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ABSTRACT

Objective: This study analyzes subjective aspects associated with parents’ perception of 
the changes that have affected their lives since the birth of their child with autism spectrum 
disorder (ASD). Methods: A qualitative study, using a narrative approach. Semi-structured 
interviews were conducted with 7 fathers and 16 mothers of children with ASD enrolled in 
a special needs school in Salvador, Bahia, Brazil. The interviews were transcribed, analyti-
cal categories were defined, and data interpreted. Results: Five categories were identified: 
“Emotional and Health-Related Effects”, “Effects on Daily/Professional and Academic Life”, 
“Effects on Marital and/or Affective/Sexual Life”, “Effects on Social Life”, “Adaptation Strate-
gies”. The analysis showed that, despite the impacts suffered, social support, professional 
help can facilitate parents’ adjustment to life changes following the birth of a child with ASD. 
Conclusion: The physical and emotional demands of living with and parenting a child with 
ASD are enormous, include changes in social roles and in couples’ social and affective/sexual 
lives, highlighting the need for parents to receive support from healthcare professionals, par-
ticularly mental health professionals. Care strategies need to be implemented for parents, in 
addition to the healthcare provided to their children, in order to improve the comprehensive 
care given to the child with ASD. 

RESUMO

Objetivo: Este estudo buscou analisar os aspectos subjetivos associados à percepção dos 
pais sobre as mudanças ocorridas em suas vidas após o nascimento de seu filho com transtor-
no do espectro autista (TEA). Métodos: Estudo qualitativo, com abordagem metodológica 
de narrativa. Foram feitas entrevistas semiestruturadas com 7 pais e 16 mães de crianças com 
TEA em escola especial, Salvador-Bahia. As entrevistas foram transcritas, as categorias de aná-
lise, elaboradas e os dados, interpretados. Resultados: Foram identificadas cinco categorias: 
“impacto emocional e na saúde”, “impacto na vida diária/profissional e acadêmica”, “impacto 
na vida do casal e/ou afetiva/sexual”, “impacto na vida social” e “estratégias de adaptação”. A 
análise revelou que, apesar dos impactos sofridos, apoio social e ajuda profissional podem 
facilitar uma adaptação às mudanças na vida dos pais, a partir do nascimento do filho com 
TEA. Conclusão: Conviver e ser mãe ou pai de criança com TEA produz grande demanda 
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física e emocional, mudança de papéis sociais, da vida social e da vida do casal e/ou afetiva/
sexual, o que demonstra necessidade de atenção aos pais por profissionais de saúde, es-
pecialmente os da saúde mental. Estratégias de cuidado precisam ser implantadas para os 
genitores, paralelamente à assistência à saúde dos seus filhos, buscando melhorar a atenção 
integral à criança. 

Palavras-chave
Transtorno do espectro 
autista, pais, saúde mental.

INTRODUCTION

Autism spectrum disorder (ASD) is characterized by stereo-
typical behavior and restricted interests, impaired reciprocal 
social interaction and verbal and non-verbal communication 
skills1. Hyperactivity, aggressive behavior towards themselves 
or others, intellectual disability, sensory alterations and sleep 
disorders are common associated conditions, which in turn, 
may worsen the prognosis of ASD2. 

The biomedical definition of Autism Spectrum disorder 
does not include all social aspects of the condition; however, 
an understanding of the emotional suffering must take into 
consideration the senses that manifest in the body, in the 
emotions, in the family and in the social context in general3. 
Thus, in the autism field, it is important to pay attention to 
the impact on the parents since their child’s diagnosis and 
through the daily life with them. 

Due to the clinical manifestations of ASD, the presence 
of an individual with this condition in the family negatively 
affects family functioning and the emotional well-being and 
social activities of family members4. Raising a child with ASD 
can be a crushing experience for the parents, which can lead 
to decreased efficacy, increased stress and both mental and 
physical health issues4,5.

