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Abstract

Background: The aim of the study was to evaluate the difficulties experienced, maternal
distress and coping strategies of mothers of children with myelomeningocele (MMC) aged 1-72
months.

Methods: The study included 40 mothers with a child aged 1-72 months with MMC and
a control group of 40 mothers of age and gender-matched healthy children.All mothers were
asked to complete the sociodemographic form, the Symptom Check List—-90—Revised (SCL-
90-R), and the Coping Strategies with Stress Inventory (COPE) forms.

Results: The SCL-90-R subscales points of somatization, depression, anxiety, hostility, phobic
anxiety, psychotic, additional items and GSI were determined to be significantly higher for the
mothers of the MMC children compared to the control group mothers (p<0.05). All of the MMC
patients had at least one urological, neurosurgical or orthopaedic problems and difficulties
experienced.The denial and behavioural disengagement subscale points of the COPE were
determined to be statistically significantly higher and the points of active coping,planning and
focus on and venting of emotions were lower in the mothers of the MMC children compared
with the control group (p<0.05). There was a negative correlation between the maternal age
and the somatization,obsession,anxiety and paranoid thought subscales and GSI of the SCL-
90-R.There was a positive correlation between all the SCL-90-R subscales and GSI and the
behavioural disengagement subcsale points of the COPE.

Conclusion: The results of this study showed that mothers of children diagnosed with MMC
had a higher level of maternal distress, more dysfunctional coping strategies and less problem-
focussed coping strategies. It was also determined that the mothers experienced several
difficulties in areas related to the biopsychosocial functionality of the disease.

Keywords: Myelomeningocele; Children; Coping strategies; Maternal distress; Depression;
Anxiety.

Introduction

Spina Bifida (SB) is a congenital malformation in which the
spinal column is split as a result of failed closure of the embryonic
neural tube. Myelomeningocele (MMC), the most common and
most severe form of SB, has a pervasive impact on the physical,
neurocognitive, psychological and social functioning of affected
individuals [1,2]. Although the prognosis for children born with
MMC was poor before 1970, up to 70-80% of children with MMC

survive to adolescence due to advances in the management of
Chiari Il malformation, hydrocephalus and infections in nowadays
[3-5]. Understanding pathways to measure and enhance the
quality of life and psychiatric problems of both the child and the
family is important because of the increasing number of these
children living longer.

It is known that children and adolescents with chronic health
conditions require special attention and rehabilitation. The
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parents must supervise, observe and care for the child according
to needs, which are mostly determined by the health condition
and the fact that they are still developing. The birth of a child
with a chronic health condition changes the dynamics and the
daily lives of family members, especially the mother, due to the
new demands of the child and there can be a negative impact
on many aspects of the parents’ lives [6]. The parents of these
children often have difficulty balancing caring for their child with
other responsibilities including work and social life, financial
management and other home affairs. Therefore, they may feel
overwhelmed or incompetent and experience more stress and
worry [7].

SB is a chronic condition that can affect both physical and
cognitive functioning, and the severity of deficits in functioning has
an impact on parental stress. One study found that the severity of
physical dysfunctions, but not cognitive deficits, was associated
with increased parental stress in mothers of children with SB [8].
Given the heterogeneity of impairments associated with SB, it
is likely that SB-specific parental stress is not uniform across all
parents of children with SB. However, when the negative impact of
general parental stress on the outcome of the child is considered,
it can be hypothesized that increased SB-specific parental stress
may also lead to poorer outcomes for the child, including quality
of life [5,8-11]. Family relationships are particularly important for
children with MMC, since they tend to be more socially isolated
from their peers than healty children and the majority of children
with MMC complete multiple daily medical routines with at least
some assistance from a parent or other caregiver [1,12]. Thus,
children with MMC are especially reliant on their parents, and
may thus be more affected by parental adjustment and behaviors
than healty children. Parental functioning is of great importance
for children with severe disabilities who depend for a large part of
their functioning on the parent or caregiver. Research has shown
impairments in the family functioning and the psychosocial
adjustment of families of children with MMC [3-16]. Parental
distress is defined as the psychosocial functioning or degree of
extreme anxiety, sorrow, or pain experienced by a parent. Some
parents of children with MMC have been found to experience
clinical levels of global psychological distress (e.g., depressive
symptoms, anxiety, somatic complaints) [13,17-19]. As the care
of a child with MMC is usually the responsibility of the mother,
maternal stress is very important in respect of family functions,
family adaptation and the care and mental health of the child.

