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Purpose: In this study, the differences in psychological status of the parents of children with
moderate disability, associated with neuromuscular diseases (ND), were determined. Methods:
The parents of 35 children, who had ND, were included in the study. The mother was the
primary caregiver in all cases. The Wee-Functional Independence Measurement (Wee-FIM) was
used to evaluate the dependence of children. Parents’ anxiety, depression and Health Related
Quality of Life (HRQOL) levels were assessed using the Beck Depression Inventory (BDI), the
State-Trait Anxiety Inventory (STAI) and the Nottingham Health Profile (NHP). Results:
Mothers’ trait anxiety levels were higher than fathers. State anxiety levels were similar between
two groups (p>0.05). Mothers’ had worse HRQOL, and they were more depressive (p<0.05).
Mothers’ HRQOL was correlated with the time spent with the child, BDI and trait anxiety scores
of mothers, age and education status of mothers and the FIM score of the children (p<0.05).
Fathers’” HRQOL was correlated with time spent with the child, BDI and state anxiety scores of
fathers (p<0.05). Fathers of sons had worse HRQOL, than fathers of daughters (p<0.05).
Conclusion: Mothers and fathers of children with ND presented several differences with
respect to the impact of their caregiving role on psychological status. The vulnerable fathers as
well as mothers should be identified, and psychological support should be provided in time.
Fathers’ active participation in the care may favorably affect the mothers’ HRQOL.

Keywords: Disabled children, Parents, Neuromuscular disease, Quality of life.

Noromuskdler hastaligi olan ¢ocuklarin ebeveynlerinin depresyon,
anksiyete ve saglikla ilgili yagsam kalite diizeylerinin karsilagtiriimasi

Amag: Bu calisma néromdskiler hastaliga (NH) bagh orta diizeyde yetiyitimi olan gocuklarin,
ebeveynlerinin psikolojik durumlarini karsilastirmak amaciyla yapildi. Yontem: Bu calismaya,
NH' olan 35 gocugun ebeveyni alindi. Anne tiim olgularda birincil bakimverendi. Cocuklarin
bagimlilik diizeylerini dederlendirmek amaciyla Wee-Fonksiyonel Bagimsizlik Olgedi (Wee-FIM)
kullanildi. Ebeveynlerin depresyon, anksiyete ve sagdlikla ilgili yasam kalitesi (SIYK) diizeyleri,
Beck Depresyon Olgedi (BDO), Durumluk/Siirekli Kaygr Envanteri (DSKE) ve Nottingham Saglk
Profili (NSP) kullanilarak degerlendirildi. Sonuglar: Annelerin siirekli kaygi diizeyleri babalardan
yiksekti. iki grubun durumluk kaygi diizeyleri ise benzer bulundu (p>0.05). SIYK annelerde
daha kétlydu ve annelerin depresyon diizeyleri babalardan daha yiiksekti (p<0.05). Annelerin
SIYK'si, Wee-FIM puani, cocuk ile harcanan zaman, anne yasi ve egitim durumu, BDO ve siirekli
kaygi puani ile iliski gésterdi (p<0.05). Babalarin SIYK'si ile cocukla beraber olunan siire, BDO
ve durumluk kaygi puani arasinda iliski saptandi (p<0.05). Ogullari olan babalarda SiYK, kizlari
olan babalara goére daha kotliydi (p<0.05). Tartisma: Anne ve babalar, NH olan gocuklarina
bakim vermenin psikolojik durumlarina etkisi agisindan gesitli farkliliklar gostermektedir. Cesitli
duyarliliklari olan anneler ve &zellikle de babalar belirlenmeli ve gecikmeden gerekli psikolojik
destek almalar saglanmalidir. Babalarin gocuklarin bakimina aktif olarak katilmasi, annenin
SIYK’sini olumlu etkileyebilir.

