Trends in Psychiatry and Psychotherapy

ISSN: 2237-6089
I e I I S trends.denise@gmail.com
. - Associagdo de Psiquiatria do Rio Grande
in Psychiatry and Psychotherapy do sul

Brasil

Lazaro, Cristiane P.; Pondé, Milena P.
Narratives of mothers of children with autism spectrum disorders: focus on eating
behavior
Trends in Psychiatry and Psychotherapy, vol. 39, nim. 3, julio-septiembre, 2017, pp. 180-
187
Associagdo de Psiquiatria do Rio Grande do Sul
Porto Alegre, Brasil

Available in: http://www.redalyc.org/articulo.oa?id=311052753001

How to cite ' &h_ /!

Complete issue Scientific Information System

More information about this article Network of Scientific Journals from Latin America, the Caribbean, Spain and Portugal
Journal's homepage in redalyc.org Non-profit academic project, developed under the open access initiative


http://www.redalyc.org/revista.oa?id=3110
http://www.redalyc.org/revista.oa?id=3110
http://www.redalyc.org/articulo.oa?id=311052753001
http://www.redalyc.org/comocitar.oa?id=311052753001
http://www.redalyc.org/fasciculo.oa?id=3110&numero=52753
http://www.redalyc.org/articulo.oa?id=311052753001
http://www.redalyc.org/revista.oa?id=3110
http://www.redalyc.org

Trends

in Psychiatry and Psychotherapy

Original Article

Narratives of mothers of children with autism spectrum
disorders: focus on eating behavior

Narrativa de maes de criangas com transtorno do espectro do autismo: foco no
comportamento alimentar

Cristiane P. Lazaro, Milena P. Pondé*

Abstract

Objective: To investigate the eating behavior of individuals with
autism through their mothers’ narratives.

Methods: The study of narratives was used to report on the
narrators’ experiences. Data on the eating habits of individuals
with autism were collected using semi-structured interviews held
individually with the mothers. The interviews were recorded,
transcribed and codified using the NVivo software program.
Results: Eighteen mothers of boys/young men with autism
participated in the study. Analysis yielded three major categories:
eating patterns, the family’s attitudes to the child’s eating habits,
and food-related behavior.

Conclusion: Results show that autism-related factors may affect
the child’s food choices. Environmental factors, particularly the
parents’ behavior, may also play a decisive role, both in reinforcing
the child’s food choices and in encouraging a healthier and more
diversified diet. Professionals should instruct parents regarding
their decisive role in reinforcing or discouraging inappropriate
mealtime behavior in children with autism.

Keywords: Autism spectrum, behavior problems, parents’ style,
qualitative methods, eating and feeding disorders.

Resumo

Objetivo: Investigar o comportamento alimentar de individuos
com transtorno do espectro do autismo (TEA) através das
narrativas de suas maes.

Métodos: Os dados sobre os habitos alimentares dos individuos
com TEA foram coletados utilizando entrevistas semiestruturadas
realizadas individualmente com as mées. As entrevistas foram
gravadas, transcritas e codificadas usando o programa NVivo.
Resultados: Dezoito maes de meninos/jovens homens com
autismo participaram do estudo. A analise produziu trés
categorias principais: padrdes alimentares, a atitude da familia
em relagdo aos habitos alimentares da crianga e comportamentos
relacionados a alimentagéo.

Conclusao: Os resultados mostram que os fatores relacionados
ao autismo podem afetar as escolhas alimentares da crianga.
Os fatores ambientais, particularmente o comportamento dos
pais, também podem desempenhar um papel decisivo, tanto no
reforgo das escolhas alimentares da crianga quanto no incentivo
a uma dieta mais saudavel e diversificada. Os profissionais
devem instruir os pais sobre o seu papel decisivo no reforgo ou
desencorajamento do comportamento inapropriado nas refeigées
em criangas com TEA.

