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SUMMARY

Introduction: This systematic review synthesizes
the available scientific evidence on the impact on
the mental health and family dynamics of caregivers
of people with autism spectrum disorders (ASD).
Materials and methods: It was relevant to include
one applied research study and 21 articles that met
the inclusion criteria, with a sample of 724 primary
caregivers and 143 families distributed across 16
countries on four continents: Latin America, Europe,
Asia,and Africa. The information was organized using
amethodological matrix that considered the following
details: authors, year of publication, keywords, name
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of the journal or repository, geographical location of
the study, methodology employed, sample, and results
of each study. Results: The findings show that families
and caregivers of people with a diagnosis of ASD
suffer changes at a personal level, in family and social
dynamics, andthat they may experience psychological
distress as evidenced by clinically significant mental
health symptoms, especially feelings of sadness,
anxiety, frustration, and confusion. Conclusion: The
mental health of families and caregivers of people
with ASD is affected depending on its level and the
additional presence of other disabilities. In 90 % of
cases, mothers are the ones who assume the role of main
caregivers, having to face psychological discomfort.

Keywords: Mental health, families, caregivers, autism
spectrum disorder (ASD).

RESUMEN

Introduccion: En la presente revision sistemdtica se
sintetiza la evidencia cientifica disponible sobre el
impacto en la salud mental y la dindmica familiar de
cuidadores de personas con Trastornos del Espectro
Autista (TEA). Materiales y métodos: Fue pertinente
incluir 1 investigacion aplicada, y 21 articulos que
cumplieron con los criterios de inclusion, con una
muestrade 724 cuidadores principales,y 143 familias,
distribuidos en 16 paises de 4 continentes: América
Latina, Europa, Asia y Africa. La informacion fue
organizada por medio de una matriz metodologica
teniendo en cuenta la siguiente informacion: Autores,
Afio de publicacion, palabras clave, nombre de la
revista o repositorio,ubicacion geogrdficadel estudio,
metodologia implementada, muestra y resultados de
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cada estudio. Resultados: Los hallazgos demuestran
que las familias y los cuidadores de personas con
diagnostico de TEA, sufren modificaciones a nivel
personal, en la dindmica familiar y social, llegando
a presentar malestar psicologico evidenciado en
sintomas clinicamente significativos a nivel de salud
mental, especialmente: sentimientos de tristeza,
ansiedad, frustracion y confusion. Conclusion: La
salud mental de las familias y cuidadores de personas
con TEA se ve afectada dependiendo del nivel de este
v la presencia adicional de otras discapacidades.
En un 90 %, las madres son quienes asumen el rol
de cuidadoras principales, teniendo que enfrentar
malestar psicologico significativo.

Palabras clave: Salud mental, familias, cuidadores,
autismo, (TEA).

INTRODUCTION

The terminology of autism has its Greek
origin, avtog (auto), which refers to oneself;
on the other hand, wopudg (ismés) means ‘to
submerge in oneself’ or ‘to introvert’, indicating
an intentionality of withdrawing from the outside
world (1). Consequently, the General Assembly
ofthe United Nations (UN) since 2007 established
the 2" of April as the World Autism Awareness
Day, intending to make the population aware of
this condition, generating a change of attitude
for the acceptance of these people and thus
defending their participation rights, transforming
imaginaries into a social inclusion (2).

The American Psychiatric Association (APA),
using the consultation guide of the diagnostic
criteria of the Diagnostic and Statistical
Manual of Mental Disorders, Fifth Edition
(DSM5) (3), denominates autism within the
classification of neurodevelopmental disorders
and conceptualizes it as a constant deficit in the
areas of socialization,communication, and social
interaction. The impairments are perceived
according to their severity, as described in the
levels of communication and behaviors below.
At level 1, people with this diagnosis require
support in communication because they find
it difficult to take the initiative to engage in
conversations and may be perceived by others
as a person with little social interest and atypical
in the reciprocity of conversations, they also
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present repetitive or stereotypical and routine
behaviors with inflexibility in one or more
environments. People diagnosed at level 2
require significant support in understanding
verbal and non-verbal communication, exhibit
inflexibility in adapting to changing routines,
and have limited attention spans. Finally, those
in level 3 require permanent accompaniment
due to the complexity of their needs, which are
often basic. From an oral perspective, there is no
interestin communicative exchange,and they are
perceived as asocial individuals with restricted
and repetitive behaviors (4).

