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ABSTRACT

Objective: In celiac disease, a gluten-free diet is required for lifelong. Difficulties experienced by children with celiac disease can also
negatively affect caregivers. The aim of this study is to evaluate the anxiety and depression of mothers having a child with celiac
disease, and evaluate mothers’ attitude towards their children.

Method: Thirty-six children with celiac disease, their mothers, and 36 healthy controls were included in the study. The Parent Attitude
Research Instrument, State—Trait Anxiety Inventory, and the Beck Depression Inventory were completed by all mothers.

Results: The mothers of children with celiac disease had significantly higher scores in depression and state-trait anxiety than the
mothers of the healthy children. Mothers of children with celiac disease had significantly higher scores in the attitude of over-
parenting, authoritarian attitude and attitude of hostility and rejection than the mothers of healthy children.

Conclusion: This study revealed that having a child with celiac disease might have negative effects on mothers and their attitudes
towards their children. Because of psychopathologic risks appropriate psychologic support should be provided for mothers.

Keywords: Colyak hastaligi, ¢ocuklar, annelerin tutumu, psikolojik durum
6z

Amag: Colyak hastaliginda émiir boyu glutensiz diyet gerekmektedir. Colyak hastaligi olan ¢ocuklarin yasadigi zorluklar, bakim veren
kisileri de olumsuz etkileyebilir. Bu ¢calismanin amaci, ¢élyak hastasi ¢ocugu olan annelerin kaygi ve depresyonunu degerlendirmek ve
annelerin ¢ocuklarina karsi tutumunu dedgerlendirmektir.

Yéntem: Otuzalti ¢6lyak hastasi gocuk ve annesi ile 36 saglikl ¢ocuk ve annesi ¢alismaya dahil edildi. Aile hayati ve ¢ocuk yetistirme
tutumlan 6lgegi, durumluk siirekli kaygi envanteri ve Beck Depresyon envanteri tiim anneler tarafindan dolduruldu.

Bulgular: C6lyak hastasi ¢ocuklarin annelerinin, depresyon ve kaygi diizeyleri, saglikli ¢gocuklarin annelerine gére anlamli yiiksek sap-
tand. Aile hayati ¢ocuk yetistirme tutum dlgedinde, asiri annelik, gereken ilgiyi gésterme, baski ve disiplin alt boyutlarinda, saglikl
cocuklarin annelerine gére anlamli oranda yiiksek puan bulundu.

Sonug: Bu ¢calisma ¢dlyak hastaliginin ¢élyakli cocuklarin annelerinin yasamlari ve ¢ocuklarina karsi tutumlarini olumsuz yénde etkile-
yebilecedini gosterdi. Coélyak hastaligi olan ¢ocuklarin annelerinde psikopatolojik risk gériilebilecedinden, annelere uygun psikososyal
destek verilmelidir.

Anahtar kelimeler: Celiac disease, children, mothers’ attitude, psychological state
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INTRODUCTION

Celiac disease (CD) is a chronic disease caused by
immunologic and environmental factors, primarily
affecting small intestines and is usually observed in
genetically sensitive people %2, Abdominal pain-dis-
tention, diarrhea, vomiting, failure to thrive and
constipation can be noticed in childhood, while short
stature, puberty latency, aphthous stomatitis, refrac-
tory iron deficiency anemia, osteoporosis and dys-
peptic complaints can appear during childhood and
adolescence. Nowadays, the only treatment for celi-
ac disease is a lifelong gluten-free diet 4.

During the course of chronic disease and the treat-
ment process, both the children and their parents
encounter many short- and long-term troubles &7,
Parents who have children with chronic illnesses
may also more frequently develop mental problems.
Taking care of a child with a chronic iliness requires
more effort when compared to taking care of a
healthy child ®9. Overall, the literature suggests
that the adaption to illness following diagnosis
seems to be related to personal and familial charac-
teristics (1112,

There isn’t sufficient data in the literature specifi-
cally examining maternal experiences of childhood
celiac disease. The aim of the present study is to
investigate how having a child with CD affects the
anxiety, depression levels, and attitudes of mothers.

MATERIAL and METHODS

Study Population:

Children between the ages of 4-18, who were diag-
nosed with celiac disease (CD) according to the
European Society for Paediatric Gastroenterology
Hepatology and Nutrition diagnosis criteria ', and their
mothers were included in the study. Children with
some other chronic disease and/or CD diagnosis with
less than six months were excluded from the study.

Study participants were evaluated in detail with
regard to the duration of gluten-free diet (GFD),
compliance to the GFD and the factors that affect
the compliance to the GFD. GFD compliance was
evaluated according to the patients’ and the moth-
ers’ verbal responses.
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After the participants in the CD group were selected,
a control group was formed. The healthy children
with similar demographic features and their mothers
were enrolled. They were selected randomly from
the general pediatric outpatient clinic. The children
and their mothers without any chronic complaints,
chronic disease and psychiatric diagnosis were includ-
ed in the control group. The sociodemographic data of
mothers and children were recorded. Writteninformed
consent was obtained from all mothers and their chil-
dren who agreed to participate in the study.