Descritores: Transtorno do espectro do autismo, problemas
de comportamento, estilo dos pais, métodos qualitativos,
transtornos alimentares.
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Introduction

Autism spectrum disorders (ASD) are characterized
by deficits in social communication and interaction,
as well as stereotyped behavior.! The disorder has a
heterogenous phenotype, in relation to both symptoms
and severity.? Several studies conducted from the point
of view of the healthcare professional/physician indicated
that individuals with ASD are resistant to change and
have a narrow range of interests that may affect even
the food they eat. Some authors have suggested that
children with autism tend to restrict their diet to an
extremely narrow range of foods, with associated food
neophobia and sensory problems.3 Furthermore, sensory
factors such as smell, texture, color and temperature
may contribute to this behavior.%¢ A literature review of
seven descriptive studies found the prevalence of eating
problems in children with ASD to range between 46
and 89% in the patients evaluated.” The most common
problems found in those studies were: limited food
intake; refusal to eat certain foods or selectivity related
to the texture, smell and taste of food; inflexibility
regarding the use of utensils, brands and packaging;
and behavioral and nutritional problems.” A later review
covering the preceding 25 years and including 12
intervention studies with designs and methods based
on food records, questionnaires, or interviews involving
parent reports confirmed selectivity as a significant
issue in ASD, emphasizing its association with sensory
dysfunctions.* A recent meta-analysis indicated that
children with ASD are four times more likely to have
eating problems compared to their peers with typical
development (odds ratio [OR] = 5.11; 95% confidence
interval [95%CI] 3.74-6.97).8 All the above-mentioned
studies dealt with eating problems in patients with ASD
from the perspective of the healthcare professional/
physician, with no information on the perceptions and
concerns of parents in relation to the eating habits of
individuals with ASD.

A study suggested that the parents’ perception of
their autistic children differs in various aspects from
the perception of the professionals who provide care
and/or evaluate those children.® In a qualitative study
conducted according to the established theory, Rogers
et al.!® asked mothers to describe the eating-related
challenges that they had had to deal with over time and
the strategies developed to solve them. Three patterns
of restriction were observed: 1) difficulty in feeding the
child right from his/her first moments of life, i.e., with
the initiation of breastfeeding or the introduction of
artificial baby formulae; 2) difficulty arising around the
12th to the 24th months of life, when the first signs of
the disorder began to appear; and 3) eating problems
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at birth that were resolved, but then, at around the 12th
to the 24th month, the child developed food-related
restrictions. Another problem the mothers noticed
was the child’s behavioral reaction, often unusual and
severe, with respect to his/her aversion to certain
foods, making it difficult to guarantee diet adequacy
in view of the numerous restrictions imposed by the
child.’® The mothers also mentioned the difficulty in
finding specialist professionals to help them with these
problems. Suarez et al.!! evaluated family expectations
and experiences at mealtimes based on interviews
with the parents of autistic children with severe food
selectivity. The parents reported that they considered
mealtimes chaotic and stressful. The main frustrations
reported were: the child’s inability to remain seated
at the table, the impossibility of eating as a family,
and the difficulties involved in diversifying the types
of food eaten by the child. These qualitative studies
provided important data on eating-related difficulties
over a lifetime as well as data on the aspects of the
child’s eating behavior that the parents considered
challenging.

In addition to the specificities of ASD that may
contribute to restrictive eating behavior, Curtin et al.*?
suggested that children with ASD who tend to be highly
selective in terms of what they will or will not eat present
more behavioral problems at mealtimes, consequently
generating greater conjugal stress for their parents.
The presence of severe behavioral symptoms in children
with ASD was shown to increase the likelihood of the
parents suffering from anxiety/depression symptoms
by a factor of 35.'3 Conversely, evidence suggests that
parental behavior may affect the prognosis of autism
from the child’s early years until adulthood.*#+® Within
this perspective, in order to improve understanding of
the eating behavior of the child with ASD, not only the
specificities of ASD must be taken into consideration,
but also the parents’ behavior in relation to the child’s
dietary restrictions. The present qualitative study
investigated the eating behavior of autistic individuals
through their mothers’ narratives, and also collected
information on the family’s eating behavior and how the
family deals with the child’s eating restrictions.

Methods

Recruitment

This study was conducted in March and April 2014 at
a teaching institute specialized in individuals with ASD.
At that school, each child receives individual care from
a teacher who is responsible for that child’s educational
program over a one-year period. While the children
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receive individualized care, the mothers wait on the
verandah, singly or in small groups. In this setting,
mothers were invited to participate in the present
study, were provided with information on the study
objectives and were later interviewed individually for
approximately 90 minutes.