Having a child with autism can generate insecurity in 
the parents5 and emotional symptoms such as anxiety and 
depression6-8. Social support9 may help parents adapt to 
the reality of dealing with an autistic child. Since parents 
can adapt, this study sought to analyze subjective aspects 
associated with parents’ perception of the changes that 
have affected their lives since the birth of their child with 
autism spectrum disorder.

METHODS

This qualitative study used a narrative approach. Parents of 
children attending a special needs school for individuals with 
ASD in the city of Salvador, Bahia, Brazil were approached 
and invited to participate. This was a convenience sample, 
the size of which was established when data saturation was 
reached. Semi-structured interviews designed to collect data 
regarding the experiences of parenting a child with ASD and 
a field diary containing the investigator’s observations were 
analyzed. Interviews were recorded in the school grounds 
between July and November 2015 and accurately transcri-

bed to a computer without grammatical correction. Seven 
fathers and sixteen mothers participated. Six key questions 
comprised the interview script. This paper analyzes respon-
ses to the question: “How is your life and that of your family 
with your autistic child”?

The procedure used to code the narratives generated 
from the interviews sought to relate fragments from the 
narratives with key ideas referred to as categories, as 
proposed by Gibbs10. Value was given not only to the content 
of the narratives that referred to the interviewer’s questions 
but also to information related to the general idea of the 
changes that had occurred in parents’ lives after the birth of 
their autistic children11. Following systematic reading of all 
the interviews, the categories were created, and the content 
of the narratives was grouped together, as appropriate, into 
these categories. The fragments from the narratives were 
marked in each interview and correlated with the categories. 
Fragments were identified as M or F (mother or father) 
plus a number, e.g. M11, F5. In the analysis, the content of 
the narratives was correlated with participant observation 
data, as recorded in the field diary, and with the reference 
literature10,12. Finally, a flowchart summarizing the analysis 
was constructed (Figure 1).

The internal review board of the Bahia School of Medicine 
and Public Health’s approved the study protocol on July 13, 
2015 under reference 1.146.792, CAAE 44094515.9.0000.5544 
in accordance with the National Health Council’s Resolution 
466/1213. Participants were provided with information on 
the study and signed an informed consent form prior to 
enrollment.

RESULTS

The sample consisted of seven fathers and sixteen mothers, 
including three couples. The mean age of the fathers was 37 
years; all were married; 43% were university educated, while 
28% had some high school education; and 85% were em-
ployed, with a mean family income of 3.3 minimum salaries. 
The mothers’ mean age was 34 years; 50% were married and 
69% had at least high school education; 75% did not work 
and the mean family income was 2.1 minimum salaries. About 
children with ASD: twenty-three, nineteen boys and four girls, 
including three pairs of siblings. Mean age was 6.7 years.

From the analysis of the narrative fragments that indicated 
how the birth of their autistic child had affected the lives of 
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the parents and family, five categories were identified: 1) 
“Emotional and Health-Related Effects”; 2) “Effects on Daily/
Professional and Academic Life”; 3) “Effects on Marital and/
or Affective/Sexual Life”; 4) “Effects on Social Life”; and 5) 
“Adaptation Strategies” (presented together with the other 
categories).

Emotional and health-related effects

M8, who has a 4-year old son, reported that when she lear-
ned that her son had ASD, she “couldn’t breathe despite all 
the air in the world”. “I just cried and cried, and couldn’t see 
beyond the horizon. I imagined that he would be unable to 
do anything. It was as if he had died”. This statement indeed 
shows that this was the moment when the mother began 
the experience of grieving for the ideal child, the healthy 
child.

The narratives revealed sadness to the point of 
depression, with suicidal and homicidal ideation. Most 
parents, particularly the mothers, reported emotional and 
physical overload resulting from having to care for their 
autistic child, in addition to stress factors, with consequently 
insufficient time for self-care in general and health-related 
care in particular. Feelings of helplessness and of needing 
help were mentioned often, mainly by the mothers but also 
by a father, who was his child’s principal caregiver. Some 
mothers reported anguish because their child was not 
accepted within the family. 