Anahtar kelimeler: Yeti yitimi olan gocuklar, Ebeveyn, Néromuskdiler hastalik, Yagam kalitesi.
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Main goals of rehabilitation in progressive
neuromuscular diseases (ND) are to reduce the
complications of the disease, maintain the
functional independence level and improve quality
of life.! Rehabilitation requires a multidiciplinary
approach, including various health professionals.?
Various needs regarding medical, physical, and
emotional care of the children with ND place the
parents in the multidisciplinary team, whether they
are equipped for this role or not.3 Given the fact
that the necessary support, training and
information regarding care needs are not adequate
in many instances, dealing with
coordination of care may cause exhaustion and
overwhelming feelings due to the management of
whole process. The parents may experience
profound physical, psychological, social, and
financial strain. Their adaptive skills, anxious or
depressive personality traits and
psychopathological distress in various dimensions
may influence their coping with and attitude
towards this inevitable major life change.*
Therefore, careful assessment of psychological
status is one of the most important factors,
contributing to treatment and rehabilitation in
neuromuscular diseases.

Former studies regarding children with ND
mainly focused on the disease-specific problems
such as intensity of the disease, being congenital or
acquired genetic factors, bladder and bowel
problems, sensational and cognitive deficits. In
subsequent studies, the meaning of the child’s
functional status for the family was explored. This
approach brought the activities of daily living
capacity of the child and his/her dependency upon
parents during care, to the fore.> In ND, care
needs increase, as the disability of the child
increases. Therefore, roles of the family in
childhood care change inevitably through the
successive stages of the disease.® It was reported
that the anxiety, nervousness, tiredness, and
hopelessness of parents were associated with the
increasing  physical  dependency and  the
progression of the Duchenne muscular dystrophy
(DMD) with children over 13 years old.”

Examining the health related quality of life
(HRQOL) can provide information about the

extensive
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broad impact of the disease on parents’ physical,
psychological and social well-being or functioning,.
Psychological status and HRQOL of parents,
beginning from the early stages of the ND, when
child needs only moderate assistance, deserves
evaluation. A greater understanding of strategies
that can be implemented to maximize positive
outcome, would be possible promptly.o’
Therefore, Cohen suggested that “managing the
illness in the context of total family life was
associated with the best medical outcome.”®

Although studies about family perspectives of
chronic pediatric conditions are getting more
prevalent, adequate information is lacking about
the the gender differences within the process of
illness adaptation. As a matter of fact, role of
fathers is neglected in psychosocial studies
involving families with a chronically ill child.10

This may be associated with the
predominance of mothers in the role of primary
caregiver and the presence of mothers within the
clinical settings. Fathers, who are considered to
have an important role as a support person both
for their spouse and children in the family systems
perspective, usually do not appear as often as
mothers in clinical settings. They usually play a less
active role in the care of their disabled children,
and a great effort is required to integrate them into
clinical studies.® Mothers universally have more
parental responsibilities than fathers and centre
their lives on the child’s illness.

Few studies have explored gender-differences
in the experience of parenting of a child suffering
from hearing impairment, intellectual disability,
diabetes, cancer, or a variety of chronic diseases.
There is a lack of study for progressive ND.!!
Moreover, very few studies have compared
parents within the same family. Although there is
contradictory and inconclusive findings, studies
have shown that significant differences exist
between mothers and fathers in several domains,
including adaptation, perception of severity of
illness, social support needs, self-esteem, coping
behaviouts, and involvement in the care of the
child.12

This exploratory study aims to assess the
differences in anxiety, depression and HRQOL
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between mothers and fathers of children with
moderate disability associated with ND. We also
aimed to identify the correlates of HRQOL in
both groups.

METHODS

Parents of the children diagnosed with ND at
least two years ago and with a need of mild to
moderate assistance while performing activities of
daily living, were included in this study. Children,
who were medically unstable, or with cognitive
impairment, were excluded. Among the parents of
children who fulfilled the inclusion criteria (n=59
parents), twenty four fathers refused to participate
in the study. Therefore, parents of 35 children (15
females, 20 males), who gave informed consent,
were included in the study. No significant
differences were found between participating and
non-participating parents regarding illness factors
or sociodemographic variables.