Participants

A total of 18 mothers were included. The chosen
methodological approach was the study of narratives.
Interviews were conducted with the mothers, and
the experiences reported by these narrators were
analyzed.

Ethics

The study was approved by the institution’s
internal review board on March 12, 2014 (reference
no. 5551.381). All the participants signed an informed
consent form and the survey was conducted in
accordance with the Helsinki Declaration.

Data collection and analysis

In the narrative approach, meaning is sought
in past experiences, as well as in the articulation of
these experiences with others, revealing the narrators’
important life events and experiences.!” The number
of interviews was considered sufficient and the sample
size was considered satisfactory when data saturation
occurred.?” The semi-structured interviews consisted of
questions on the eating and behavioral habits of the
individuals with ASD right from the start of breastfeeding
until the present day, as well as questions on the family’s
eating habits. The mothers were also encouraged to
talk about any aspects that they considered relevant in
relation to their children’s diet, thus allowing different

topics to be brought up in addition to those raised by
the investigator. The interviews were transcribed and
entered into the NVivo software program, version 10.
Each interview was carefully read and the parts of the
narratives related to eating/nutrition were identified and
coded.'® These segments were linked to ideas, which
were denominated “categories.” For each new idea
identified, a new category was created on NVivo. As the
interviews were read, each segment related to a given
category was marked and sent to the corresponding
category created in the NVivo program.

Results

Eighteen mothers of boys and young men with ASD
aged 5 to 28 years participated in the study. The mean
age of the mothers was 42.2 years. Most were married,
with only two being single. Their socioeconomic
conditions varied, with incomes that ranged from
525 to 3,700 dollars/month (2-14 minimum salaries/
month). Analysis of the interviews led to the creation
of three major categories associated with the mothers’
descriptions of the mealtime behavior of their children
with ASD: child’s eating patterns; family’s attitudes
in relation to child’s eating habits; and food-related
behavior (Figure 1).

Child’s eating patterns

This first category reflects the mothers’ descriptions
with regard to their child’s eating habits and refers
to the specificities of the child’s eating behavior. The
following subcategories were found: 1) breastfeeding;
2) chewing; 3) changes in eating behavior; 4) food
preferences; and 5) food restrictions.

Feeding in autism spectrum disorder
. J
e N\ e ™ e ™
Child’s eating patterns Family’s attitudes Food-related behavior
. J . J .
4 \ 4 \ 4
1) Breastfeeding 1) Family’s dietary 1) Behavior-altering foods
2) Chewing preferences 2) Food used as a
3) Changes in eating 2) Mother’s attitude bargaining chip
behavior regarding new foods 3) Strategy used to get
4) Food preferences 3) Where meals are taken food
5) Food restrictions
. J . J .

Figure 1 - Food-related aspects in autism spectrum disorders.
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1) Breastfeeding describes how the mother
managed this task. Three patterns of breastfeeding
were identified:

a) Breastfeeding was interrupted early, generally

because the infant refused to breastfeed.

Right from the start, he rejected the breast and only
breastfed in the first week. Then I would put him to my
breast and he wouldn’t want it anymore and would cry and
scream with hunger... he tried to suck. It was as if he didn't
like it...he would try, then would let it go and start to cry.
(Mother of an 8-year-old boy)

b) Other mothers breastfed for periods ranging from
six months to two years, supplementing breast
milk with formula. The following reasons were
given for complementing breast milk with formula:
the amount of breast milk was insufficient; the
doctor recommended it because the baby cried a
lot; by four months the baby began to spit out the
breast milk and refused to take it.

c) There were also mothers who continued to
breastfeed until the child was 3-5 years of age,
even when the child was already consuming a
variety of other food items. These mothers did
not give any reasons for breastfeeding longer
than recommended.

2) Chewing refers to the child’s behavior in relation
to the introduction of semisolid and solid foods into his
diet from the start of weaning up to the present day.
Some children swallowed the food without chewing or
after chewing only perfunctorily.

I put two plates on the table. One is the plate that he holds,
with the fork in his hand, and the other is his plate of food,
and I put the food on his plate forkful by forkful and he
takes it forkful by forkful. It's the only way I have found to
control his eating! (Mother of a 9-year-old boy)

3) Changes in eating behavior with no triggering
factor. Subtly, the child would begin refusing food that
he had previously eaten.

