, systems and policies;
8General social support services, systems and policies; *Health services, systems and policies; 19Education and training services, systems
and policies; 1'Labor and employment services, systems and policies.

DISCUSSION

In the present study, it can be observed that 87.5% of the sample was composed of
women, all of whom were mothers of children with ASD. Mothers of children with ASD actively
participate from the beginning of their diagnostic process, through the search for health care22.
As a result of this context, mothers usually withdraw from their social and professional lives,

putting their role as caregivers first and accepting this as a responsibility and obligation22. The
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phenomenon of mothers being overwhelmed by childcare is related to traditional culture,
adopting the role of primary caregiver, while other mothers identify with this role?23.

The factors of support and relationships with friends were significant for the QoL of
informal caregivers, given that the result indicates that support and relationships with friends
have a moderate positive influence on the assessment of QoL, and a very weak influence on the
satisfaction with the health of informal caregivers of children with ASD. It was also identified
that individual attitudes of friends, also contained in the environmental factors of the ICF, have
a moderate impact on the assessment of the QoL of the interviewees.

The moment of diagnosis is seen as complex, marked by despair, doubts, denial and
helplessness?4. In addition, with the diagnosis of ASD, factors such as social and professional
life, changes in routine and psychological aspects are affected by the overload?s. The support of
family members, institutions and friends is initially important to facilitate the family's
adaptation to the changes in light of the diagnosis?®.

One of the forms of support is the social support offered by family members and
friends26. From another perspective, support can be assessed based on domains such as
apparatus, communication and affective, with the latter, related to the act of empathy and
concern, being identified as the most essential in a study with family members of children with
ASD?7.

A case report demonstrated that friends, among other groups such as family, form the
support network of caregivers2>. The search for social support is related to a coping strategy for
family members when faced with difficulties that cause stress?4.

In another study, it was observed that the topic of friends was rarely addressed by
caregivers, but it has not yet been possible to determine whether family members do not seek
help or whether it is not available in their support network, although there are reports of family
members who have support from friends in the workplace?e.

Based on the results, it is noted that norms, practices and ideologies have a moderate
impact on health satisfaction. The set of norms that prescribe behaviors, actions and thoughts
can be defined as ideology?8.

Some characteristics of children with ASD related to interaction and communication
cause families to isolate themselves socially due to society's estrangement from the child's
individuality24. The term “spectrum” is justified by the wide variety of profiles, as can be seen
in the assessment based on levels of support, classifying autism as level I, requiring support;
level II, requiring substantial support and level III, requiring very substantial support2°. One

study showed that level Il presented more significant aggression, psychomotor agitation,
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concentration, anxiety and stereotyped movements, while these symptoms were milder at level
[30, Language is also important for the diagnosis of ASD, with reduced manifestation at higher
levels30.

According to the Brazilian Ministry of Health31, children and their families, after
diagnosis, are still subject to historically reported difficulties, such as exclusion from public
spaces and reduced access to services. Isolation can be an element of social representation,
which acts to justify social behaviors and practices32. In this sense, adopting an isolation stance

facilitates the attempt to justify the exclusion of people with ASD32,

CONCLUSION

It is concluded that informal caregivers of children with ASD who receive support from
friends (especially individual attitudes) obtained better scores in indexes related to QoL and
health satisfaction.

Regarding the assessment of health satisfaction impacted by social norms, practices and
ideologies, despite the significant values, few studies address the topic, especially in relation to
caregivers, which is a limitation of this research. Thus, it is necessary to highlight the need for
further research that relates the effect of social norms, practices and ideologies on the QoL of

caregivers, as well as their correlation with health satisfaction.

REFERENCES
1. World Health Organization. Autism: key facts [Internet]. Geneva: WHO; 2023 [cited in 20 June 2022]. Available

from: https://www.who.int/news-room/fact-sheets/detail/autism-spectrum-disorders

2. Monhol PP, Jastrow JMB, Soares YN, Cunha NCP, Pianissola MC, Ribeiro LZ, et al. Filhos com transtorno do
espectro autista: percepgdo e vivéncia das familias. ] Hum Growth Dev. [Internet]; 2021 [cited in 20 June 2022];
31(2):224-35. Available from http://pepsic.bvsalud.org/scielo.php?script=sci_arttext&pid=S0104-
12822021000200006&Ing=pt&nrm=isso