This type of disorder is part of the so-
called neurodevelopmental disorders, as its
basis is neurobiological; it is often linked to
alterations or dysfunctions at the sensory level
and other neurodevelopmental characteristics.
It is also usually expressed in conjunction
with neuropsychiatric disorders, epilepsy, and
sleep disorders. Currently, it can be said that
its prevalence is 1 in 36 people, with a male
predominance. The ratio between the sexes
is 3.8 to 1 (5). Hervas ratifies the above when
mentioning in his study thatforevery 3 boys, there
is 1 girl with autism; however, when doing clinical
studies, this alteration of neurodevelopment can
be identified with a higher proportion regarding
prevalence, always predominating in boys (6).

Among the aspects presented by Hervas
is that during the first ages of life, more than
50 % of the cases registered are linked to
neurodevelopmental alterations. This author,
from an evolutionary approach, maintains that
people with the diagnosis present hyperactivity,
inattention, and impulsivity; on the other hand,
1/3 of patients present significant affections about
language development, and approximately 1/3
present intellectual disability (6). The National
Institute on Deafness and Other Communication
Disorders (7) states that these manifestations
become importantsigns for the detection of autism
spectrum disorder, appearing frequently between
12 and 18 months of age, and manifestations
have even been found much earlier. Although
there is no cure, there are currently a variety of
treatments from different disciplines, an aspect
that focuses on improving the quality of life of
the diagnosed person and their family, which is
important considering that for some authors (6),
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the ages of adolescence and adulthood can become
milestones for cognitive and communicative
skills. Still, disorders can also be expressed at
the emotional level, which is associated with
suicidal ideation and behavior, as well as other
problems that compromise mental health.

For its part, the family, as a biopsychosocial
unit, is fundamental for the education, training,
and socio-emotional development of each
member, fostering the creation of fraternal and
paternal bonds that enable them to be resilient
in the face of changes (8). The functioning of
family dynamics in the face of a diagnosis can
have negative impacts on the system, which is
why each member, depending on the life cycle
stage in which they find themselves, has certain
properties that characterize them and enable them
to fulfill their specific role. Siblings, for their
part, are considered sources of companionship,
a bridge for interpersonal relationships, security
and complicity.

From this perspective, the importance of
autism within the context of mental health is
not limited to the own manifestations of this
disorder, and much less to the variety of the
spectrum; families also assume great challenges
that can generate complications at a social and
emotional level, generating problems in mental
health, which motivated the purpose of the study
thatconsisted of analyzing the scientificevidence
available on the impact on mental health and
family dynamics of caregivers of people with
Autism Spectrum Disorders (ASD).

MATERIALS AND METHODS

The following stages were completed:
identification,selection,eligibility,and inclusion
of scientific literature using scientific information
systems such as Redalyc. The scientific
databases include PubMed, Scopus, Scielo,
Dialnet, Springer Nature Link, and Taylor &
Francis Online. The following descriptors
were considered for this search: ‘Well-being
and mental health of families with people with
ASD’, ‘Mental health of caregivers of people with
autism’, ‘Autism’, ‘Mental health and autism’,
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and ‘Family dynamics of caregivers of people
with ASD’.

Selection of the studies

The selected studies are published in scientific
journals. Regarding the inclusion criteria, they
are studies on the well-being and mental health
of families and/or carers of people with any
type of autism. It was pertinent to include one
applied research study and 21 articles that met
the criteria, which involved 724 main caregivers
and 143 families (comprising mothers, fathers,
and siblings) from 16 countries across four
continents: Latin America, Europe, Asia, and
Africa. For the organization and data analysis of
these documents, it was necessary to implement
a methodological matrix in Microsoft Excel.
Thisregister included the following information:
authors, year of publication, keywords, name of
the journal or repository, geographical location
of the study, methodology implemented, sample
selection,and the results of each study (Figure 1).

The Inclusion and exclusion criteria were
used to determine that the articles aligned with
the study’s objectives based on the titles and
details outlined in each abstract, including the
population, methodology, and findings.

RESULTS

Once the 21 studies had been selected, it
was observed that the predominant type of
research was of a cross-sectional, qualitative
nature, with the most commonly used design
being phenomenological, accompanied by
narrative approaches. In terms of data collection
techniques,interviewing is the most widely used.
Among the measurement instruments used were
the Parenting Stress Index-Short Form, the Beach
Center Family Quality of Life Survey, and the
Beck Depression Inventory-II. The continent of
greatestreference was America, specifically Latin
America, followed by Europe, Africa, and Asia.
Table 1 presents the selected studies, organized by
author and year,keywords, journal, geographical
location, methodology, sample selection, and
results for each study.

S301



MENTAL HEALTH AND FAMILY DYNAMICS

22 articles fulfilled the
selection criteria.

Identification

—
[ —

Database search; 1 applied research
titles, and details of
each abstract.