The concept of coping can be defined as all the cognitive,
emotional and behavioural reactions displayed by an individual
to control and reduce stress to remove the difficulties created in
the internal and external world and to resist the event and effects
causing the stress. The coping attitudes used by the individual in
these circumstances are qualities specific to the individual and
can vary depending on several factors such as the age, gender,
culture and the disease [20-22]. Psychological adaptation is an
important factor. Coping strategies are separated into 3 forms as
those directed at solving the problem, those which are emotionally
focussed and those which are dysfunctional [23]. Parental coping
skills are a significant marker of the adaptation of both the family
and the child, and it has been determined that parents who use

active/adaptive coping methods experience fewer psychiatric
problems and the children have better psychosocial adaptability
[24-26].

To the best of our knowledge, there have been not a study
on the parental distress and the coping strategies of parents of
children with MMC in Turkey. Due to the differences in roles in
respect of care and work, mothers are at greater risk of parental
stress than fathers, so this study was conducted on the mothers
of children with MMC. The aim of the study was to identify and
evaluate the problems experienced, maternal distress and the
coping strategies of mothers of children with MMC aged 1-72
months.

Material and Methods
Sampling and Procedures

The study included 40 mothers with a child aged 1-72 months
(preschool age) with MMC and a control group of 40 mothers
of age and gender-matched healthy children. Informed consent
for participation in the study was obtained from all the mothers.
Exclusion criteria for the mothers of the MMC children were
not having completed primary school education, the presence
of a chronic disease or receiving treatment for an ongoing
psychiatric disorder. The control group was formed of mothers
with at least a primary school level of education with no known
chronic, neurological or psychiatric disease with a healthy child
with no chronic, physical or psychiatric disease, age and gender-
matched to the study group. All the mothers were requested to
complete a sociodemographic form prepared by the researchers,
The Symptom Checklist-90-Revised (SCL-90-R) and the Coping
Strategies with Stress Inventory (COPE) forms. The study
protocol was reviewed and approved by the Ethics Committee of
Kahramanmaras Sutcu Imam University, Faculty of Medicine.
Instruments / Assessment

The sociodemographic form: This form included questions to
identify the descriptive characteristics of the mother and child,
including age, gender, maternal educational level, maternal
history of previous psychiatric disease, family economic status,
number of children in the family, marital consanguinity status,
drugs taken during pregnancy and difficulties experienced.

The Symptom Checklist-90-Revised (SCL-90-R): This scale was
developed to assess psychopathological symptoms and mental
problems [27]. It can be applied to a healthy or patient population
aged >13 years who have received at least 6 years of education.
It is formed of 90 items based on personal reporting to measure
the general psychopathological level and the level of difficulty in
respect of mental symptoms. Each item is scored from 0-4 with
Likert-type responses (never/very little/moderate/extremely/
advanced degree). The scale has 9 subscales reflecting 9 separate
groups of symptoms (somatization, obsessive-compulsive,
interpersonal sensitivity, depression, anxiety, hostility, phobic
anxiety, paranoid thoughts and psychotism) and an additional
scale evaluating feelings of guilt, eating disorders and sleeping
disorders. The scale also has 3 indexes of the Global Severity Index
(GSI) measuring total mental distress, the Positive Symptom Total
(PST) which gives the number of self-reported symptoms and
the Positive Symptom Distress Index (PSDI), which measures the
intensity of the symptoms. The total of the points obtained for each
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item was divided by 90 to obtain the GSI. For university students
a mean GSI of 1.00 has been accepted as the base. An increase in
scale points shows an increase in symptoms. Scores above 1 in
GSl indicate that the symptoms are at a psychopathological level.
Crombach alpha value (internal consistency coefficient) of the
scale was found to be 0.97 [28].