3. Sociedade Brasileira de Pediatria, Departamento Cientifico de Pediatria do Desenvolvimento e
Comportamento. Transtorno do espectro do autismo [Internet]. Rio de Janeiro: SBP; 2019 [cited in 26 June
2022]. (Manual de Orientagio, n. 5). Available from: https://www.sbp.com.br/fileadmin/user_upload/21775c-
MO_-_Transtorno_do_Espectro_do_Autismo.pdf

4. Souza AB, Meurer LM, Cymrot R. Avaliacdo do desempenho funcional em crian¢as com suspeita de transtorno
do espectro autista. Rev Neurociénc. [Internet]. 2021 [cited in 20 June 2022]; 29:1-14. Available from:
https://periodicos.unifesp.br/index.php/neurociencias/article /view/12183

5. Center for Disease Control and Prevention. Autism spectrum disorder (ASD) [Internet]. Atlanta: CDC; 2024
[cited in 20 June 2024]. Available from: https://www.cdc.gov/ncbddd/autism/facts.html

6. Miele FG, Amato CAH. Transtorno do espectro autista: qualidade de vida e estresse em cuidadores e/ou

familiares: revisdo de literatura. Cad Pds-Grad Disturb Desenvolv. [Internet]. 2016 [cited in 15 June 2022];

9de 12 Rev. Fam.,, Ciclos Vida Satide Contexto Soc. Apr/June 2024; 12(2):e7678


https://www.who.int/news-room/fact-sheets/detail/autism-spectrum-disorders
from%20http:/pepsic.bvsalud.org/scielo.php?script=sci_arttext&pid=S0104-12822021000200006&lng=pt&nrm=isso
from%20http:/pepsic.bvsalud.org/scielo.php?script=sci_arttext&pid=S0104-12822021000200006&lng=pt&nrm=isso
https://www.sbp.com.br/fileadmin/user_upload/21775c-MO_-_Transtorno_do_Espectro_do_Autismo.pdf
https://www.sbp.com.br/fileadmin/user_upload/21775c-MO_-_Transtorno_do_Espectro_do_Autismo.pdf
https://periodicos.unifesp.br/index.php/neurociencias/article/view/12183

REFACS (online) Original Article

16(2):89-102. Available from: http://pepsic.bvsalud.org/scielo.php?script=sci_arttext&pid=S1519-
03072016000200011&Ing=pt&nrm=iso

7. Marques AKMC, Landim FLP, Collares PM, Mesquita RB. Apoio social na experiéncia do familiar cuidador. Ciénc
Saude Colet. [Internet]. 2011 [cited in 15 June 2022]; 16(1):945-55. Available from:
https://doi.org/10.1590/S1413-81232011000700026

8. Oliveria AR, Gongalvez GR, Loffredo MCM, Grecco LH. Avaliacdo da sobrecarga dos cuidadores informais
através da Escala de Burden Interview atendidos durante o estdgio de fisioterapia em saude coletiva. Rev Aten
Satude [Internet]. 2018 [cited in 15 June 2022]; 16(58):75-83. Available from:
https://seer.uscs.edu.br/index.php/revista_ciencias_saude/article/view/5550. DOI:

https://doi.org/10.13037 /ras.vol16n58.5550

9. Misquiatti ARN, Brito MC, Ferreira FTS, Assumpcao Janior FB. Sobrecarga familiar e criangas com transtornos
do espectro do autismo: perspectiva dos cuidadores. Rev CEFAC [Internet]. 2015 [cited in 15 June 2022];
17(1):192-200. doi: https://doi.org/10.1590/1982-0216201520413

10. Mapelli LM, Barbieri MC, Castro GVDZ, Bonelli MA, Wernet M, Dupas G. Child with autistic spectrum disorder:
care from the family. Escola Anna Nery Rev Enf. [Internet]. 2018 [cited in 20 June 2022]; 22(4). DOI:
https://doi.org/10.1590/2177-9465- EAN-2018-0116

11. Nik Adib NA, Ibrahim MI, Ab Rahman A, Bakar RS, Yahaya NA, Hussin S, et al. Perceived stress among
caregivers of children with autism spectrum disorder: a state-wide study. Int ] Environ Res Public Health.
[Internet]. 2019 [cited in 14 June 2022]; 16(8):1468. DOI: https://doi.org/10.3390/ijerph16081468. Available
from: https://pubmed.ncbi.nlm.nih.gov/31027225/

