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Research Article

Psychological distress, burnout, sense
of coherence and social support among
caregivers of cerebral palsy children

Saima wagar">*,Rabia Mushtag3, Hafiz Muhammad Manan Haider Khan#
ABSTRACT

Background: Caregivers of children with cerebral palsy face
significant psychological distress and burnout due to caregiving
demands. Protective factors like a strong sense of coherence and
social support may mitigate these effects.

Objective: to assess the relationship between psychological
distress, burnout, sense of coherence, and social support among
caregivers of cerebral palsy children.

Methodology: A cross-sectional study was conducted on n=100
caregivers of CP in the National Institute of Rehabilitation Medicine
(NIRM) from June to December 20222. The data was collected
through a purposive sampling technique from the caregivers of the
CP children in the outpatient and inpatient departments of NIRM.
Urdu-translated versions of the Depression, Anxiety & Stress Scale
(DASS), Parental Burnout Assessment (PBA), Multidimensional
Perceived Social Support, and Orientation of Life Scale (sense of
coherence) were administered to collect the data.

Results: The higher parental burnout was strongly correlated with
higher overall psychological distress(r=0.64), and moderate
negative correlation (r=-0.45) with perceived social support. A
higher intercorrelation of depression, anxiety, and stress (r=0.77
to 0.93) was observed. There were also strong negative
correlations of sense of coherence across depression r=-0.62,
anxiety (r=-0.55), and stress (r=-0.51). The MPSS had a moderate
negative correlation (r=-0.41) with distress. The MSPSS also
showed a Moderate positive correlation (r=0.57) with a sense of
coherence.

Conclusion: It was concluded that caregivers of Cerebral palsy
children are psychologically distressed and have burnout that
effect their mental health. With an increasing sense of coherence
and social support, their mental health can be supported.

Keywords: Cerebral palsy; caregiver; depression; burnout; social
support; sense of coherence.
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INTRODUCTION

Caregivers of children with cerebral palsy (CP)
experience burnout, and varying levels of social
support, which profoundly impact their mental
health [1]. Studies report high levels of stress, with
nearly half experiencing elevated parental stress,
particularly in the domain of parental distress[2, 3].
Factors such as the severity of the child's condition,
frequent hospitalizations, and lack of respite
contribute to this distress [1, 4]. Additionally,
caregivers often prioritize their child's needs over
their own, leading to feelings of unpreparedness
and emotional challenges[3, 4]. Social support plays
an importing role in mitigating stress; however,
many caregivers still report unmet needs for
professional and familial support [5].

Recent literature highlights
significant psychological  distressand  burnout
among caregivers of children with cerebral
palsy (CP) in Pakistan, revealing a pressing need for
targeted interventions[6-10]. Caregivers experience
heightened stress levels, which negatively impact
both their well-being and the developmental
outcomes of their children[6, 7]. The prevalence of
CP in Pakistan, estimated at 2 to 3 per 1000 children,
exacerbates caregiver  burden, with studies
indicating a strong correlation between child
behavior and caregiver stress[7]. Systematic
reviews emphasize the importance of social
support and the psychological needs of caregivers,
suggesting that participation in support groups can
alleviate stress and improve quality of life[8, 9].
However, there remains a research gap
in longitudinal studies specifically addressing the
unique challenges faced by Pakistani caregivers,
particularly regarding their sense of coherence and
the effectiveness of support mechanisms[10].

In Pakistan, while there is extensive research
on the psychological impacts of caregiving for
cerebral palsy. However limited data exists on how
psychological factors like sense of coherence (SOC)
and social support interact with burnout and
distress in this population. This study will help to
understand the interplay between psychological
distress, burnout, SOC, and social support. It will
guide to develop of targeted mental health
interventions to improve the quality of life for
caregivers of children with CP.

MATERIALS AND METHODS

Study design & setting: The cross-sectional
research Study was conducted in the psychology
department of NIRM (Rehabilitation unit) of
Islamabad, Pakistan in 2022 from June to December
for 6 months approximately (No. F.1-127/06-NIRM).