As an adaptation strategy, time, for some, lessened 
their suffering. Their partner’s support, the presence of the 
partner in the home, and psychiatric and psychological 
support helped diminish pain and depression. Information 
and acceptance helped some parents adapt by learning to 
live with the problem. 

“My wife was depressed, [...], the psychologist told her 
to see a psychiatrist. She cried a lot, […]. To me, it was a 
disappointment, sadness, […], one is already bad enough, 
imagine two. […] The worst is the emotional, it’s not only 
about treating the child, you have to treat the parents so 
they learn how to deal with this difficulty”. F3 (4-year-old 
daughter with autism and 2-year-old son with autism).

“I am overwhelmed, I wake up tired, with a headache, 
high blood pressure, […]. I saw a psychiatrist and she told 
me to get psychotherapy, a lot of tension, the medication 
is not enough, we need to talk, […]”. F7 (main caretaker of 
10-year-old son with autism).

“We’re edgy; he is hyperactive; he climbs up there; he 
comes over here; he falls; he gets stressed; it’s very difficult. 
[…]. I don’t think I’m normal anymore; I forget things; his Dad 
does too […]; it’s like we’re going to explode at any moment. 
There’s no time when we can just vent, […]. When he is 
asleep, I just pass out, […]”. M11 (6-year old son with autism). 

“All I could think about was killing myself and killing her; I 
blamed her; I put my life on hold; I had no social life; I couldn’t 

work; I had to move to another town; I was upset […]. The key 
is admitting the problem; if I had kept on denying it, I would 
be on medication to this day”. M14 (8-year old daughter with 
autism).

Effects on daily/professional and academic life

Most of the mothers are the principal caregivers. They gene-
rally spend almost all their time taking care of their children, 
with no time for any other activities. Since they did not have 
anyone else to help with this care or did not trust anyone 
else to help, the mothers’ daily routine, professional life and 
academic plans were greatly affected. Most stopped working 
and/or studying, sometimes completely changing their lives. 

In an attempt to adapt, the minority of mothers who 
continued working needed to alter their working hours. 
The fathers, when present in the home and participating in 
their child’s care, did so by adapting their work schedule to 
support the mothers, allowing them to participate in other 
activities and/or rest. Some mothers used strategies such as 
returning to previous projects and leisure activities.

“It’s his mother who takes care of him; she doesn’t work 
[…]. Previously, she took care of everything; then I changed 
my working hours. She gave up college, left her job […]; I 
take him for therapy so that she can do her things; I think she 
was exhausted”. F5 (7-year old son with autism).

“Caring for three exhausts me; I’m very tired […]. When 
they go to sleep, I sweep the floor, wash the dishes; when 
they are awake I can’t touch the stove. If there is anything 
cooking, they have no idea; they touch it; it’s dangerous 
[…]. I sleep at midnight and wake up at 5 am. I make their 
food; wash the dishes; I do the rest when they give me time 
[…]”. M5 (6-year old triplets, one girl and two boys with 
autism).

“I work at the Mayor’s office, […], they are flexible with 
my schedule, so I can work and take him to treatment. […] 
His dad made an agreement at work so he can help […], on 
the days that I work, he works from 4 to 10 pm”. M12 (7-year-
old son with autism).

Effects on marital and/or affective/sexual life 

Having an autistic child changes a couple’s relationship. 
Many participants reported that the child’s presence hampe-
red or sometimes completely obliterated marital life. Althou-
gh they managed moments alone together, the couple’s 
space was reduced. For some, having an autistic child con-
tributed to a marital crisis or separation. Some gave up on 
having another child for fear of it having the same problem. 
Unmarried mothers reported difficulty dating because of 
their child’s problem.

“I separated from my husband; I was living for my child; 
I forgot my husband […]. After separating from him, I have 
only dated one person, but he didn’t understand my son 
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[…]. I don’t want another child. I am scared it would be the 
same or even worse […]”. M2 (8-year old son with autism).