The Coping Strategies with Stress Inventory (COPE): This scale
was developed by Carver et al to identify the coping strategies
used in stressful situations [29]. The validity and reliability of the
form in Turkish was proven by Agargiin et al. The scale showed
high internal consistency [20]. It is a self-reporting scale of 60
items which are answered with 4 options of i) | never do this,
ii) | very occasionally do this, iii) | sometimes do this, and iv) |
usually do this. The COPE has 15 subscales of 1) active coping,
2) planning, 3) restraint, 4) use of instrumental social support, 5)
suppression of competing activities, 6) positive reinterpretation
and growth, 7) religious coping, 8) humor, 9) use of emotional
social support, 10) acceptance, 11) behavioural disengagement,
12) substance use, 13) denial, 14) mental disengagement, 15)
focus on and venting of emotions. A total of 4-16 points can be
obtained for each subscale. The total points of subscales 1-5 are
problem-focussed coping points, the total points of subscales
6-10 are the emotion-focussed coping points and the total points
of subscales 11-15 are the dysfunctional coping points Crombach
alpha value (internal consistency coefficient) of the scale was
found to be 0.79.

Statistical Analyses

The statistical analyses of the study data were performed
using SPSS vn 22.0 software. The conformity of the data to normal
distribution was assessed with the Kolmogorov-Smirnov test. In
the comparisons of categorical data, the Chi-square test was used
and for numerical data, the t-test was used when parametric
test assumptions were met, otherwise the MannWhitney U-test
was applied. To evaluate the correlations of data, Spearman
Correlation analysis was used. A value of p<0.05 was accepted as
statistically significant.

Results

The MMC cases comprised 25 (62.5%) females and 15 (37.5%)
males aged 33.92+22.52 months and the control group children
were 22 (55%) females and 18 (45%) males aged 32.57+20.63
months. The mean age of the mothers was 30.27+5.37 years
(range, 26-43 years) in the MMC group and 32.35+5.76 years
(range, 21-38 vyears) in the control group. No statistically
significant difference was determined between the two groups in
respect of age of the mother, father and child, gender of the child,
socioeconomic level, maternal educational level, previous history
of parents psychiatric illness, family structure and number of
childrenin the family. The sociodemographic characteristics of the
MMC children are shown in Table 1, All the mothers of the MMC
children in the current study reported on the sociodemographic
form related to the child’s disease that they had experienced
one or more problems related to psychological, social and family
problems and the disease. Concomitant problems and difficulties
experienced by the mothers are shown in Table 2.

Table 1: Demographic and clinical data of groups.

MMC group Controls group
n=40 n=40 P
Age (months) 3232'9_3; 32.57+20.63 0.781
Gender (male/female) 15 /25 18/22 0.496
Maternal age (meantsd) 30.27 £5.38 32.75+5.76 0.100
Paternal age (meantsd) 34.07 £6.30 36.25+6.12 0.122
Previous history of maternal psychiatric illness 0.187
Yes 8 (20%) 2 (5%)
No 32 (80%) 38 (95%)
Previous history of paternal psychiatric illness 0.209
Yes 6 (15%) 3(7.5%)
No 34 (85%) 37 (92.5%)
Use of folic acid in pregnancy 0.019
Yes 21 (52.5%) 31 (77.5%)
No 19 (47.5%) 9 (22.5%)
Walking 0.000
Yes 4 (10%) 33 (82.5%)
No 36 (90%) 7 (17.5%)
Speech 0.327
Yes 22 (55%) 25 (62.5%)
No 18 (%45) 15 (37.5%)
Toilet training 0.003
Yes 5 (12.5%) 19 (47.5%)
No 35 (87.5%) 21(52.5%)

The GSI points of the SCL-90-R of the MMC group mothers
were determined to be statistically significantly higher than those
of the control group mothers (median (min-max) 0.77 (0.08-
2.11), 0.36 (0.07-1.86) respectively, p<0.05). The points of the
SCL-90-R subscales of somatization, depression, anxiety, hostility,
phobic anxiety, psychotic and additional items were determined
to be significantly higher for the mothers of the MMC children
compared to the control group mothers (p<0.05) (Table 3).