Selection criteria: Inclusion criteria were 25-55
years old caregivers of cerebral palsy children

between 3-13 years without any medical or
psychological illness were included in the study. The
educational status of the caregivers was matric and
above. Uneducated participants were not included
in the study.

Sample size: The sample was n=99 caregivers of
cerebral palsy children calculated by setting the
effect size (f2) small (0.13), probability of alpha (a)
error was set at 0.05, power (1-B) was set at 90%,
with three predictors. The data was collected from
n=100 participants through a purposive sampling
technique.

Outcome measures & tools: Psychological
distress in terms of depression, anxiety, and stress
were measured through Depression, Anxiety Stress
Scale (DASS) Urdu version[11], parental burnout
was measured with Parental Burnout Assessment
(PBA)[12], Social support was measured with
Multidimensional ~ Perceived  Social  Support
(MPSS)[13], and Orientation of Life Scale (OLS)[14]
used for sense of coherence among caregivers of
cerebral palsy children.

Data collection procedure: After obtaining the
consent from the participants the questionnaires
were administered on the caregivers. Every
participant filled the questionnaire individually as
the instructions were mentioned on the
questionnaires.

Data Analysis procedure: After taking the data
from the participants analysis was done on SPSS.
Reliability of all the scales were measured on the
present sample. To determine the relationships and
differences was analyzed through Pearson’s
correlation, and independent t-test and mediation
analysis was done through Multiple linear
regression. The SPSS version 23 was used for data
analysis.

RESULT

Many of the caregivers were female (74%)
accounting for mothers (68%) and belonging to the
25-35 years (47%) age category. Most caregivers
(68%) had a secondary school certificate. (figure 1)

The Mean of the parent burnout assessment
(PBA) score is 72.19+27.08, with high reliability (a =
0.91). The actual range (23 to 134) is narrower than
the potential range (7 to 161), indicating scores
cluster within a limited segment of the scale.
Moreover, Skewness (0.43) and kurtosis (-0.64)
indicate a slightly positively skewed and platykurtic.
The depression, anxiety, and stress scale (DASS)
were high reliability overall (a =0.94) and
throughout subscales (Depression=0.85,
Anxiety=0.84, Stress=0.85). The mean scores for
depression (16.13£4.84), anxiety (15.06%4.53), and
stress (17.18+4.67) are moderately high, implying
caregivers experienced significant distress. The
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subscale distributions were slightly positively
skewed skewness and kurtosis values near o, close
to normal. The Sense of Coherence (SOC) on the
orientation life scale (OLS) also showed high
reliability (a=0.89) with a mean score (of
49.61%16.35) indicating moderate coherence among
caregivers. The distribution is nearly symmetrical
and normal (skewness=0.05, kurtosis=0.08). The

reliability of the Multidimensional Scale of
Perceived Social Support (MSPSS) in current data
showed very high reliability (a=0.96). The mean
score (43.03%18.98) suggests moderate levels of
perceived social support. It distribution is also
nearly normal and slightly platykurtic (kurtosis=-
0.92). (table 1)
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Figure 1: Frequency of demographics of Caregivers of Cerebral Palsy (n=100)

Table 1: Descriptive Statistics and Alpha-Reliability Coefficient of Variables among Caregivers of Cerebral Palsy
Children (n=100)

. Range X

Variables k a M SD Actual g Potential Skewness Kurtosis
PBA 23 0.91 72.19 27.08 23-134 7-161 .43 -.64
DASS 21 0.94 48.44 13.09 22-82 4-84 .21 -.45
Depression 07 0.85 16.13 4.84 7-28 4-28 22 -.36
Anxiety 07 .84 15.06 4.53 7-28 4-28 .28 -.50
Stress 07 .85 17.18 4.67 7-28 4-28 24 .48
SOC 13 .89 49.61 16.35 13-91 7-91 .05 .08
MSPSS 12 .96 43.03 18.98 12-84 7-84 .04 -.92

PBA- parent burnout assessment; DASS- depression, anxiety, and stress scale; SOC- Sense of Coherence; MSPSS- Multidimensional Scale of

Perceived Social Support; SD-standard deviation; M- Mean

The above table 1 shows the frequency and
percentage of each demographic variable of the
study.