Questionnaires, which took approximately 30
minutes to complete, were applied to the
participants by the same researcher, in a private
room in the clinic, by using a face-to-face
interview technique. This study was performed
according to the Helsinki Decleration (2008)
principles.

Measures

Information regarding the age and gender of
the child, duration of the disease, social insurance,
number of siblings, attendance to school, person
who took over the care of the child were obtained.
Marital status (married/divorced/living separate),
age (years), education (years), and working
(working/not working) status of the mother and
father, time spent with the child, and psychiatric
disease history (present/absent) of the patrents
were recorded. Additionally, parents were asked if
they received help for caring for the child, or not.
The person who helped to the parents for care
activities was also recorded.

Wee-Functional ~ Independence = Measure
(Wee-FIM), which consists of 18 items on self-
care, sphincter control, mobility, locomotion,
communication, and social integration parameters,
was used to evaluate independence level of
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children in activities of daily living. Each item of
Wee-FIM has a scoring of 1-7 points, so total
score range of the Wee-FIM is 18-126 points (18-
36 points: completely dependent, 37-90 points:
needed to supervision and assistance while
performing activities, 90-126 points completely
independent).!3

Beck Depression Inventory (BDI), which is a
self-rating instrument developed by Beck and his
colleagues, in order to identify potential cases of
depressive illness and to measure the severity of
twenty one depressive symptoms on a 4-point
scale ranging from 0-3 points, was used in this
study. The total maximum score of this inventory
is 63 points, and the optimum cut-off point was
found to be 16/17 points, in the reliability and
validity study of Turkish version, in accordance
with the original study.!4

State-Trait Anxiety Inventory (STAI), which
has been shown to be valid in Turkish language,
was used for assessment of the anxiety levels of
the parents in this study. State anxiety refers to the
subjective and transitory feeling of tension,
nervousness, and worries at a given moment, and
consists of 20 statements that evaluate how the
respondent feels "right now, at this moment".
Trait anxiety consists of 20 statements that
evaluate how the respondent feels "generally”, and
refers to relatively stable individual differences in
anxiety proneness as a personality trait in the
tendency to perceive and respond to stressful
situations with elevations in the intensity of state
anxiety reactions. Each STAI item is given a
weighted score of 1 to 4. A rating of four indicates
the presence of high levels of anxiety for ten state
anxiety items (Number 3, 4, 6, 7, 9, 12, 13, 14, 17
and 18) and eleven trait anxiety items (Number 22,
24,25, 28, 29, 31, 32, 35, 37, 38, 40). A high rating
indicates the absence of anxiety for the remaining
10 state anxiety items and nine trait anxiety items.
Scores for both the state anxiety and trait anxiety
scales can vary from a minimum of 20 to a
maximum of 80. Usually a cut-off score >40
points is used in prior studies.!>

The HRQOL of the parents were assessed by
Turkish version of the Nottingham Health Profile
(NHP), which is a self administered questionnaire,
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assessing the subjective perception of physical,
emotional, and social aspects of health. Energy,
pain, physical mobility, emotional reactions, sleep,
and social isolation are the evaluated health
dimensions in NHP. The subjects were asked to
answer the questions in the profile as yes or no.
Higher scores on the NHP indicate worse quality
of life.16

Statistical analysis:

SPSS version 15.0 was used for the statistical
analyses. Descriptive characteristics of the children
and parents were presented as meantstandart
deviations, frequency and percentages. Most of the
variables were not normally distributed except
STAI state anxiety scores. We used either a
Wilcoxon’s signed rank test for dependent samples
or paired sample t test, as appropriate, to compare
the fathers over mothers. Correlations were
calculated using Spearman correlation coefficients.
Level of significance was set at p<0.05. Mann
Whitney U test was used for the comparison of
NHP scores between the parents who had male or
female children.