“After the diagnosis of autism, we devoted all our time 
to him, to his treatment. Then a crisis developed in our 
marriage”. M16 (5-year old son with autism).

Effects on social life 

All the narratives suggested that being the mother of an 
autistic child changes and sometimes destroys their social 
life. Mothers seldom go out without their children since they 
have no one to care for them. Some mothers reported that 
since their families did not accept their autistic child. Other 
mothers described their embarrassment and anguish at 
society’s discrimination of their child. 

As an adaptation strategy, when they go out with their 
autistic children, most avoid certain places. They may stop 
going to relatives’ homes, often seeking social isolation 
in view of the exclusion resulting from their children’s 
maladapted behavior. Some mothers, however, mentioned 
social support as an important source of support, generally 
provided by friends from their church, by old friends or by 
their own mothers.

“I seldom take him to relatives’ homes. He touches 
everything. They keep telling him not to touch; leave that 
alone […]. Outside it’s the same. If he shouts in the street, 
everyone looks […]. It’s so embarrassing. On the bus, he 
went to grab a young man’s hat. The man got up. That day, I 
cried. The bus was full, but nobody sat beside us. It was as if 
he was rotten”. M1 (10-year old son with autism). 

“I don’t go out anymore, I know their behavior is not 
normal. […] In my Family, there is a distance towards my 
children, I also distance myself”. M6 (4-year-old daughter 
with autism and 2-year-old son with autism).

“Thanks to Jehovah, I have friends. Let me tell you, I have 
friends I’ll never be able to repay, […]. These friends of mine 
are brethren in my faith; they give me everything they are 
able to. So I had a lot of support and still continue to count 
on it today […]. I think that was the only thing that kept me 
sane. I only didn’t go mad because I have true friends”. M5 
(six-year old triplets, one girl and two boys, both autistic).

“[…] My mother stays with him, but she comes to my 
house. I don’t let him go to anyone else’s house”. M13 (11-
year old autistic son).

DISCUSSION

Based on the findings of the present study, the flowchart in 
Figure 1 shows the impact of having an autistic child on pa-
rents’ lives. Following the birth of an autistic child, parents 
experience a period of mourning for the ideal child, as well 
as a physical and emotional overload, a loss of roles and 
social life, and damage to the couple’s relationship and/or 
affective/sexual life. Sadness and depression develop, toge-
ther with possible suicidal and homicidal thoughts. When 
social support and professional help are available in addition 
to strategies such as seeking information, altering working 
hours, changing leisure activities, returning to old projects, 

Figure 1. Flowchart depicting the impact of an autistic child on parents’ lives.
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learning how to deal with the child, sharing care between 
parents, or even isolating themselves as a protective mea-
sure against discrimination, adaptation occurs gradually, 
lessening or obliterating sadness and/or depression. If social 
support and professional help are not available or are insu-
fficient, if self-care is neglected and adaptation strategies are 
not implemented, the couple may separate, and sadness 
and depression may persist, constituting yet another health 
problem in the family.

In line with the findings of the present study, Favero-
Nunes and Santos4 also noted the parents’ need to grieve 
for the “perfect” child when learning of their child’s diagnosis 
of ASD. When the idealized child becomes a child with 
autism, the dreams and expectations that the parents 
project in relation to the child crumble14. This is understood 
as representing the first frustration experienced in the realm 
of parenting a child with ASD. 

The narratives of parents of autistic children, particularly 
those of the mothers, reveal sadness and depression, together 
with suicidal and homicidal ideation. A high prevalence of 
stress, anxiety and depression in parents of autistic children 
has been previously reported9,15.