The higher parental burnout was strongly
correlated with higher overall psychological
distress(r=0.64), and depression(r=0.66), while had
a strong negative correlation (r=-0.71) with a sense
of coherence (soc) on also and moderate negative
correlation (r=-0.45) perceived social support. The
higher intercorrelation of depression, anxiety, and
stress (r=0.77 to 0.93) was observed, indicating
these constructs are closely related components
and overall distress. They also had strong negative
correlations of sense of coherence across
depression r=-0.62, anxiety (r=-0.55), and stress (r=-
0.51). The MPSS had a moderate negative
correlation (r=-0.41) with distress. The MSPSS also

showed a Moderate positive correlation (r=0.57)
with a sense of coherence. (Table 2)

The female caregivers exhibit significantly
higher than males in overall distress (p=0.01),
including depression (p=0.01), anxiety (p=0.03), and
stress (p=0.02). This highlights the emotional
burden they experience more acutely than their
male counterparts. On the other hand, no
statistically significant (p=0.08) gender difference
was observed, though males show a slightly
stronger SOC. While male caregivers perceive
significantly ~ higher (p=0.02) social support
compared to females. (table 3)
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Table 2: Correlation between burnout, psychological distress, sense of coherence & social support among caregivers
of Cerebral palsy children.

PBA  DASS (Total)  Depression Anxiety Stress OLS (SOC)  MSPSS
PBA - 0.64" 0.66"" 0.58"™ 0.54" -0.71" -0.45"
DASS (Total) - 0.92™ 0.91" 0.93™ -.63" -0.41"
Depression - 0.77" 0.79” -0.62™ -0.43"
Anxiety - 0.78™ -0.55" -0.39™
Stress - -0.51" -0.32"
OLS (S0C) - 0.57"
MSPSS -

Level of significance- p<0.001**#*, p<0.01*¥*, p<0.05%; PBA- parent burnout assessment; DASS- depression, anxiety, and stress
scale; SOC- sense of coherence; MSPSS- multidimensional scale of perceived social support ; OLC- orientation life scale

Table 3: Gender-based comparison of psychological distress (depression, Anxiety & Stress), Sense of Coherence, and
Social support

Group Male Caregivers Female caregivers
(n=26) (n=74)
Mean SD Mean SD t(df) p-value Cohen’s d

PBA 65.62 22.90 74.50 28.19 1.44(98) .15 .08
DASS 43.00 10.20 50.35 13.51 2.53(98) .01* .06
Depression 14.15 4.22 16.83 4.88 2.48(98) .01* .06
Anxiety 13.46 4.03 15.62 4.59 2.13(98) .03% .50
Stress 15.38 3.66 17.81 4.84 2.33(98) .02% .57
SOC 54.46 16.43 47.91 16.08 1.77(98) .08 .40
SS 50.73 17.21 40.32 18.93 2.47(98) .02% .58

Level of significance- p<0.001***, p<0.01**, p<0.05%;PBA- parent burnout assessment ; DASS- depression, anxiety, and stress
scale ; SOC- sense of coherence; MSPSS- multidimensional scale of perceived social support ;SS-social support

The result showed that the difference between
less educated and highly educated caregivers were
not statistically significant (pz0.05) regarding
burnout, psychological distress (depression,
Anxiety & Stress), and social support. But Sense of
Coherence was significantly (p=0.03) higher in
highly educated caregivers than less educated.
(table 4) the indirect pathway indicates that
burnout does not significantly affects {B=0.12,

SE=0.04, p20.05, 95% Cl=(0.05, 0.20) psychological
distress through SOC. burnout has a significant
direct effect {$=0.19, SE=0.05, p<0.05, 95% Cl=(0.09,
0.29)} on psychological distress, even when SOC is
included in the model. The total combined effect
(direct + indirect) shows that burnout has a strong
and significant  {B=0.31, SE=0.037, p<0.05,
95%Cl=(0.23, 0.38)} overall effect on psychological
distress. (table 5)