Table 2: Concomitant problems in patients with MMC and
difficulties experienced by family.

Yes No
Concomitant problems
12 (30%)
17 (42.5%)
15 (37.5%)

28 (70%)
23 (52.5%)
25 (62.5%)

Urological problems
Hydrocephalus
Orthopedic

Difficulties experienced
20 (50%)
9 (22.5%)

20 (50%)
31 (77.5%)

Disappointment
Sense of guilt

Being uncomfortable by people's point

0,
of view 11 (27.5%)

29 (72.5%)

Explaination the child's situation to the
around people

Difficulties in social communication 9(22.5%) | 31(77.5%)
Worries about the future of the child 29 (72.5%) 11 (27.5%)
Inadequate wife support 9(22.5%) | 31(77.5%)
Inadequate social support 21 (52.5%) | 19 (47.5%)
Having a family problem 10 (25%) 30 (75%)

11 (27.5%)
15 (37.5%)
12 (30%)
29 (72.5%)

29 (72.5%)
25 (62.5%)
28 (70%)
11 (27.5%)

Adjustment difficulties between brothers
Neglecting other children

Bringing additional cost to the family
Difficulties during treatment

MMC: Myelomeningocele, p<0.05: Statistically significant
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Table 3: The SCL-90-R subscale scores of the mothers of children

with MMC and healthy controls.

MMC group Controls grubu
n=40 n=40
(min-max) (min-max)

Somatization 0.54 (0.08-2.00) | 0.37 (0.00-1.92) |-2.435| 0.015
Obsessive-compulsive 0.70 (0.00-2.20) | 0.70(0.00-2.80) | -0.975 | 0.330
Interpersonal sensitivity = 0.83 (0.00-2.89) | 0.55 (0.00-2.22) | -1.786 @ 0.074
Depression 1.11 (0.08-2.54) | 0.61 (0.00-2.38) | -2.906 | 0.004
Anxiety 0.75 (0.00-2.10) | 0.20 (0.00-1.70) | -3.591 | 0.000
Hostility 0.75 (0.00-2.33) | 0.33(0.00-2.17) | -3.461 | 0.001
Phobic anxiety 0.50 (0.00-2.17) | 0.00 (0.00-1.43) | -3.955 | 0.000
Paranoid thoughts 0.66 (0.00-1.67) | 0.50 (0.17-2.50) | -0.997 | 0.319
Psychotism 0.20 (0.00-1.70) | 0.00 (0.00-0.90 | -2.929 | 0.003
Additional scale

(eating and sleeping 0.78 (0.00-2.43) | 0.14 (0.00-1.579 | -3.595 ' 0.000
disorders)

Global Severity Index 0.77 (0.08-2.11) | 0.36(0.07-1.86) | -3.109 | 0.002

SCL-90-R: The Symptom Checklist-90-Revised, MMC: Myelomeningocele, p<0.05:
Statistically significant.

Table 4: The COPE subscale scores of the mothers of children with
MMC and healthy controls.