Most of the parents, particularly the mothers, reported an 
emotional and physical overload that hampered their ability to 
look after themselves in general and their health in particular. 
Favero-Nunes and Santos4 emphasized that as well as the 
mother’s emotional overload resulting from having to care 
for an autistic child, there is the added burden of household 
chores to be taken care of. A systematic review reported 
that parenting an autistic child requires restructuring family 
arrangements, often generating emotional and physical 
overloads in family members, particularly mothers16. Carlsson 
et al.17 detected stress-related illnesses in some parents. 
Compared to parents of children with typical development, 
parents of children with ASD report poorer subjective well-
being and increased physiological stress18, with studies in 
this field showing that this is greater in the mothers than in 
the fathers19.

In her narrative, M11 revealed stress and an intolerable 
burden due to her child’s hyperactivity, a common 
comorbidity of ASD20 that accounts for a poorer prognosis2. A 
study conducted with the same base population suggested 
that mothers of children with milder symptoms tend to 
emphasize their child’s positive characteristics and to have 
more hope for their child’s future compared to the mothers 
of children with more severe symptoms21. Therefore, it 
is reasonable to suppose that children with more severe 
symptoms are a greater physical burden on their parents, 
rendering them less hopeful about the future.

In agreement with Blanche et al.22, most mothers in this 
study were their autistic child’s principal caregivers. They 
spent almost all their time caring for their children, adapting 
their daily, professional and academic lives. Other studies14,21-23 

have reported that the mothers of autistic children needed 
to change their lives to cope with their child’s demands, 
preventing them from having time for anything else such 
as professional activities, and obliging those who were in 
paid employment to give up their jobs4. Marques and Dixe24 
stressed that parents need more time for themselves in their 
routine; moreover, they require someone to take care of their 
children to give them a few days of respite. As shown in the 
present study, other studies9,14,25 have also referred to the 
importance of social support networks in helping families 
overcome the challenges imposed by autism. 

In this study, some fathers adapted their work schedule to 
allow them to help. The presence of the father can produce a 
better balance in the household, reverberating positively on 
the dynamics of the family and consequently on the child. A 
study conducted with the same base population identified 
support from the fathers as being an important buffer against 
symptoms of depression and anxiety in the mothers of autistic 
children with more severe behavioral symptoms9. Nevertheless, 
Favero-Nunes and Santos4 reported that most of the mothers 
complained that they were unable to count on their husband 
to help with routine tasks and the care of their child.

This study showed that having an autistic child is 
detrimental to the couple’s relationship, in certain situations 
contributing to a marital crisis or separation. Serra23 also 
described a decrease in sexual desire among couples and 
the difficulty involved in securing moments of privacy, with 
72% of participants having separated from their spouses 
following a diagnosis of ASD. Favero-Nunes and Santos4 
reported tensions and conjugal conflicts resulting from 
the variety of functions that had to be performed when 
parenting an autistic child.

Mothers, in particular, reported that their social life had 
deteriorated because of their autistic child. They avoided 
going out with their children because of social discrimination 
and embarrassment. Consequently, they tended to isolate 
themselves. Smeha and Cesar14 reported changes in mothers’ 
social and affective relationships as a consequence of having 
to care for their autistic child. Other studies26,27 have also 
reported discrimination and embarrassment in public places, 
resulting in restrictions to families’ social lives and isolation 
when a member of the family has ASD22,28. Therefore, the 
discomfort of having their children’s behavior judged by 
others led parents to break off certain social relationships29.

The fact that this study was conducted in only one site 
made it difficult for different/contradictory experiences to 
come to light, and it is considered a limitation. Future studies 
should include more varied samples insofar as experiences 
are concerned. Studies should include more than one 
institution and samples should include participants from 
different social classes to allow for a greater variety in the 
data collected.
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CONCLUSIONS

The condition of parenting an autistic child constitutes a pro-
blem that merits greater attention from healthcare profes-
sionals, particularly those working with mental health. Care 
strategies need to be implemented with the parents in addi-
tion to their child’s healthcare to enable children with ASD 
and their families to be managed more effectively. 

The results of the present study should be useful for 
healthcare professionals who care for children with ASD, 
keeping the parents’ need for care in mind and also taking 
into consideration the important contribution to be made 
by providing social and professional support to help deal 
with demands. 
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