Eligibility

Studies chosen for full
reading (n=109)

Redalyc (29975), PubMed
(344), Sciencedirect (968),
Scielo (211), Dialnet (5707),
Springer nature (184),

Selected Studies

Taylor & Francis Online

Articles excluded
(n=87)

Total: 37.648

Selection

Excluded: 37.227

Figure 1. Flowchart of elements ot the selection process.

Challenges and Changes in Family Dynamics due
to the Diagnosis of ASD

Currently, there is a predominant focus on
the study of the different types of treatment for
autism and an important limitation in studies that
address the perceptions of families with people
diagnosed with ASD (9-10).

At the Latin American level, transnational
studies are found on the experiences of families
with autistic people (11); through an analysis
of 48 families from Chile, Argentina, Peru and
Guatemala, the changes that arise within the
family are revealed, when having to modify
their daily routine, and face the stigmas of other
family members and friends. These aspects end
up affecting the mental health of the primary
family environment of people with ASD, as
they experience feelings of sadness, frustration,
anxiety, and confusion.

Through the narratives of five families, the
transformation of the family dynamics associated
withlearning of the diagnosis of achild with ASD
in Colombia was revealed (12); upon learning of
the diagnosis, emotions such as sadness, worry,
fear, hopelessness, and mood swings come to
the surface. These emotional responses allowed
the search for changes in the quality of life
that would provide favorable responses for the
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Inclusion 22 studies

person with ASD and the entire family system,
oriented to redirect the family dynamics for the
benefit of mental health, promoting the socio-
affective aspects,assuming fraternal and parental
responsibilities with specific roles, prioritizing
effective communication, and understanding
the behavior of the person with ASD and its
manifestations to implement standards, rules
and discipline.

In Nicaragua, a study was conducted to
investigate the relationship between five siblings
of individuals with autism spectrum disorder
(ASD) (13). The results indicate that the
family bond between siblings enhances social,
communicative, expressive, and autonomous
skills, facilitating the modeling and imitation
of behaviors, which in turn promotes emotional
well-being. Older siblings perceive siblings with
adiagnosis of ASD aslimiting their ability tohave
acommon life. In comparison, younger siblings
or peers often perceive it as natural when relating
to one another. As for fathers and mothers, they
observe that children without a diagnosis play
a role with their siblings similar to that of their
parents, being protective, willing to serve, teach,
educate, and supply needs. Although the above
canbe perceived as something positive, thereality
is that when assuming this responsibility, there
are symptoms of stress and anxiety due to the
challenges and demands of the needs they assume.
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According to Lourenco et al., in Brazil, based
on the description and analysis of an interview
with seven sisters with siblings diagnosed
with ASD, they found that living together
becomes complex due to the emotional changes,
hyperactivity, and aggressiveness characteristic
of ASD. Although the participants describe the
family dynamics as a harmonious space, they
acknowledge the presence of changes in the
relationships,especially with the mothers, as they
become the primary caregivers, thereby limiting
their interaction with other family members.
Finally, the need for professional supportaimed at
all members of the family nucleus is highlighted,
as failure to do so increases the possibilities of
presenting psychological suffering (14).

Who takes on the role of caregiver for people
with ASD?

Although the family is the primary caregiver
for people with ASD, mothers are the main
caregivers (15,16). A sample of 250 carers
of people with ASD in different care centers
in Spain shows that women carry the greater
burden compared to men. Considering that
women devote more time to caregiving, they
reflect psychological discomfort, which ends
up negatively affecting their mental health (16).
On the same continent, specifically in the United
Kingdom, through a qualitative study with a
sample of eight pairs of parents and siblings of
people with ASD, it was demonstrated that there
is an effect on the well-being of the family when
being responsible for the care of the person with
ASD. At the same time, neurotypical siblings
assume and recognize their role as members of
the family (10), aspects that become predictors
of psychological distress.

It is observed that the majority of caregivers
of people with ASD are women, according
to a study conducted in Uruguay (17), where
parental distress characterized by dysfunctional
interaction between parents and children was
found. This stress is higher when the person
with autism presents severe disability and is less
complex when they present with mild or moderate
disability. Primary caregivers experience higher
levels of stress due to limitations in learning,
communicating, and relating to people with ASD
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because of their emotions, behaviors, thoughts,
and feelings.

The degree of dependency also plays an
importantrole when talking about the experiences
of families with autism, and especially of their
primary caregivers, where mothers usually
assume this role. Vazquez and Rosas (15),
through a quantitative, analytical, observational
and cross-sectional study using a convenience
sample of 219 main caregivers of people with
autism, register that 96 % of them are mothers
with a higher probability of suffering perceived
overload (PCOS) in relation to the degree of
independence of the person with ASD.