MMC group | Controls grubu

n=40 n=40
Subscales ri\edial\ riiedia:i P
(min-max) (min-max)
Active coping 13 (7-16) 15 (8-16) -2.963 | 0.003
Planning 10 (7-16) 14 (5-16) 14 (5-16) | 0.000
Restraint 1(0-10) 1(0-10) -1.507 | 0.132
Use of instrumental social 13.5 (6-16) 13 (9-16) -0.408 | 0.683
support
Suppression of competing 11 (5-16) 10 (6-14) -1.268 | 0.205
activities
The problem-focussed coping 51 (34-64) 54 (31-62) -1.644 | 0.100
points (total)
Positive reinterpretation and 13 (5-16) 14 (9-16) -0.738 | 0.461
growth
Religious coping 15 (4-16) 15 (9-16) -0.327 | 0.743
Humor 6 (4-13) 6 (4-14) -0.983 | 0.325
Use of emotional social support 13 (5-16) 13 (4-16) -0.029 | 0.977
Acceptance 12 (4-16) 11.5 (8-15) -1.568 | 0.118
The emotion-focussed coping 59 (33-76) 59 (44-72) -0.487 | 0.626
points (total)
Behavioural disengagement 3(0-10) 2 (0-10) -2.017 | 0.044
Substance use 4(3-13) 4 (4-8) -1.209 | 0.227
Denial 7.5 (3-16) 4 (4-9) -4.020 | 0.000
Mental disengagement 9 (4-15) 9 (6-11) -0.015 | 0.988
Focus on and venting of emotions | 11(6-16) 12 (9-16) -3.083 | 0.002
The dysfunctional coping points 35 (19-56) 33( 28-45) -1.651 | 0.099

(total)

MMC: Myelomeningocele, COPE: The Coping Strategies with Stress Inventory,
p<0.05: Statistically significant

When a GSI cutoff point of 1.00 was taken for the mothers
of the children diagnosed with MMC, 10 (28.6%) of the mothers
in this group were seen to have higher points, compatible with
psychopathology. In the control group, 4 (10%) mothers had
points higher than the cutoff point. In the comparison of the two
groups, points higher than the cutoff point and compatible with
psychopathology were determined to have been obtained at a
statistically significantly higher rate in the MMC group than the
control group (p<0.05). In the comparison of the coping strategies
between the groups, the denial and behavioural disengagement

subscale points of the COPE were determined to be statistically
significantly higher and the points of active coping, planning and
focus on and venting of emotions were lower in the mothers of
the MMC children compared with the control group. The points
of the other subscales of the COPE were similar in both groups
(Table 4). According to the results of the Spearman Correlation
analysis, there was a negative correlation between the maternal
age and the somatization, obsessive-compulsive, anxiety and
paranoid thoughts subscales and the GSI. There was a positive
correlation between all the SCL-90-R subscales and GSI and the
behavioural disengagement subscale points of the COPE. The
correlation values of the SCL-90-R, maternal age, the child’s age
and the COPE results are shown in Table 5.

Table 5: Correlations between child and parent age, the COPE
subscales and the SCL-R-90 subscales in mother of children with
MMC.

Som | O-C | Inter-sen | Dep | Anx | Host | Phobic | Paran | Psych | Add-sc| GSI

Child r | .087 | .315 .183 .111 | .301 | .065 | .212 | .316 | .167 153 | 221
Age p | .594 | .048 .257 496 | .059 | .692 | .189 | .047 | .302 @ .347 | .170
Maternal | r -.526 -.407 -.308 -.300 -.496|-.205| -.155 | -.361 | -.238 | -.272 | -423
Age p | .000 | .009 .053 .060  .001 |.204  .339 | .022 | .140 @ .090 | .007
COPE 1 r |-.313|.049 -.302 -.350 -.211|-.278 | -.118 | -.283 | -.118 | -.282 | -.338
p | .049 | .093 .058 .027 | .192 | .083 | .469 | .077 | .468 @ .078 | .033

COPE 2 r |-.397|-.317 -.055 -.186 -.390|-.165| -.133 | -.227 | -.265 | -.308 -.291
p | .011 | .046 734 .250 | .013 | .308 | .412 | .158 | .098 & .053 | .068

COPE 11 r | .730 | .810 .693 .584 | .697 | .734 | 578 | .823 | .740 .703 | .824
p | .000 | .000 .000 .000 | .000 | .000 | .000 | .000 | .000 & .000 | .000

COPE 13 r | .091 | .060 .187 124 | 271 | .287 | 421 | .198 | .291 125 | .161
p | .578 | .715 .247 .882 | .090 | .072 | .007 | .220 | .068 | .443 | .322