This study was conducted in conformity to the Helsinki
Declaration and approved by our local research ethics
committee (04/08/2015; 20478486-184).

Child and Family Assessment Tools

Beck Depression Inventory (BDI):

The BDI measures physical, emotional, and cognitive
symptoms noted during depression. In this study,
this survey was completed by mothers and aimed to
rate depressive symptoms in these respondents.
Developed by Beck and colleagues in 1961 3 this
scale is a self-asessment inventory covering 21 symp-
tom categories. The scores for each item vary from
zero to three points. High total scores indicate a
greater severity of depression. The validity and reli-
ability study for this scale in Turkey was undertaken
by Hisli 4,

State-Trait Anxiety Inventory (STAI):

The STAI is typically used to investigate anxiety lev-
els. In this study, it was completed by mothers and
aimed to understand anxiety symptoms in these
individuals. Developed by Spielberger and colleagues
in 1970 9, the state anxiety scale measures how a
person feels under certain conditions, at a certain
point of time; while the trait anxiety scale evaluates
how a person feels independently of the state and
conditions they are in. The scores for each item vary
from one point (not at all) to four points (very much).
Higher scores indicate a higher level of anxiety, while
lower points indicate a lower level of anxiety. The
inventory was translated into Turkish and adapted in
1977 by Oner @4,

Parental Attitude Research Instrument (PARI):
To evaluate parental attitudes towards child-rearing,
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the PARI scale was used. It was completed by moth-
ers in the present study and sought to rate the child
rearing attitudes of parents. The scale was devel-
oped in 1958 by Schaefer and Bell ® and includes 60
items and five subscales. The answers given by
mothers are stratified as follows: overprotective
mother, democratic attitude, recognition of equality,
rejecting the role of being a housewife, marital con-
flict and incompatibility, and strict discipline and
pressure. It is a four-point Likert-type scale. All items
are rated with a directly scored grade, except for
items 2, 29, and 44. For each factor dimension, the
scores are summed separately. An increase in points
for all categories except “democratic attitude” indi-
cates the presence of negative parental attitudes. The
scale was adapted by Oner to Turkish in 1978 (4,

Statistical Analysis:

In this research, numeric variables were presented
as meanszstandard deviations and categorical vari-
ables were presented as numbers and percentages.
The distribution of the data was evaluated using the
Kolmogorov-Smirnov method. Since the data dem-
onstrated normal distribution, the chi-square test
was used for categorical data, and a t-test for para-
metric data. Pearson correlation analysis was used to
determine the relationships between continuous
variables. A bidirectional hypothesis was established
for the research and the results were evaluated
within 95% confidence intervals, level of significance
was established as p<0.05.

A sample size of 33 participants (per group) was
determined to be necessary, based on a power of
80% and an effect size(d)=0.70 of a?=0.05.

Table 1. Socio-demographic features of study group.

Celiac  Healthy P
group group
n (%) n (%)

Gender

Male

Female 13(36) 11(30) 0.694
Employment status of the mothers 23 (64) 25 (70)

Housewife

Worker 23(64) 15(42) 0.059
Family structure 13(36) 21 (58)

Extended family

Nuclear family 7(19.4) 4(11.1) 0.326

29 (80.6) 32(88.9)

RESULTS

Thirty-six children with CD with a mean age of
12.0+3.6 years and 36 healthy children with a mean
age of 11.6+3.4 years were recruited for this study
(p=0.617). Five children with CD diagnosis with less
thansixmonthswere notincluded. Sociodemographic
features of the study group are shown Table 1.
Twenty-one (58.3%) children with CD were accepted
as non- adherent to GFD. The factors that may con-
tribute to a difficulty in staying on a GFD were found
to be unavailability of gluten-free foods at schools
and restaurants (83.3%), difficulty in finding a variety
of gluten-free foods for sale (61.1%), the bad taste of
gluten-free foods (19.4%), lack of information on
packages about gluten (47.2%), and giving up follow-
ing the diet due to having no complaints and/or feel-
ing healthy (27.8%).

The results of the BDI, STAIl, and PARI surveys are
shown in Table 2. The total scores of BDI and STAI
scores indicating mothers’ psychological symptoms
were found to be statistically significantly higher in
mothers of children with CD versus those in the con-
trol group, suggesting that mental complaints are
more common in mothers of children with CD.

Table 2. Scores of Beck Depression Inventory, State and Trait Anxiety Inventory and Parental Attitude Research Instrument filled by mot-

hers in the groups.