RESULTS

Mean age of the children in this study was
8.37+3.80 years. Among 35 children, 22 (62.86%)
had DMD, 8 (22.86%) had spinal muscular
atrophy, and 5 (14.29%) had other ND. The mean
duration of the ND was 6.07£3.25 years.
According to the mean Wee-FIM scores
(74.74£33.22 points), children needed only
observation and moderate help during mobility,
locomotion, and activities of daily living.
Demographic data (gender, social insurance,
number of siblings, and attendance to school) of
the children are presented in Table 1.

Primary caregiver in each case was the
mother. Twelve (34.28%) mothers reported that
they were receiving help for caring their children.
This help was obtained from fathers in seven cases
(20%), grandmothers in three cases (8.57%), and a
professional caregiver in two (5.71%) cases. The
mean age of parents did not differ significantly
(mothers:  34.88%£7.08 years and fathers:
39.231+7.88 years) (p>0.05). Education level and
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working status of the parents are presented in
Table 2. Education status of the mothers was
lower than that of fathers (9.7913.55 and
11.6£3.33 years, respectively) (p<0.05). All parents
were married but only 16 (45.71%) were living
together, and the remaining 19 parents (54.29%)
were living separately. There was no self-report
history of ever having been diagnosed with a
psychiatric disorder. Mothers were spending more
time with their children than the fathers
(16.85%8.63 hours and 4.52%3.15 hours in a day,
respectively) (p<0.05).

Comparison of anxiety, depression and
health related quality of life

Mothers’ trait anxiety levels were higher than
those of fathers; however, state anxiety levels did
not differ significantly between mothers and
fathers (Table 3). Sixty percent of mothers scored
above the cut-off point in state anxiety and 90%
of them were above in trait anxiety scores. Forty-
three percent of fathers scored above the cut-off
point in state anxiety and 76 percent of them were
above the trait anxiety cut-off point. Mothers’
NHP scores were higher (worse HRQOL) than
fathers, and they were more depressive (Table 3).
Thirty percent of mothers scored above the cut-
off point in BDI, 10% of fathers scored above the
cut-off point. Normative data was not available for
NHP scores for Turkish version.

Correlates of health related quality of life

Correlation analyses were performed in order
to investigate the factors related with HRQOL of
the mothers and fathers. The mean total NHP
score of the mothers was positively correlated with
the time spent with the child (rho=0.60, p<0.001),
their BDI score (tho=0.71, p=0.01), their trait
anxiety scores (tho=0.38, p=0.04) and negatively
correlated with the FIM score of the children
(tho=-0.50, p=0.005), their age (tho=-0.34,
p=0.048) and education status (tho=-0.341,
p=0.047). The mean NHP total score of fathers
was correlated with time spent with the child
(tho=0.40, p=0.001), and their BDI scores
(tho=0.82, p<0.001) and their state anxiety scores
(tho=0.47, p=0.04). Education status, age and
income were not correlated with NHP scores of
fathers. Fathers’ HRQOL was not related with
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NHP scores or anxiety and depression levels of
their spouses. Fathers who had a son had higher
NHP scores, (worse HRQOL) than fathers who
had a daughter (64£58 versus 29152, respectively,
p<0.05). Mothers NHP did not differed with
respect to gender of their children (p>0.05).

Table 1. Demographic characteristics of the
children.

n (%)

Gender

Female 15 (42.9)

Male 20 (57.1)
Number of siblings 1.37+0.94
Social insurance

Present 31 (88.6)

Absent 4 (11.4)
Attendance to school

Yes 16 (45.7)

No 19 (54.3)

Table 2. Education levels and working status of
parents.

Mothers Fathers
n (%) n (%)
Education level
Primary school 19 (54.3) 11 (31.4)
High school 7 (20.0) 10 (28.6)
University 9 (25.7) 14 (40.0)
Working status
Working 8 (22.9) 34 (97.1)
Not working 27 (77.1) 1(2.9)
DISCUSSION

Multidisciplinary team approach is essential in
management of children with ND. Although this
team may vary depending on the age of the child,
the level of development, the severity of the
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condition, and the availability of the services,
parents are always the inevitable members, having
an active participation in every phase.!3 To the
best of our knowledge no studies have investigated
the parents of the children in early stage of ND,
with respect to the impact of caregiving role, on
their psychological status and HRQOL. The major
differences between fathers and mothers of these
children have not ever been explored.