COPE 15 r | .078 | .151 .358 417 | 137 | .272 | 206 | .447 | .162 .145 | .282
p | .634 | .325 .023 .002 | .401 | .090 | .203 | .004 | .318 .371 | .078

SCL-90-R: The Symptom Checklist-90-Revised, Som: Somatization, O-C:Obsessive-
compulsive Inter-sen: Interpersonal sensitivity Dep: Depression, Anx:
Anxiety, host: Hostility, Phobic: Phobic anxiety, Paran: Paranoid thoughts,
Psych:Psychotism, Add-sc: Additional scale, GSI: Global Severity Index, COPE: The
Coping Strategies with Stress Inventory, COPE1: Active coping, COPE 2: Planning
COPE11: Behavioural disengagement, COPE13: Denial, COPE 15: Focus on and
venting of emotions, MMC: Myelomeningocele, p<0.05: Statistically significant
Discussion

In this study, an examination was made of the psychiatric
symptoms and stress coping strategies of the mothers of children
with MMC and the mothers of healthy children. This is the
first study in Turkey to evaluate the strategies for coping with
psychiatric symptoms of mothers of children aged 1-72 months,
diagnosed with MMC. The results of the study determined
the level of psychiatric symptoms in the mothers of children
diagnosed with MMC to be higher than those of the mothers of
the healthy peers. Moreover, the points of the SCL-90-R subscales
of somatization, depression, anxiety, hostility, phobic anxiety,
psychotic additional items and GSI were determined to be higher
for the mothers of the MMC children compared to the control
group mothers. In addition, all the mothers of the MMC children
reported that they had experienced one or more problems
related to psychological, social and family problems and the
disease. Parents of children with a chronic health condition,
who require a high level of parental care and involvement, may
be particularly at risk of parental depressive symptoms. MMC, a
complex chronic health condition with multi-system involvement,
is such a condition. Similar to the results of the current study, it
has been previously reported that psychiatric problems such as
anxiety and depression are seen more often in the mothers of
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disabled children or those with a chronic disease, compared to
the mothers of healthy children [30-35]. While there is a limited
number of studies in review of parental depressive symptoms
in the parents of children with SB, it has been reported that up
to 48% of parents experience depressive symptoms. In addition,
this review of the literature of parental depressive symptoms
revealed that 32%-67% of psychological distress and parental
depressive symptoms were explained by similar contextual
factors (demographic factors, presence and severity of SB, and
child-related factors) and process factors (family functioning and
parent-related factors such as stress and coping). However, while
these context variables are important they are not sufficient alone
to explain depressive symptoms. The process variables (family
functioning, parental stress and coping) have been reported to
contribute a greater amount of variance in parental depressive
symptoms [36]. In addition to depression and anxiety symptoms,
our study showed that the mothers of children with MMC have
been found to experience clinical levels of global psychological
distress such as somatization, hostility, phobic anxiety, psychotic
additional items. These results support previous studies evaluating
the mothers of children with MMC [13,17-19].

Demographic factors that contribute to the experience of
anxiety and depression in the parents of children with MMC
include caregiver and child age, employment status/income,
iliness-specific factors, such as lesion level (a proxy for illness
severity) and shunt status [36-38]. In a study, it was shown that
an older parental age was related to fewer parental depressive
symptoms [37]. On the contrary, another study reported that
there was no relationship between maternal age and depression
and anxiety symptoms [39]. In the current study, a negative
correlation was determined between the maternal age and
the somatization, obsessive-compulsive, anxiety and paranoid
thoughts subscales and the GSI points in the mothers of children
with MMC. Psychiatric problems were seen at a higher rate in
younger mothers.