12. Chaim MPM, Costa Neto SB, Pereira AF, Grossi FRS. Qualidade de vida de cuidadores de criangas com
transtorno do espectro autista: revisdo da literatura. Cad Pés-Grad Distirb Desenvolv. [Internet]. 2019 [cited in
17 Dec 2023]; 19(1):9-34. Available from http://pepsic.bvsalud.org/scielo.php?script=sci_arttext&pid=S1519-
03072019000100002&Ing=pt&nrm=iso

13. Moraes AVPM, Bialer MM, Lerner R. Clinica e pesquisa do autismo: olhar ético para o sofrimento da familia.
Psicol Estud. [Internet]. 2021 [cited in 27 May 2022]; 26:e48763. DOI:

https://doi.org/10.4025 /psicolestud.v26i0.48763

14. Lord C, Elsabbagh M, Baird G, Veenstra-Vanderweele ]J. Autism spectrum disorder. Lancet [Internet]. 2018
[cited in 27 May 2022]; 392(10146):508-20. DOI: https://doi.org/10.1016/S0140-6736(18)31129-2

15. Crowell JA, Keluskar ], Gorecki A. Parenting behavior and the development of children with autism spectrum
disorder. Compr Psychiatry. [Internet]. 2019 [cited in 20 June 2022]; 90:21-9. DOI:
https://doi.org/10.1016/j.comppsych.2018.11.007

16. Organizacién Mundial de la Salud. Promocién de la salud: glossdrio [Internet]. Ginebra: OMS; 1998 [cited in
20 June 2022]. Available from:
https://iris.who.int/bitstream/handle/10665/67246/WHO_HPR_HEP_98.1_spa.pdf

17. Organizacdo Panamericana da Sadde; Organizacdo Mundial da Satde. Classificagdo internacional de
funcionalidade, incapacidade e satide [Internet]. Sio Paulo: EDUSP; 2008 [cited in 20 June 2022]: 59-61.
Available from: https://iris.who.int/bitstream/handle/10665/42407 /9788531407840_por.pdf

18. Buchalla CM. A Classificagdo Internacional de Funcionalidade, Incapacidade e Satuide. Acta Fisiatr. [Internet].
2003 [cited in 01 Sep 2022]; 10(1):29-31. Available from:
https://www.revistas.usp.br/actafisiatrica/article/view/102426

10de 12 Rev. Fam., Ciclos Vida Satide Contexto Soc. Apr/June 2024; 12(2):e7678


http://pepsic.bvsalud.org/scielo.php?script=sci_arttext&pid=S1519-03072016000200011&lng=pt&nrm=iso
http://pepsic.bvsalud.org/scielo.php?script=sci_arttext&pid=S1519-03072016000200011&lng=pt&nrm=iso
https://doi.org/10.1590/S1413-81232011000700026
https://seer.uscs.edu.br/index.php/revista_ciencias_saude/article/view/5550
https://doi.org/10.13037/ras.vol16n58.5550
https://doi.org/10.1590/1982-0216201520413
https://doi.org/10.1590/2177-9465-%20EAN-2018-0116
https://doi.org/10.3390/ijerph16081468
https://pubmed.ncbi.nlm.nih.gov/31027225/
http://pepsic.bvsalud.org/scielo.php?script=sci_arttext&pid=S1519-03072019000100002&lng=pt&nrm=iso
http://pepsic.bvsalud.org/scielo.php?script=sci_arttext&pid=S1519-03072019000100002&lng=pt&nrm=iso
https://doi.org/10.4025/psicolestud.v26i0.48763
https://doi.org/10.1016/S0140-6736(18)31129-2
https://doi.org/10.1016/j.comppsych.2018.11.007
https://iris.who.int/bitstream/handle/10665/67246/WHO_HPR_HEP_98.1_spa.pdf
https://iris.who.int/bitstream/handle/10665/42407/9788531407840_por.pdf
https://www.revistas.usp.br/actafisiatrica/article/view/102426

REFACS (online) Original Article

19. Pereira A, Riesgo RS, Wagner MB. Autismo infantil: tradugdo e validagdo da Childhood Autism Rating Scale
para uso no Brasil. ] Pediatr. (Rio J) [Internet]. 2008 [cited in 18 Dec 2023]; 84(6):487-94. DOI:
https://doi.org/10.1590/S0021-75572008000700004