Before that he loved watermelon, but now he won’t eat it
unless I make juice from it. (...) He'll take any fruit if it is
in the form of juice or a smoothie but he won't eat them.
(Mother of a 7-year-old boy)

4) Food preferences. The most commonly consumed
foods were rice, beans, potatoes, and blended soup or
soup containing instant pasta. Mothers also mentioned
a high consumption of various types of cookies, soft
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cheese-filled buns, processed meats or hamburger,
butter, soft drinks, pizza, popcorn, French fries, ice-
cream, chocolate, creamy yoghurt, sausages and bacon.
Some of the mothers mentioned that these preferences
had been established through siblings or cousins who
would consume these food items and offer them to the
child, or otherwise, through children at school. Other
mothers offered their children these foods as a way of
making the child happy.

5) Food restrictions refers to the food items that

were rejected by the child.

a) Sometypes of food were rejected by the children.
Many children refused seasoning such as chives,
parsley, tomatoes, peppers and coriander to be
added to food. Vegetables and legumes were
generally rejected. The majority of the children
rejected fish. In addition, the majority refused
to eat any kind of fruit or only specific kinds of
fruit. Other children refused food without any
juice or sauce such as barbecued meat.

b) Restrictions were found with respect to the
texture of the food. No pattern was found: some
children accepted food that was crunchy, dry,
wet, raw, cooked, hard, mashed, semi-solid or
soft, while others refused it.

c) Some children complained about how the food
smells; these children were also found to be
intolerant to other aromas.

Family’s attitudes in relation to child’s eating
habits

This second category reflects the family’s attitudes
in relation to the child’s eating habits, with the following
subcategories: 1) family’s dietary preferences; 2)
mother’s attitude regarding new foods; and 3) where
meals are eaten.

1) In all interviews, it was mentioned that the
family’s dietary preferences and habits closely
resembled those of the individuals with ASD. Some of
the mothers expressed an interest in healthy eating
habits, not only for the individual with ASD but also
for the whole family. These mothers did not report any
significant restrictions in their children’s dietary habits
at any time in their lives.

2) The mother’s attitude regarding new foods also
appears to influence the child’s eating habits. Some
mothers tended to accept the children’s refusal to eat
even before they tried the food. Other mothers tended
not to accept the children’s initial refusal to eat the food
and invented games to whet their curiosity about it.
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3) Another aspect that was emphasized in this
category was the importance given by the family to
where meals were eaten. Some families would put the
child outdoors at mealtimes or feed the child separately
from the other members of the family.

Food-related behavior

In relation to this third category, the mothers spoke
of attitudes and reactions associated with eating that
could affect the children’s specific eating pattern. The
following subcategories emerged: 1) behavior-altering
foods; 2) food used as a bargaining chip; 3) strategies
used to get food; 4) reaction to the foods that are
rejected; and 5) reaction to new kinds of foods.

1) Behavior-altering foods. Some kinds of food were
seen as behavior-altering. The reactions triggered by
eating certain food items were described, ranging from
behavior modifications to functional alterations in the
organism.

a) Behavioral alterations ranged from reactions such
as irritation, euphoria, agitation, aggravation
of stereotypes, difficulties sleeping and more
frequent crying episodes to more distant and
evasive behavior, emphasizing the child’s difficulty
in interacting socially. These reactions were
perceived to be associated with drinking coffee,
eating peanuts, chocolate and chocolate-based
foods, foods containing gluten, carbonated soft
drinks, processed snacks and waffles containing
food dyes. The majority of the children suffered
some form of modification when they consumed
at least two of the above-mentioned foods.

b) With respect to functional alterations in the
organism, bowel regularity was found to be
affected by glutenintake, triggering constipation,
abdominal swelling due to the intense production
of gases, absence of stool formation and the
presence of viscous feces. Many of the mothers
reported that they had consulted professionals
regarding the efficacy of a gluten- and lactose-
free diet for autistic children; however, they
justified not having complied with the diet for
financial reasons despite having been curious
to see whether it would result in any change
in their children’s behavior. Only one mother
stated that she had excluded gluten and lactose
routinely from her son’s diet and added that she
had started him on this diet prior to receiving
confirmation of his diagnosis of ASD, because
of her son’s gastrointestinal symptoms and
behavior. After having his bottle of porridge,
the child would stay awake and agitated, and
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this behavior was particularly evident at night
because of his inability to sleep.