Table 4: Comparison based on Education in caregivers

Less Educated

Highly Educated

Group (n=68) (n=32) t(df) p-value Cohen’s d
Mean SD Mean SD
PBA 73.43 27.00 69.53 27.51 .67(98) .51 -
DASS 49.71 12.95 45.75 13.19 1.42(98) 16 -
Depression 16.53 4.73 .28 5.06 1.20(98) .23 -
Anxiety 15.35 4.25 14.44 5.09 -94(98) 35 -
Stress 17.72 7.73 16.03 4.38 1.70(98) .09 -
SOC 47.16 16.49 54.81 14.98 2.22(98) .03* 0.49

SS 40.75 19.02 47.88 18.23 1.77(98) .08 -

Level of significance- p<0.001***, p<0.01**, p<0.05%; PBA- parent burnout assessment; DASS- depression, anxiety, and stress
scale ; SOC- sense of coherence; MSPSS- multidimensional scale of perceived social support; SS-social support; SD- standard

deviation

Table 5: Mediating role of sense of coherence between Burnout & Psychological Distress among caregivers of
cerebral palsy children (N=100).

95% Cl
Effect E -val
ec B S p-value Lower  Upper
Indirect Effect (a*b) 0.12 0.0 - 0.0 0.20
Burnout—Sense of Coherence—Psychological Distress ) o4 e :
Direct Effect ('c) o
Burnout— Psychological Distress 19 0-95 000 o9 i
Total Effect (¢) 0.31 0.037 0.00%** 0.23 0.38

Burnout —Psychological Distress

Level of significance- p<0.001**%*, p<0.01**, p<0.05%; 6 -beta; SE-standard error; Cl - confidence level
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Figure 2: mediation model indicating direct, indirect paths and their significance

The model suggests that a Sense of Coherence
partially mediates the relationship between
burnout and psychological distress. From the above
model, it can infer a partial mediation effect of
social support through burnout and psychological
distress, but it is not significant. (Figure 2)

The direct effect of burnout on psychological
distress is a statistically significant positive

relationship  (f=0.28, p<0.001). However, the
indirect effect suggests that social support does
not mediate the significant (B=0.34, p=0.05)
relationship between burnout and psychological
distress. The total effect confirmed that burnout
has a strong and significant (B = 0.31, p < 0.001)
impact on psychological distress among caregivers
of children with cerebral palsy. (table 6)

Table 6: Mediating role of social support between burnout & psychological distress among caregivers of cerebral
palsy children (N=100).

Effect %
B SE Pvalue 95% Cl
Lower upper
Indirect Effect (a*b)
. . . 0.34 0.02
Burnout—Social support—Psychological Distress 20.05 -.003 0.09
Direct Effect ('c) 028 0.041
Burnout— Psychological Distress ) 04 0.00 0.19 0.35
Total Effect ()
0.31 0.037 0.00 0.23 0.38

Burnout —Psychological Distress

B-beta; SE-standard error; Cl - confidence level

DISCUSSION

The present research was conducted on
caregivers of cerebral palsy children, to determine
the relationship among Psychological distress,
Burnout, Sense of coherence, and social support.
The current study showed a strong positive
correlation between parental burnout and overall
psychological distress, with higher correlations for
depression and moderate correlations for anxiety
and stress. These results are coherent with
literature indicating that caregiving for children
with disabilities often leads to emotional
exhaustion and psychological strain. The prolonged
caregiving responsibilities can aggravate feelings of
desperation and psychological challenges in high-
stress situations[15, 16]. A strong negative
correlation showed that Caregivers with a higher
sense of coherence (SOC) are better able to
perceive caregiving challenges as comprehensible,
controllable, and meaningful, decreasing burnout
risks[17]. Moreover, the moderate negative
correlation between burnout and perceived social
support suggests that a strong social network
considerably buffers the effects of caregiving
stress, and that social connections provide both
emotional relief and practical assistance[18].