20. Fleck MP, Louzada S, Xavier M, Chachamovich E, Vieira G, Santos L, et al. Aplicagdo da versdo em portugués do
instrumento abreviado de avaliacdo da qualidade de vida "WHOQOL-bref". Rev Sauide Publica [Internet]. 2000
[cited in 18 Dec 2023]; 34(2):178-83. DOI: https://doi.org/10.1590/S0034-89102000000200012

21. Fleck MP, Leal OF, Louzada S, Xavier M, Chachamovich E, Vieira G, et al. Desenvolvimento da versdo em
portugués do instrumento de avaliagido de qualidade de vida da OMS (WHOQOL-100). Braz ] Psychiatry
[Internet]. 1999 [cited in 17 July 2024];21(1):19-28. DOI: https://doi.org/10.1590/S1516-44461999000100006
22. Pinto AS, Constantinidis TC. Revisdo integrativa sobre a vivéncia de maes de criancas com transtorno de
espectro autista. Rev Psicol Satude [Internet]. 2020 [cited in 17 Dec 2023]; 12(2): 89-103. Available from:
http://pepsic.bvsalud.org/scielo.php?script=sci_arttext&pid=S2177-093X2020000200007&Ing=pt. DOI:
http://dx.doi.org/10.20435/pssa.v0i0.799

23. Vilanova JRS, Carneiro CT, Rocha KNS, Brito MA, Rocha RC, Costa AC, et al. Burden of mothers of children
diagnosed with autism spectrum disorder: mixed method study. Rev Gatich Enferm. [Internet]. 2022 [cited in 17
Dec 2023]; 43:e20210077. DOI: https://doi.org/10.1590/1983-1447.2022.20210077.en

24. Machado MS, Londero AD, Pereira CRR. Tornar-se familia de uma crianca com transtorno do espectro autista.
Contextos Clinic. [Internet]. 2018 [cited in 04 Dec 2023]; 11(3):335-50. Available from:
http://pepsic.bvsalud.org/scielo.php?script=sci_arttext&pid=S1983-34822018000300006

25. Pereira RM, Freitas CAS, Silva MAAM, Mazza AV, Moreira ACA, Queiroz DSR. Vivéncia de uma familia com
autismo: estudo de caso a partir de ferramentas de abordagem familiar. Essentia [Internet]. 2020 [cited in 04 Dec
2023]; 21(2):39-46. Available from: https://essentia.uvanet.br/index.php/ESSENTIA/article/view/274

26. Leoni PH, Jabali MB, Rodrigues AA. Adaptacdo familiar ao diagnéstico de Transtorno do Espectro Autista: uma
compreensdo da vivéncia de familias. RISE. [Internet]. 2020 [cited in 04 Dec 2023]; 1(2):22-40. Available from:
https://periodicos.baraodemaua.br/index.php/cse/article/view/120

27.Dornela TT, Mattos ]G, Castro GG, Tinoco VC, Peres TS. Redes sociais de apoio para familias de pessoas
autistas. Braz ] Dev. [Internet]. 2022 [cited in 04 Dec 2023]; 8(4):28215-225. Available from:
https://ojs.brazilianjournals.com.br/ojs/index.php/BR]D/article/view /46743

28. Chaui MS. Ideologia e educacdo. Educ Pesqui. [Internet]. 2016 [cited in 04 dez 2023]; 42(1):245-57. Available
from: https://www.scielo.br/j/ep/a/Hkd5kq8TC4k7bgfGBY7PNds/?format=pdf&lang=pt

29. Filgueira LMA, Brilhante AVM, S4 AR, Colares MSFE. Desenvolvimento de estratégia de pesquisa participativa
envolvendo pessoas autistas com diferentes niveis de suporte. Ciénc Saude Colet. [Internet]. 2023 [cited in 17 Dec
2023]; 28(5):1501-12. DOI: https://doi.org/10.1590/1413-81232023285.15282022

30. Vieira ECC. Caracterizacao clinica e sociodemografica de crian¢as com Transtorno do Espectro Autista:
relagdes entre sintomatologia e niveis de suporte. [monografia]. [Internet]. Jodo Pessoa: Universidade Federal da
Paraiba; 2022 [cited in 17 Dec 2023]. Available from:
https://repositorio.ufpb.br/jspui/handle/123456789/25862