Our study highlights that parents had
substantial anxiety although their children were
moderately dependent. Trait anxiety level was
found to be higher in mothers in this study,
although state anxiety level did not differ between
two groups. Actually the anxiety levels of both
mothers and fathers were above the frequently
used threshold (STAI score >40 points).!> We
found that mothers were more depressed and had
worse HRQOL as compared to fathers.

It has to be noted that caregiving tasks were
not equally shared between partners. They were
primarily on the basis of caregiving role. Primary
caregiver in each case was the mother in this study.
Accordingly, mothers were spending almost all of
their times in caring for their children
(mean=16.85 hours per day); however, fathers
were spending significantly less time with their
children. As in many other countries, fathers are
generally the ones who earn a living for the family
in Turkish culture. Thus, mothers usually meet
almost all of the demands of care giving and spend
much more time with the child.!” In accordance
with the literature, the findings of this study
pointed out that having a child with a disabling
progressive disease has not modified this
traditional role-sharing.!! Previous studies also
suggest that mothers feel more responsible for the
care and upbringing of the child with a disability,!®
and  fathers take on  fewer  parental
responsibilities.1?

Additionally overmentioned studies show that
mothers are at higher risk for problems adjusting
to the demands of their parental role and endure
greater stress from physical care of the child and
the emotional effects of the child’s disabilities.?1220
In accordance with the literature, the mothers in
this study who were spending almost all of their
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Table 3. State-Trait Anxiety Inventory, Beck Depression Inventory and Nottingham

(NHP) scores of the parents.
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Health Profile

Mothers Fathers
MeantSD MeantSD p

State-Trait Anxiety Inventory

State anxiety 43.65+5.8 41.05+6.68 0.12

Trait anxiety 48.34+6.69 43.64+4.53 <0.001
Beck Depression Inventory 16.42+23.65 11.02+24.61 0.02*
Nottingham Health Profile

Energy level 42.31+£39.01 11.12424.34 <0.001

Pain 17.06+24.37 3.78+7.1 <0.001

Emotional reaction 38.91+£38.47 17.8+£21.1 0.01*

Social isolation 28.23+35 6.29+15 <0.001

Sleep 23.22+26.5 7.34+12.19 0.01*

Physical activity 10.66+15.14 3.24+6.49 <0.001

Total 157.14+145.68 49.6+57.44 <0.001
*p<0.05.

times with their children, might be more prone to
psychosocial problems than fathers, beginning
from the early stages of the ND. Mothers’
HRQOL was found to be worse than fathers’, in
all parameters (energy level, pain, social isolation,
emotional reactions, physical activity, and sleep
dimensions). As mothers were the primary
caregiver of the child, with only 34% of them
receiving help for this task, they might experience
persistent parenting stress with the ill child. On
the contrary, almost all fathers were working, and
consequently they might experience a greater
distance to medical field and exposed possibly less
disease-specific parenting stress compared to
mothers.

Mothers might have high involvement with
regards to caring for the child. Mothers probably
organized their life around the child and were
dissatisfied with the distribution of tasks. Spending
almost all of the day for caring; a full-time
occupation often requires a lifestyle change for the
mothers, which means that they have no time or
energy to meet their other needs for well-being.
They might feel limited by the boundaries,

imposed by the illness, lacking any personal space
in which to develop as a person. In brief, this
traditional unequal distribution of responsibilities
might result in a sense of injustice and might
increase mothers’ stress as suggested in previous
studies.?!