Mental health impact on families and caregivers
with ASD

Changes in family dynamics, difficulties
in different areas of life, and the perception
of the many changes that arise in response to
the care required by people with ASD can lead
to psychological distress, directly affecting
mental health. The World Health Organization
(WHO) (18) defines mental health as a mental
state of well-being in which the human being has
the opportunity to develop personally, socially,
and in the community, as well as economically.
It is not necessary to have a mental disorder or
diagnosed illness to experience low levels of
well-being; mental states related to distress also
have significant effects on the mental health of
families and caregivers of autistic people.

A systematic review carried out in Spain,
which examined 44 studies published between
2009 and 2023 to find out the impact on the
family of having amember with ASD (19),found
the constant presence of: breakdowns in family
functioning, weakening of relationships between
couples that ended up generating separation and/
orrole substitution. As for the children, they tend
to become confused and take on responsibilities
for which they are not prepared, according to
their individual life cycle. The mismanagement
of these situations and the lack of guidance and
education in the care of people with ASD allow
conflicts to emerge that end up affecting the
family and social environment. Psychological
distress always appears after physical and mental
exhaustion and social isolation, negatively
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affecting the mental health of family members
and especially of the main caregiver.

Considering this problem, a study on the
psychosocial impact of the diagnosis of autism
spectrum disorder (ASD) on primary caregivers
(20) delved into relating the variables associated
with the diagnosis. Finally, it evaluated the
following areas: socio-economic, socio-
psychological, family functioning, and mental
health status. The sample consisted of eight
male and female primary caregivers of parental
figures (father-mother; mother; grandparent) of
childrendiagnosed with ASD. The results showed
that the first person to be concerned about the
child’s changes was the mother, with 50 %. In
the results, the most severely affected area was
socio-psychological and family functioning. In
contrast, the socioeconomic and mental health
areas were found to be at moderate to high levels
of development.

The importance of investigating the mental
health of caregivers and families of people
with ASD has led to narrating the experiences
of parents. Montecino et al. (21) refer to the
complexity of adaptation due to a lack of
knowledge about the disorder and the areas
involved that affect its functionality. Anxiety
and emotional changes are feelings of fear that
destabilize parents. They are part of the factors
that influence the manifestation of irrational
ideas associated with prejudice, stereotypes,
stigmatization, bullying, and discrimination
that their children could receive. A lack of
training in techniques and strategies to regulate
behavioral changes and satisfy desires, needs, or
impulses can lead to frustration. In addition, they
encountered professionals with no experience in
dealing with the problem, which led to insecurity
in the health service and dissatisfaction in
rehabilitation, including the high costs of the
service. Finally, parents opted for self-training
and encouraged the extended family to acquire
knowledge to opt for the use of tools that favor
the development of the person with ASD in the
personal, family,educational,social,community,
communicative and behavioral areas, which
generated asignificantimpacton the assimilation,
acceptance and awareness of ASD.

In terms of parental well-being, this population
is characterized by being susceptible to suffering
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stress, where hopeless thoughts play an important
role in the sense of security and protection that
they provide to the person with ASD, in relation
to the availability of necessary resources at an
economic, personal, and professional level.
Among the clinically relevant manifestations
is emotional distress, leading to a feeling of
insecurity in handling the responsibility they
exercise as parents (22,23).

A recent study conducted in Istanbul,
focusing on the challenges of families with
people diagnosed with autism, found that
parents, especially, face serious mental health
problems in Turkey due to family disputes, social
discrimination, and economic issues. Among
the possible causes of the difficulties they face
is social exclusion, which, when combined
with criticism, leads to alienation from their
communities (24).

Studies carried outin Europe on coping, stress,
and quality of life of primary caregivers of people
with ASD show chronically high levels of parental
stress. Through an analysis of 50 caregivers of
people with ASD between the ages of 2 and 35,
it was possible to determine that parental stress
is statistically reflected in 82 % of cases, an
aspect that influences quality of life, especially
in psychological, social, and environmental
areas. These data allow us to determine that
the main caregivers are the most affected.
Among the factors that probably determine
these significant clinical manifestations is the
coping capacity implemented especially by the
main caregivers, with social support and positive
reappraisal being adaptive strategies, which end
up becoming protective factors for mental health,
while strategies such as emotional avoidance and
aggression become risk factors that negatively
impact quality of life, especially at a social,
environmental and psychological level. Finally,
it is determined that the life cycle of people with
ASD is not associated with these results (22).