Celiac group Healthy group P*
Mean+SD Mean+SD

Beck depression inventory 9.7948.56 4.74+6.18 0.007
State anxiety inventory 39.1149.90 33.854+9.17 0.025
Trait anxiety inventory 43.84+9.68 38.54+8.24 0.018
Parental attitude research instrument

Attitude of over-parenting 46.00+7.65 35.57+9.50 0.0001
Democratic attitudes 27.37+4.15 28.42+3.44 0.251
Attitude of hostility and rejection 31.57+8.25 27.60+7.30 0.037
Marital discordance 14.40+4.20 12.85+3.85 0.115
Authoritarian attitude 36.48+7.19 26.71+7.51 0.0001

*t test was applied. CD = celiac disease; SD = standard deviation.
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Regarding mean scores obtained in PARI survey a
statistically significant intergroup difference was
observed for excessive motherhood, rejecting the
role of being a housewife, and strict discipline,.

The relationships between BDI, STAI, and PARI scores
and the duration of illness were assessed without
any significant correlation.

There was no significant difference regarding the
BDI, STAl and PARI scores between patients who
were and were not compliant with a GFD.

DISCUSSION

This study indicates that when it comes to maternal
psychological well-being and mother’s attitudes
towards their own children, there were significant
differences between the mothers of children with
CD and mothers of healthy children. We found that
the mothers of children with CD had significantly
higher levels of depression, anxiety, excessive moth-
erhood, rejecting the role of being a housewife, and
strict discipline according to their mean scores.

Both children with chronic disease and their parents
encounter many troubles besides the onset of such
a disease and the process of treatment. A child’s
chronic illness may also influence parents’ psycho-
logical adjustment. Many factors are likely to affect
this situation such as the symptoms of the disease,
frequent doctor visits, treatment processes, socio-
economic problems, adaptation to a certain diet,
and inability to find an appropriate food for the diet.
These reasons can cause distinction between stud-
ies. The study conducted in Turkey revealed no sig-
nificant difference regarding anxiety and depression
levels @7, Another study conducted in Italy, parents
of children with CD had higher parental stress than
parents of healthy children ®®, In a study of children
with CD and their parents, parents expressed differ-
ent views and difficulties concerning the symptoms
of the disease, the process of getting a diagnosis,
regarding regulating the diet, difficulties experi-
enced at school and the social environment regard-
ing the diet, the supply of food appropriate for the
diet, economic concerns and the difficulties might be
faced in the future *. Another study reports that
the parents of children with CD who complied with a
prescribed diet had less concerns regarding the
health of their children but higher concerns about
the negative effects that the disease may have on
the future of their children @9, Previous studies
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showed that the well-being of the child is influenced
by the psychosocial problems of their parents @Y.
Parental psychosocial problems may have an effect
on the physical health of the child with a chronic ill-
ness, in addition to influencing the psychosocial
functioning of the child. Bartlett et al. have shown
that the child’s adherence to therapy is influenced by
maternal depression ??. Therefore, the mental
assessment of parents is important.

Numerous studies have identified the importance of
parenting behaviors to the well-being of children
with chronic physical conditions ®®, The frequent
observation of anxiety and depression symptoms in
mothers may affect family functions and attitudes
towards children. We found that mothers of children
with CD had more problems in the subscale of the
overparenting, attitude of hostility and rejection,
and strict discipline categories of the PARI.
Overparenting involves issues such as extreme con-
trol, intervention, asking the child to be dependent,
the mother being extremely self-sacrificing and believ-
ing that the child should also acknowledge that. The
mother showing an attitude of hostility and rejection
is tense, worried, and angry. Oppression and disci-
pline involves acts such as forcing certain rules on the
child and believing in the absolute domination of the
parents @4, Studies have suggested that parents of
children with chronic illnesses are overprotective,
have less close and positive relations with their chil-
dren, and that the severity of the chronic illness leads
to more frequent protecting and controlling behaviors
in the parents %27, The more efficient parenthood
helps to decrease behavioral problems of children.
Behavioral adaptations increase in frequency when
the child’s and the family’s quality of life rises and the
worries of parents lessen 4,

Our study has some limitations that need to be
acknowledged. The accuracy of our findings may not
be reflected by the small sample size. Larger-scale
studies comparing different chronic diseases (diabe-
tes mellitus type 1) are needed to strengthen and
increase meaningfulness of the study. This study
included mothers without known psychiatric illness.
However, the fact that the psychiatric evaluations of
the mothers were not known in the period before
children were diagnosed with CD was another limita-
tion of the study. Additionally, data collection from
other countries may help to identify whether any
cultural differences affect childrens’ behaviours,
adherence rate for the GFD, contrubuting factors to
maintain the GFD, and parental attitudes.
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Conclusion

The mothers have a major influence on the well-
being and adjustment of their children, and play an
important role in adaptation of their child to living
with an illness. In the literature, there is a gap spe-
cifically when it comes to examining maternal atti-
tudes towards children with CD. Thus, the results of
our study is precious for the literature. In addition,
determining psychological conditions such as anxiety
and depression in the mothers of children with CD
who require special diet and care is important for
the management of the disease. Consequently the
children with CD and their mothers should be pro-
vided with psychological assessment and support
during diagnosis and follow-up.
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