Besides it should be noted that 54.29% of the
couples included in this study were living apart
from each other although they were married
legally. Hornby states that fathers of a child with a
disability experience more couple-related distress
and leave the family more often than other
spouses.?’” The presence of the child with a health
problem may destabilize the marital dynamic. The
demands of the child’s condition may jeopardize
the couple’s relationship. However, given that
mothers needed support for the demands of
caregiving for their children with ND, being a
single mother would increase their psychological
distress obviously. Impairment of the family
integrity, in addition to the increasing parental
responsibilities of mothers might have contributed
to the worse HRQOL in mothers beginning from
the early stage of the disease. Actually, studies
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showed that marital conflicts about homemaking
tasks and emotional support have the most
negative influence on the perception of
mothers.?223

We found that HRQOL of mothers was
getting worse, with increasing dependency level
and time spent with the child. Depression and trait
anxiety levels were also related with HRQOL of
mothers. These anticipated findings were
repeatedly reported in the previous caregiver
research though some contradictory findings exist
with respect to the association of dependency level
to HRQOL.324

In our study, it was found that, age and
education status of mothers were weakly
correlated with HRQOL of mothers. The
HRQOL of mothers increased, as their age and
level of education increased. Previous studies
suggested that coping mechanisms may mediate
the impact of caregiver age on quality of life.”3
Studies indicated that as the level of education
rises, anxiety levels decrease and HRQOL increase
in both males and females.23

A research group examined the effect of
education on anxiety level of parents who have
children with intellectual disability, and found that
after a structured education with respect to the
health problem of the child, anxiety level of
mothers significantly decreased.?>

With increasing time spent with the child,
HRQOL is getting worse in fathers as well;
however, the relation was weaker as compared to
mothers. Moderate relation between dependency
level and HRQOL, found in mothers, did not exist
fathers. This was an expected finding since they
were not primary caregivers, and they were
spending less time with the child. In other words,
they were less exposed to the disability of their
children and relevant demands. Actually, more
than half of fathers were apart from their spouse
and children. Many studies show that marital
satisfaction is important for fathers as well as
mothers.26 Heaman states that fathers present
more stress relating to time needed to be spent
with their wife without the child being present.26
Nevertheless in our study, fathers’ HRQOL was
not found to be related with psychological status
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and HRQOL of their spouses, a finding consistent
with most of the fathers being apart from the
family. Their being apart from the family might
have implications about their comparable state
anxiety to their wives, as well. Fathers HRQOL
was related with their depression level strongly and
state anxiety level moderately, which was a
frequently reported finding in care giver
literature. 420 It has been reported that child’s
chronic illness has an impact on the sense of
competence and selfesteem of fathers. They
appear to derive low satisfaction from their ill
child and feel inadequate in caring for him or her.
Consequently, they become less involved and
detached from the child. They were found to be
more concerned about social acceptance of the
child.2+

Fathers” HRQOL was not found to be related
with their educational level, age or income.
Hornby suggests that social class, educational level
and income are inversely related to the stress felt
by fathers.?” In previous studies, it has been
reported that fathers present more stress in
connection with their financial ability to meet the
child’s needs as compared with mothers.820 The
fathers in this study seemed to keep their distance
from the problems, which was reported to have an
impact on quality of life in the literature. However,
we found that fathers of sons had worse HRQOL
than those of the fathers of daughters. Mothers
HRQOL did not differ with respect to gender of
their children. This finding worth to discuss as
there are similar findings in the relevant literature.
Compared with the mothers, the fathers’
experience and stress levels are more affected by
the gender of their children.?® This finding may be
related to the fathers’ high expectations of their
sons. The father may have more trouble adjusting
to a son’s health problem, than a daughter’s and
adapting his expectations of the son, accordingly.
Traditional role of fathers, particularly with boys,
chiefly involves playing with the child,* and
opportunities for play may be restricted when the
child is severely disabled.?