2) Food used as a bargaining chip. Since feeding was
one of the major concerns reported by the mothers, the
use of food as a bargaining chip in the relationship with
the children was easily noted. Some of the mothers
used this control mechanism with success, since the
children ate correctly. In these cases, an incentive was
given for the child to finish the meal, e.g., the promise
of enjoyable activities or being given a favorite food as
a snack. Nevertheless, in the majority of cases, this
bargaining resulted in replacing lunch or dinner with
a high-calorie dessert or snack. In other words, to get
the child to eat something, the solution was to let him
eat what he wanted such as a sandwich, cookie, creamy
chocolate yoghurt, or a soft drink.

3) Strategies used to get food. The children also
developed strategies to get their preferred food. Some
of the mothers described the children’s regressive,
affectionate and/or insistent attitudes to get the food
they wanted. It was common for the family member
to give the child the food he/she wanted when he/she
cried insistently or screamed. In some cases, behaviors
became more disruptive, including aggressive attitudes
with crying fits and temper tantrums, aggression and
self-mutilation.

4) Reaction to the foods that are rejected. The
children’s reactions to the foods they reject may
influence the family’s attitudes. Reactions such as
nausea and vomiting were defined as physiological since
they are involuntary; these were among the behaviors
shown in response to food texture (pieces of vegetables
or meat in the blended soup, a solid piece of potato in
the mashed potato). In one specific case, this type of
behavior was partially modified following desensitization
treatment provided by a psychologist specialized in
selective eating. During treatment, the focus of the
work was directed at the patient’'s hypersensitivity
to certain textures - vegetables and fruit in general,
beans, and juices with residues. At the end of treatment,
the mother managed to introduce various food items
into the child’s diet that had previously triggered the
reactions described above and improved his tolerance
to textures in various aspects:

. we noticed that he only drank juice when there were
no fibers in it, nothing. It was well-sieved pineapple juice,
passion fruit juice, grape juice. He wouldn’t take mango
juice, cashew fruit juice, hog plum juice, any of those with
fibers in them. (Mother 6, boy 7 years)



5) Reaction to new kinds of foods. Attempts to
introduce different foods may generate reactions to
the new foods that may or may not include an outright
refusal. These reactions will affect the future behavior
of the mothers. Attitudes of resistance were more
common. Some children spit out the food, and became
irritated and aggressive just from being offered the
food. They would often say “I don't like it” or "I don’t
want it” without even having tried the food. Others
pushed the spoon/fork away or pushed away the hand
of whoever was offering them the food, in a reaction
of obvious and even aggressive refusal. More flexible
attitudes were less common. In these cases, first the
child smelled the food and then put a very small piece in
their mouth. These children were more likely to accept
the food offered.

Discussion

Child’s eating patterns

The majority of the mothers reported having
stopped breastfeeding early or having had to introduce
supplementary feeding because the infant refused to
breastfeed. The mothers’ main assumption was that the
child refused to breastfeed because he/she had difficulty
sucking. In a case-control study with 102 ASD cases
and 102 matched healthy controls, the reports of the
women interviewed suggested that the early weaning
of their children may have been related to the onset of
the symptoms of ASD.'° Al-Farsi et al.'° found a positive
association between ASD and breastfeeding practices
considered unfavorable such as a shorter period of
exclusive breastfeeding.

Difficulty with sucking, both from the breast and from
abottle, was reported in casesin which breastfeeding was
interrupted or formula milk was introduced at an early
stage. As the children grew up, difficulties with sucking
may have progressed into chewing and swallowing
problems, contributing to their food choices. Other
studies have mentioned the occurrence of problems
related to the mechanics of chewing and swallowing
in children with ASD.2%2! It is reasonable to speculate
that the early discontinuation of breastfeeding may
have resulted in a reduction in the stimulus required to
develop the muscles of the face and mouth, negatively
affecting the mechanisms of chewing and swallowing.
Nevertheless, not all the mothers mentioned difficulties
related to sucking, chewing and swallowing, and this
may suggest the existence of a subgroup of individuals
with ASD with specific abnormalities in the tonicity of
the muscles of the face and mouth. Of course, this
qualitative study does not allow inferences to be made
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regarding causality, and it is important to mention
that any observations in this respect are in fact mere
speculation.