One study found a relationship between the child’s age and
parental depressive symptoms where parents of children 0—6
years old (but not those 7-17 years of age) reported “feeling blue
more than a little of the time” [38]. In another study, parents
with adolescent/young adults with MMC experienced the highest
prevalence of parental depressive symtoms (48%) [19]. A pattern
of lower rates of depressive symptoms (14%—25%) has been
reported in the few studies which have examined the parents
of children younger than 9 years old. Most studies have been
limited by a wide age range (2months—18 years) and generally
have not reported the relationship of age of the child to parental
depressive symptoms [36]. In the current study, no relationship
was seen between the age of the child and the SCL-90-R
depression subscale points in the mothers of the 1- 72 months
MMC children. However, it was determined in the current study
that the obsessive-compulsive and paranoid thoughts subscale
points increased as age increased. This suggests that there could
be greater problems for the family when the patient is of school
age, adolescent or adult.

Studies of mothers of children with MMC have found that
more than one third of these mothers experience clinically

significant levels of parenting stress [9]. Parenting stress is
associated with both parenting behaviors and child adjustment.
Parenting stress decreases the quality of the parent-child
relationship and is predictive of non-optimal social-emotional
and cognitive outcomes for children and adolescents [10,18,40].
All the mothers of the MMC children in the current study
reported on the sociodemographic form related to the child’s
disease that they had experienced one or more problems related
to psychological, social and family problems and the disease.
This suggests that the disease created stress for the family in
many areas of life and that the experience and perceptions
of stress could be important in respect of psychiatric diseases.
Furthermore, it was also determined in the current study that all
of the MMC patients had at least one urological, neurosurgery
or orthopaedic problem, which was consistent with the findings
of previous studies [1]. Higher rates of psychiatric disease have
been reported to be seen in the families of children with MMC
who have urological problems in particular. In the management
of bladder dysfunction in children with MMC, the use of clean
intermittent catheterisation which has to be applied once every
4-6 hours every day, is a significant source of stress for mothers
[9] However, in the current study, despite the higher levels of
depression and anxiety in the mothers of MMC children with
urological problems compared to the control group, the difference
was not statistically significant. This could be attributed to the
small sample size. Moreover, incontinence is accepted as normal
in children under the age of 5 years, and as the current study
group patients were in the 1-72 months age group, this could
be related to the families seeing this as less of a problem. It is
thought that urological problems in particular could cause greater
problems in later adolescence and adulthood. Therefore, there is
a need for further studies of more extensive samples to evaluate
different age groups.

Children with hydrocephalus are often in need of neurosurgical
treatment, which may involve the insertion of a shunt or creation
of a bypass within the brain to allow drainage of cerebrospinal
fluid. Shunts are prone to infections, which can be life threatening.
For children with both MMC and hydrocephalus, such shunt
dependency has been associated with higher levels of parental
anxiety and depression [37]. In the current study, the most
common pathology accompanying MMC was hydrocephalus.
However no difference was determined between the mothers
of MMC children with and without hydrocephalus in respect of
mental pathologies. This result could be attributed to the young
age of the patient group and the small sample size. Another factor
found to affect parental stress in MMC is the ambulatory status
of the child. Parents of children with MMC who are able to walk
independently report lower parental stress than the parents of
children who are wheelchair bound [41]. In the current study, the
majority of the patients could not walk and 37.5% of the patients
had an orthopaedic problem. However, just as for hydrocephalus
and urological problems, no difference was determined in respect
of mental pathologies between the mothers of MMC children
with and without orthopaedic problems.

Levels of parental distress may influence parenting behaviors.
High emotional distress and high levels of parental stress may
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impair the abilities of the parents to manage the demands of
complex medical treatments, make medical decisions, and may
also affect the individual behavior that a parent demonstrates
towards their child. For example, personal distress and high levels
of parental stress have been found to decrease parental warmth
and provoke harsh, reactive caregiving [7,10]. Both maternal
and paternal depression have been found to be associated with
more child problems, such as behavioral issues and internalizing
symptoms and family system adjustment [15,18,40]. Therefore,
the evaluation of psychiatric problems of the families together
with children with MMC in particular is important for both the
child and the family members.

