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Abstract

This study aims to understand parents perceptions of the importance of restricted gliten and casein
diet for the treatment of autism. The study sample consisted of mothers and teachers of five children
/ adolescents with autism. All the mothers reported some improvement in the children due to the
diet, while teachers attributed any improvement to their own work or family support. Only one of the
mothers related the search for a diet as treatment to a specific explanatory model for the disease. For
mothers, the difficulties of their children leads to a sense of frustration and impotence facing autism.
It remains, however, hope, revealed by the search for therapeutic options, which is expressed by the
demand of the diet. Teachers highlighted the potential of these children and their positive development
with the pedagogical work. Both mothers and teachers highlighted their lack of knowledge regarding
the cause of autism. Diet appears as one more form of treatment in the quest of mothers searching for
improvement in their autistic children, despite lacking a connection to a specific explanatory model
about the disease for the vast majority of mothers.
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INTRODUCTION

Autism spectrum disorder (ASD) have no defined etiology and are character-
ized by abnormalities in sociability, language and behavior."” There is no defined etiol-
ogy and no pharmacological treatment directed to the key symptoms of ASD. Studies
show that over 75% children s family with ASD choose treatments outside the official
medical system, based on their perceptions of safety and previous experiences with
adverse effects on pharmacological therapies suggested by biomedicine.” Based on
the theory that exogenous peptides (gluteomorphin and caseomorphin) play a role in
the pathogenesis of ASD interfering with neurotransmissions in the central nervous
system (CNS), the restricted gluten and casein diet has attracted interest. Some au-
thors defend that children diet GF / CF improved attention, communication, social
interaction and motor skills.®* 10.12. Other studies, however, showed no significant

improvement of symptoms in children with ASD on this diet.®)

OBJECTIVES

To evaluate parents perceptions of the importance of this treatment for the chil-
dren and determinate the motivation of their mothers for choosing it and know how

they perceive the effects of this diet.

METHODS

The study sample was composed of children already diagnosed as having Autis-
tic Disorder according to the DSM-IV (2000) enrolled in school specializes in treating
children with ASD for at least six months and during treatment with diet GF / CF for
at least three months. Mothers and teachers of five autistic children were interviewed
with a semi-structured interview in order to understand the perceptions of parents
and teachers about the child’s illness, the effects of diet GF / CF and why they have
chosen this treatment.*® The Aberrant Behavior Checklist was used to evaluate the
severity of symptoms of children according to the assessment of family members and
teachers.” The interviews were transcribed and analyzed on two levels (analysis based

on questions and analysis based on narrative evidence).®

RESULTS

The study sample consisted of mothers and teachers of five children / adolescents
with autism. The children were between five and eight years, there was still a young

man of 20 years, all male. The age of onset ranged between nine months and two years
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and the diagnosis was made between two and a half years and seven years old. All
children were followed at specialized school for at least two years and made some oth-
er therapeutic approach: Regular School, Medicines, Phonoaudiology, Occupational
Therapy, Ludotherapy and Sports. The length of treatment with diet ranged from nine
months to three years. The results of the ABC scale were arbitrarily considered mild
when the score was less than or equal to 49 points and severe when greater than 49
points. It was considered that three children had mild symptoms by the evaluation of
teachers and parents; one had severe symptoms by the evaluation of both mother and
teacher; another, mild symptoms by the evaluation of mother and severe by the evalu-
ation of teacher. There were differences between the views of the mothers and teach-
ers, alternating between predominantly positive and negative aspects. All the mothers
reported some improvement in the children due to the diet, while teachers attributed
any improvement to their own work or family support. Everybody mentioned their
ignorance of the cause of autism, though some of the mothers are beginning to try
to find organic explanations for the symptoms. Only one of the mothers related the
search for a diet as treatment to a specific explanatory model for the disease. In the
first level of analysis, positive perceptions about children predominated in the speech
of mothers, whereas negative perceptions are more often evidenced by the teachers.
Children, who were seen more negatively, present agitation and aggression, which
interferes in social child ‘s and parents” life, as well as the possibility of teachers’ per-
formances. Different from direct answers to the questions of the interviewer, the sec-
ond level analysis reveals that for mothers, the difficulties of their children leads to a
sense of frustration and impotence facing autism. It remains, however, hope, revealed
by the search for therapeutic options, which is expressed by the demand of the diet.
For teachers, the comparison between the two levels of analysis shows opposite trends
from mothers: in the first level of analysis predominates perception of the limitations
and difficulties of children, while in the second level analysis appears highlighted the
potential of these children and their positive development with the pedagogical work.
However, this teachers” speech, about the children’s improvement, is not related to
the use of the diet. Thus, the discourse on hope for the improvement of children seems

to be related to their own work and their expectations for this dedication.