In this study, trait anxiety and depresion levels
were found to be higher in mothers. Although
some studies indicate no significant difference in
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terms of overall anxiety, depression or self-esteem
between fathers and mothers,?® other studies show
that the experiences of fathers and mothers
differ.130 Latter studies indicate that the mothers
of a child with a health problem are more likely to
feel depressed and experience greater emotional
distress than fathers. Above all, these are expected
findings based on the literature on gender
differences, leading to the hypothesis that mothers
would report more anxiety, distress, and
complaints  than  fathers. However, both
depression and anxiety levels were evaluated by
self-report scales in our study. These differences
often result from the fact that fathers and mothers
of a child with a health problem experience this
situation in different ways.!” Mothers tend to deal
with their stress by expressing their emotions.
Women are generally recognized as ascribing more
importance to their feelings and emotions.
However, this type of strategy is rarely employed
by fathers.2231

Being apart from their spouses may affect
psychological status. Compas and Williams stated
that mothers living alone, had higher levels of daily
stress, and depression due to personal and familial
health problems.’? Kronenberger and Thompson
indicated that mothers having children with
physical disability needed more support than the
others, and marital quality had an important
impact on their psychological health.33

The results of many studies reflect major
stoicism in fathers of children with a health
problem. Social standards often make it difficult
for fathers to cry in the presence of others. In
addition, fathers mostly use the avoidance strategy
which involves evading, escaping from or denying
the problem. This strategy, is suggested to be
reinforced by traditional gender roles, where men
need to hide their vulnerability.20.2231 On the other
hand these fathers reported similar state anxiety to
their spouses. We may tentatively speculate that it
is because these fathers were requested to fill out
the state anxiety questionnaries (given that state
anxiety refers to the subjective and transitory
feelings of tension, nervousness, and worries at a
given moment) in the rehabilitation setting of their
children, where they did not have the chance of
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escaping from or denying the health problem and
would feel inevitably anxious.

The main limitation of the present study is the
low number of subjects involved. The reason for
the limited number of parents, who accepted to
participate in the study, stems from the inclusion
criteria that necessitate evaluating both mothers
and fathers of each child. Many fathers’ refused to
participate in the study. Although it was not
possible to incorporate into the data of the study,
refusal of many fathers was an important
observation for this study, which we may
tentatively interpret that these fathers were
considering this situation as humiliating or denying
the health problem of their children. Another
limitation was the lack of a control group
consisting of the parents of children without a
disability. We confined the study to the
comparison of mothers’ and fathers’ psychosocial
characteristics.

Psychological ~well-being of parents of
children with ND is important for the success of
rehabilitation and treatment of the child. Thus,
parents of children with ND should be screened
periodically to determine the level of stress they
are experiencing and what factors might be
contributing to this stress, beginning from the
early stages of the ND. Parents with poor
psychological status should be referred for further
evaluation and counseling. Professionals should
take into account the needs and resources of the
families, when developing a child’s treatment plan.
The child’s program should not place excessive
demands on parents since this could increase their
stress levels. Parents should be supplied with
information concerning the disease, progress and
treatment plan. Education might decrease the
parents’ distress level. However, if such
information is not requested, it should be given
when the professionals feel parents can handle it.
Particularly fathers may deny health problem of
their children, and avoid any contact with health
care team. Implementing psychological evaluation
and support may enable fathers, to get through
this situation. Psychological intervention by
professional means may contribute to the active
participation of the fathers in the caregiving
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process. Besides modification of the distribution
of parental responsibilities, which was previously

based on the traditional roles, should be
considered, by wusing the necessary social
interventions, because involvement of both

parents in the care of the child is crucial for the
child’s successfull treatment. Moreover, family
cohesiveness, cooperation, and participation of
family members in the care of the ill child, appear
to enhance father’s marital satisfaction and
involvement in the care of the ill child. When
fathers take fewer responsibilities, mothers lack of
other psychosocial support, may feel overloaded,
dissatisfied with the distribution of tasks, resulting
in increased anxiety and depression, and decreased
quality of life. Consequent frustration may
interfere with caregiving responsibilities. Today,
fathers are expected to play a greater role in
parenting, especially in our increasingly mobile
society where extended families are not always
available for support. Consequently, parenting and
care research also must focus on fathers’ roles and
responses to various experiences. Inclusion of
fathers in health care research, can be a challenge,
but needs to be performed. The care of a child
with ND is a team effort beginning from the early
stages of the disease. Family-centred interventions
which include both mothers and fathers in the
team, would contribute to the successful
management of children with ND.
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