In various segments of the mothers’ narratives,
peculiarities identified in the children’s eating habits
were probably related to the characteristics of ASD.
Sensory dysfunction, a common characteristic of
ASD, was expressed as hypersensitivity to smells and
textures, leading to a refusal to eat certain foods. Hazen
et al.2? and Cermak et al.* estimated the prevalence
of sensory processing disorders to range from 69 to
95% in children of various ages with ASD. In this study,
however, the dietary profile of the children reflected the
families’ preferences. A study conducted with typical
children also showed that the children’s eating habits
reflected those of their parents.?3

Family’s attitudes

The mothers’ narratives indicate that when their food
choices are based on healthy options, this is reflected
in the children’s routine diet. Studies that analyzed the
formation of eating habits have shown that the parents
exert a significant influence on the development of
their children’s behavior.?426 Skinner et al.?” analyzed
children’s food preferences and found that the mothers
did not offer their children food that they themselves
did not like, and that the children were less likely to
reject the food that their mothers most enjoyed.

Some mothers give in faster to their children’s
dietary demands and make many exceptions, allowing
the children to choose what they want to eat. This
permissiveness appears to be supported by the
mother’s belief that the eating habits of children with
ASD are selective and restrictive. According to Birch,?®
when given the opportunity to choose, our genetic
predisposition induces us to reject anything that is new.
Also, we tend to choose foods with a sweet or savory
taste, foods that are part of a social context and foods
that, when eaten, are followed by a positive sensation,
e.g., high-energy foods consumed when the individual
is hungry.?® Therefore, food preferences are part of
the arsenal of every human being and every child, but
can be confused with the specific selectivity of autism.
At the same time, shielded by ASD, parents may give
up on their attempts to impose a more rigid dietary
education and yield to their children’s preferences.

Food-related behavior

Some characteristics inherent to autism such as
sensory hypersensitivity and behavioral rigidity that
induce individuals to refuse novel experiences are
reflected in the behaviors of food refusal and food
selectivity in children with ASD.3¢ The mothers’narratives
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reflect these difficulties that are intrinsic to ASD;
however, they also indicate that these characteristics
may not be determinant when adequate environmental
stimulus successfully results in the introduction of new
eating habits.

Several of the mothers’ narratives suggested that
the children use inappropriate behavior as a strategy
to ensure that they will get what they want to eat and
reject anything that they do not want or anything that
is being offered for the first time. According to the
mother’s reasoning, her fear that the child will not eat
anything obliges her to allow the child to eat anything
at all or even encourage him/her to eat something
that the mother believes he/she will prefer. In this
way, depending on the child’s preferences and the
attitudes of the family, a vicious cycle may be installed
with respect to the dynamics of eating. In the first
instance, the food preferred by the child (or the food
that the child’s parents suppose will please him/her)
is immediately offered and also used as a bargaining
chip. Next, the child systematically refuses any food
that is not part of his/her preferences so that the main
meals (lunch and dinner) are replaced with snacks
with low nutritional value. A restricted diet is then
established, the contents of which were defined by the
dialect between the attitudes of the child and those of
the family with respect to food. During the course of
this cycle, the child begins to exert pressure to obtain
specific foods by crying insistently, self-mutilating and
screaming if speech has not yet been established.
Some mothers reported that the children’s attitude
changed completely when they were alone with their
father, indicating the possibility that the person taking
care of the child is reinforcing the inappropriate eating
behavior. Some studies suggest that the prevalence
of anxiety in the mothers of individuals with ASD is
high and could be contributing to more permissive
behaviors in relation to the children’s requests rather
than the adoption of a more educational stance, even
with respect to dietary training.!32°-3!

Conclusion

The present results show that although organic
factors such as sensory sensitivity and difficulty in
sucking or chewing may affect the child’s choice of
foods, environmental factors may also be determinant,
either reinforcing food selectivity or favoring a healthier
and more diverse diet. This finding enables interventions
to be designed that would favor the implementation of
healthier habits. Educational and preventive programs
should target the parents of children with ASD, since
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these children may also model their eating behavior on
the family habits and lifestyle or on the attitudes of
their parents/caregivers with respect to food.
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