DISCUSSION

Both mothers and teachers highlighted their lack of knowledge regarding the
cause of autism. The few incipient attempts of mothers” explanations of this disorder

are focused on organic or biological causes, while the teachers point out the flaws in
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the parents” education as possible causal factors: “too much love” and “lack of limits”.
The search of a particular treatment is generally a reflection of the underlying cause
of illness or problem.®® People seek significances (experience, cause) for different
signs (illness) and according to their experiences, seek treatments that can somehow
remedy their greatest difficulties in facing this reality.” Thus, treatment of the cause
can lead to symptom resolution and healing."” The narrative of only one mother fits
this comprehensive model. She suggests early use of antibiotics as a possible cause of
autism in her son, since this use would had interfered with the immune system. The
effect of diet in improving the immune system, preventing inflammatory and aller-
gic processes, according to mothers, can act in the child overall improvement. Most
mothers, however, reported a pilgrimage hopeful among the various therapeutic op-
tions, reflecting powerlessness in relation to the disease, which is also noticed in the
discourse of teachers. How treatment sought proved ineffective, it may also reflect the
absence of an explanatory model for the disease. The posture of powerlessness against
the disease manifestations, even more pronounced in the speech of the teachers, rein-
forces that they do not have a clear idea about the causes and possible treatments for
these children.

CONCLUSION

Diet appears as one more form of treatment in the quest of mothers searching
for improvement in their autistic children, despite lacking a connection to a specific

explanatory model about the disease for the vast majority of mothers.

REFERENCES

1. DSM-IV-TR - Manual diagnostico e estatistico de transtornos mentais Trad. Cldudia Dornelles.
4rev. ed. Porto Alegre: Artmed; 2002.

2. Levy SE, Hyman SL. Complementary and alternative medicine treatments for children with autism
spectrum disorders. Child Adolescent Psychiatry Clin N Am. 2008 Oct;17(4):830-ix.

3. Whiteley P, Haracopos D, Knivsberg A, Reichelt KL, Parlar S, Jacobsen J, et al. The ScanBrit
randomized, controlled, single-blind study of a gluten and casein free dietary intervention for
children with autism spectrum disorders. Nutritional Neuroscience. 2010;13(2):87-100.

4. Chia-Lin H, Lin DCY, Chia-Lin C, Chia-Man W, Wong AMK. The effects of a gluten and casein-
free diet in children with Autism: a case report. Chang Gung Med J. 2009 July/Aug;32(4):459-464.

5. Kleiman, A. Concepts and a model for comparison of medical systems and cultural systems. In:
Currer C, Stacet M editors. Concepts of Health, illness and desease: a comparative perspective. New
York: Laeanaington; 1986. p. 29-47.

172 / Bragilian Journal of Medicine Health. 2013 Ago; 2(1):169-173



Serra et al. A restricted gliten and casein diet for the treatment of autism...

6. Bibeau G. The social and cultural matrix of health and disease. Why are some people helth and
other not? The determinants of health of populations. Hawthorn. New York: Adline de Gruyter; 1996.
p. 93-132.

7. Losapio MF, Silva LG, Pondé MP, Novaes CM, Santos DN, Argollo N, et al. Adapta¢io transcultural
parcial da escala Aberrant Behavior Checklist (ABC), para avaliar eficdcia de tratamento em pacientes
com retardo mental. Cad. saide publica. 2011 Mar;27(5):909-923.

8. Pondé MP, Mendonga MSS, Caroso C. Proposta metodoldgica para andlise de dados qualitativos
em dois niveis. Hist. ciénc. saide-Manguinhos. 2009 Jan/Mar;16(1):129-143.

9. Yea-Ing LS, Jia-Ling T, Wen-Che T. Explaning and selecting treatments for autism: Parental
explanatory models in Tawain. ] Autism Dev Disorder. 2010;40:1323-1331.

10. Bowker A, D" Angelo NM, Hicks R,Wells K. Treatments for autism: parental choises and
perceptions of change. ] Autism Dev Disord. 2011; 41:1373-1382.

Bragilian Journal of Medicine Health. 2013 Ago; 2(1):169-173 / 173