In another finding of our study, compared to the control
group, it was found that the mothers of the MMC children used
less active coping and planning from the problem-focussed
strategies. This suggests that the mothers of the children with
MMC were forced to find and implement suitable approaches
directed to resolving problems. There was no difference between
the groups in respect of the skills for resolving emotionally-
focussed problems. Problem-focussed coping strategies directly
resolve or prevent the problems, whereas emotionally-focussed
coping is used to cope with negative emotions originating from
problems [42]. It has been reported that emotion-focussed,
problem-focussed and the use of the two methods together are
useful in the resolution of problems [43]. In this study, 1t was
also showned that of the dysfunctional coping strategies, denial
and behavioural disengagement were used more and focus on
and venting of emotions were used less by the mothers of the
MCC children. These findings were seen to be in parallel with the
increased psychiatric problems in the mothers of the children
with MMC. Dysfunctional coping strategies have been reported
to cause a negative stress reaction, to conceptualise the solution
as difficult or impossible and consequently to cause an increase
in psyciatric problems [29,44-46]. The use of dysfunctional
strategies by the mothers in the current study can be considered
to have impaired psychological adaptation by making resolution
of the problem more difficult and thus, psychiatric diseases
emerged.

In a study by Durukan et al of ADHD children with chronic
diseases and their mothers, the suppression of competing
activities, focus on and venting of emotions and denial subscales
of the COPE and the total scores of dysfunctional coping strategies
in COPE were determined to be statistically significantly higher in
the ADHD group than in the control group, while no difference was
determined between the groups in respect of the children’s age
and gender and the age and educational level of the mothers [34].
In a study which evaluated the mothers of children with chronic
neurological disease, the psychiatric problems of the mothers
were determined at a high rate and their coping capabilites were
seen to be insufficient for the problems created by the chronic
disease [47].

The use of behavioural disengagement and substance use of
the coping strategies that impaired adaptation by the mothers
of children with chronic diseases were found to be related to
psychiatric symptoms in both the mothers and the children [44].
Evaluation of the coping ability of the parents is important as

the coping skills of the parent define the adaptation of the child
and the family to the disease [26]. The use of appropriate coping
methods is important in increasing the quality of life. Previous
studies have shown that by increasing the family ability to cope
and the quality of life, family interventions have decreased
depressive symptoms, increased sharing between parents and
child related to the disease, and increased the efficacy of the
parent [48,49]. Therefore, evaluation of the family system is just
as important as evaluation of the psychosocial functionality of the
child.

Limitations of this study are that the sample size was small,
the psychopathology of the mothers was not determined in a
structured psychiatric interview and it was cross-sectional in
nature. While the scales used in the study are long and allow the
evaluation of many different problemes, it is difficult for those who
fill the scale. In addition, the fact that the measurement tools used
are based on self-report may be considered a limitation in this
study, as in all studies where this method is used, as it may reveal
the tendency of respondents to give false answers (e.g. making
themselves look good or worse than they are). Nevertheless,
this was the first report on the problems experienced, maternal
distress and the coping strategies of mothers of children with
MMC aged 1-72 months, which, we believe, will form a basis for
further prospective, large-scale studies in which the psychiatric
evaluation of the MMC group is made and all age groups are
evaluated.

Conclusion

In conclusion, the results of this study showed that mothers
of children diagnosed with MMC had a higher level of maternal
distress (e.g somatization, obsessive-compulsive, interpersonal
sensitivity, depression, anxiety, hostility, phobic anxiety and
paranoid thoughts ) and that more denial and behavioural
disengagement and less focus on and venting of emotions
from dysfunctional coping strategies and less active coping and
planning from problem-focussed coping strategies were used.
It was also determined that the mothers experienced several
difficulties in areas related to the biopsychosocial functionality
of the disease. In the treatment process of children with MMC,
screening the parents for psychiatric problems, providing the
family with psychosocial support and developing appropriate
coping skills in the mother could provide a positive contribution
to the quality of life of both the child and the family. There is
a need in Turkey for further studies including parents of all age
groups to be able to develop the area of providing social support
for the mothers and other family members of these children.
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