Overload as apsychological state and therefore
an important aspect when addressing the mental
health of caregivers of people with autism,
according to a non-experimental quantitative
investigation composed of 40 family members,
resulted in a 92.5 % overload in primary
caregivers, where 82.5 % turn out to be female,
mostly housewives,therefore, mothers are usually
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the ones who assume the role of caring not only
for household chores but also for the person
diagnosed with ASD, statistics that associate
the greatest morbidity and mortality for the
caregiver (25).

From Colombia, Parada et al. (26), in 2021,
managed to conclude that parents of people
diagnosed with autism experience parental
stress due to the complex situations they must
face, changes in family dynamics, and social
interactions. The poor management of sadness,
anger, and frustration ends up significantly
affecting the mental health of this population.

Inthe African continent, particularly in Ghana,
through an exploratory study of a qualitative
nature and with a sample of 10 caregivers
(biological mothers), it is identified that they
face various challenges at a social, financial,
emotional and medical care level, all of this
in relation to their obligations to be able to
provide the necessary care for their children
with ASD. A new challenge mentioned in this
study is education and training. The result of
the interaction of these challenges becomes real
barriers to opportunities for social interaction and
ultimately becomes a risk factor for the quality
of life and mental health of families, caregivers,
and the person with autism (27). A second study
was conducted in the same geographical location,
using 20 caregivers as the sample. The results of
this study support the existence of psychological
stress, social isolation, and financial difficulties
thatimpactthe mental health of those who perform
the role of caregiver (28).

In astudy carried outin Cuba, it was found that
at the level of mental health, the dimensions of
quality of life that are mostdestabilized correspond
to physical and emotional symptoms. Physical
appearance is also affected by the caregivers of
people with ASD. The aforementioned factors
make it difficult for these individuals to achieve
the goals setin their life projects,compounded by
the lack of space to rest and social isolation (29).

In Chile, a comparative study of the reaction
that people exert when observing their brother
with ASD, (30) shows that they have greater
capacity only in cognitive empathy, specifically
in the fantasy subcategory thatis characterized by
having values of social cohesion and inclusion,
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so having a brother with ASD favors social
adaptation, allows the development of soft skills
and prosocial behaviors. On the contrary, in the
association of empathy and depression, siblings
presentdepressive traits due torisk factors in daily
life, challenges, and environments that generate
stress and anxiety.

DISCUSSION

Regarding mental health, the findings of
the present review agree that the mental health
of families and caregivers of people with a
diagnosis of the autism spectrum suffer changes
at a personal, family, and social level, leading to
psychological discomfortevidenced by clinically
significant symptoms.

Different studies carried out in several Latin
American countries (12,14,16,24) identified
negative effects on the mental health of families
and caregivers of people with ASD. Among the
significant symptoms are mood changes, which
lead them to experience feelings of sadness,
anxiety, frustration, and confusion. Although
there is diversity in the makeup of families,
studies show that mothers are mostly the main
caregivers (17-18).

Vazquez and Rosas (15), when analyzing a
convenience sample of 219 primary caregivers
of people with ASD, confirm once again that
mothers are usually 96 % of the ones who assume
these functions and that the perceived overload
is related to the degree of independence of the
person with ASD. The level of autism and
comorbidity with some type of disability increases
the level of complexity in care management. The
degrees of stress increase drastically when autism
presents severe disability and are less complex
when it is accompanied by mild or moderate
disability (7,31-34).

Siblings are also part of the family nucleus.
Therefore,they assume some type of responsibility
in caring for people with ASD. When assuming
these responsibilities, they also tend to present
stress and anxiety (12). In the worst case, parents
transfer this responsibility to their children
without considering the life cycle in which they
find themselves.
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In parallel, these results correlate with studies
carried out in Europe, Asia, and Africa (15,18-
22), where it was possible to verify, through the
analysis of neurotypical parents and siblings,
the effects of psychological discomfort due
to the overload produced by caring for people
diagnosed with ASD.

CONCLUSION

The mental health of the families and
caregivers of people diagnosed with ASD are
affected depending on the level of autism, and
the clinically significant symptoms increase when
they present with some disability depending
on their level of complexity. In 90 % of cases,
mothers typically assume the role of primary
caregiver,anditis observed how family dynamics
change after the diagnosis is learned.

Among the clinically significant symptoms
are psychological discomfort, anxiety, feelings
of sadness, and frustration, leading to isolation.
Social stigma also plays a significant role in
shaping the perception of the caregiver role and
satisfaction with the support received from those
around them.

The mental health effects of families and
caregivers must be further studied since the
studies are limited and often focus on people
diagnosed with autism,leaving aside the suffering
and discomfort experienced by families and
caregivers.
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