31. Ministério da Saude (Brasil). Linha de cuidado para a atengdo as pessoas com transtornos do espectro do
autismo e suas familias na rede de atencéo psicossocial do Sistema Unico de Satide [Internet]. Brasilia, DF:
Ministério da Satde; 2015 [cited in 04 Dec 2023]. Available from:

https://bvsms.saude.gov.br/bvs/publicacoes/linha_cuidado_atencao_pessoas_transtorno.pdf

11de12 Rev. Fam., Ciclos Vida Satide Contexto Soc. Apr/June 2024; 12(2):e7678


https://doi.org/10.1590/S0021-75572008000700004
https://doi.org/10.1590/S0034-89102000000200012
https://doi.org/10.1590/S1516-44461999000100006
http://pepsic.bvsalud.org/scielo.php?script=sci_arttext&pid=S2177-093X2020000200007&lng=pt
http://dx.doi.org/10.20435/pssa.v0i0.799
https://doi.org/10.1590/1983-1447.2022.20210077.en
http://pepsic.bvsalud.org/scielo.php?script=sci_arttext&pid=S1983-34822018000300006
https://essentia.uvanet.br/index.php/ESSENTIA/article/view/274
https://periodicos.baraodemaua.br/index.php/cse/article/view/120
https://ojs.brazilianjournals.com.br/ojs/index.php/BRJD/article/view/46743
https://www.scielo.br/j/ep/a/Hkd5kq8TC4k7bgfGBY7PNds/?format=pdf&lang=pt
https://doi.org/10.1590/1413-81232023285.15282022
https://repositorio.ufpb.br/jspui/handle/123456789/25862
https://bvsms.saude.gov.br/bvs/publicacoes/linha_cuidado_atencao_pessoas_transtorno.pdf

REFACS (online) Original Article
32. Dias CCV, Maciel SC, Silva JVC, Menezes TSB. Representacdes sociais sobre o autismo elaboradas por
estudantes universitarios. Psico-USF [Internet]. 2021 [cited in 19 Dec 2023]; 26(4):631-43. DOI:
https://doi.org/10.1590/1413-82712021260403

Associated Publisher: Rafael Gomes Ditterich

Conflict of Interests: the authors declared there is no conflict of interests

Financing: none

CONTRIBUTIONS

Concept - Silva AVHS, Machado AH, Dias BAC, Silva DDO

Investigation - Silva AVHS, Campos ]S, Machado AH, Aratjo APM, Dias BAC, Silva DDO
Writing - first draft - Silva AVHS, Campos ]S, Silva DDO

Writing - revision and edition - Silva AVHS, Machado AH, Araudjo APM, Dias BAC, Silva DDO

How to cite this article (Vancouver)

Silva AVHS, Campos ]S, Machado AH, Araujo APM, Dias BAC, Silva DDO. Quality of life of
informal caregivers of children with Autism Spectrum Disorder. Rev Fam, Ciclos Vida Satude
Contexto Soc. [Internet]. 2024 [cited in insert day, month and year of access|; 12(2):e7678.
DOI: https://doi.org/10.18554 /refacs.v12i2.7678.

How to cite this article (ABNT)

SILVA, A. V. H. S.; CAMPOS, J. S.; MACHADO, A. H.; ARAUJO, A. P. M.; DIAS, B. A .C.; SILVA, D. D.
0. Quality of life of informal caregivers of children with Autism Spectrum Disorder. Revista
Familia, Ciclos Vida e Saude no Contexto Social, Uberaba, MG, v. 12, n. 2,e7678, 2024. DOI:
https://doi.org/10.18554 /refacs.v12i2.7678. Access in: insert day, month and year of access.

How to cite this article (APA)

Silva, A. V. H. S., Campos, ].S., MACHADO, A.H., ARAUJO, A.PM., DIAS, B.A.C., Silva, D. D. O.
(2024). Quality of life of informal caregivers of children with Autism Spectrum Disorder. Rev.
Fam.,, Ciclos Vida Saude Contexto Soc., 12(2), e7678. Retrieved in insert day, month and year
of access from https://doi.org/10.18554 /refacs.v12i2.7678.

OB

This is an open access article distributed under the terms of the Creative Commons License

12 de 12 Rev. Fam., Ciclos Vida Satide Contexto Soc. Apr/June 2024; 12(2):e7678



https://doi.org/10.1590/1413-82712021260403
https://creativecommons.org/licenses/by-nc/4.0/