The study also revealed a high intercorrelation
among depression, anxiety, and stress, reflecting as
components of overall psychological distress. This
result is supported by the tripartite model of
anxiety and depression, which emphasizes the
shared characteristics of these states. The strong
negative correlation of SOC with depression,

anxiety, and stress supports its role in reducing
mental health issues by adopting coping
strategies[19]. Furthermore, the moderate negative
correlation of perceived social support (MSPSS)
with overall distress and a positive correlation with
SOC, highlights social support’s mitigating effect on
stress and its enhancement of SOC. By integrating
these findings with existing literature, the study
emphasizes the need for evidence-based practices
to improve the psychological well-being of
caregivers of children with cerebral palsy[20].

The study highlights notable gender
differences in psychological distress, burnout,
sense of coherence (SOC), and perceived social
support among caregivers of children with cerebral
palsy. Female caregivers demonstrated significantly
higher levels of overall distress, including
depression, anxiety, and stress, compared to male
caregivers. The women often display an unequal
emotional burden due to social expectations and
their primary caregiving roles as they navigate
caregiving responsibilities beside conventional
social roles[21-23]. This weakness highlights the
need for stress management programs and
caregiver support groups to reduce distress in
female caregivers[24].

While no statistically significant gender
difference  in  SOC was observed, males
demonstrated a slightly stronger SOC. Previous
research suggests that males are more likely to
assume problem-focused coping strategies to
enhance SOC[25, 26]. Male caregivers reported
significantly higher perceived social support
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compared to females. The studies indicate that
males are more likely to utilize family and
community resources, for emotional and practical
support. Female caregivers may hesitate to seek
such support due to cultural norms, feelings of
guilt, or internalized expectations[3, 21, 23]. These
findings emphasize the need for gender-sensitive
caregiver support programs.

The study also revealed no significant
differences between less educated and highly
educated caregivers regarding burnout,
psychological  distress  (including  depression,
anxiety, and stress), and social support. In contrast,
a study reported that greater burden was
significantly — associated with lower caregiver
education[27]. However, the current study found a
significant difference in the sense of coherence
(SOC), which was higher among highly educated
caregivers. The literature suggests that education
likely increases SOC by cognitive skills, problem-
solving abilities, and access to information of an
individual[28]. Highly educated caregivers may have
a better understanding of cerebral palsy, its
prognosis, and its management, enabling them to
approach caregiving with a sense of control and

purpose[29].

The non-significant indirect effect of burnout
on psychological distress through SOC suggests
that SOC may not be a key mediator in the burnout-
distress pathway in this study. While SOC can be
protective, its role in buffering the relationship
between burnout and psychological distress may
not always be prominent, particularly in high-stress
caregiving situations. It is possible that coping
strategies, personal resilience, and other factors,
may play a more significant mediating role than
SOC[30]. On the other hand, the significant direct
effect of burnout on psychological distress
characterized by burnout due to the emotional and
physical demands of caregiving, coupled with the
stress of managing the complications of CP[31].
Furthermore, the significant total effect of burnout
on psychological distress highlights the crucial role
of burnout in worsening caregivers' mental health.

The study found that social support did not
mediate the relationship between burnout and
psychological distress, suggesting unexpected
results, given that social support is commonly
considered a protective factor against burnout and
distress[32]. One possible explanation is that
caregivers may not have received adequate or
effective social support, which has been shown to
be a crucial factor in mitigating the negative impact
of burnout[33].

Limitation: the study is likely based on the
Pakistani population residents of twin cities; the
findings may not be generalizable to caregivers in
other regions or countries. The experience of

burnout and psychological distress may differ
depending on cultural norms, available resources,
and healthcare systems across the country.

CONCLUSION

The study indicates that higher levels of
burnout contribute to increased psychological
distress. However, social support did not mediate
the  relationship  between  burnout and
psychological distress, suggesting that the
perceived social support might not be sufficient or
effective in alleviating burnout's impact. Moreover,
burnout has a strong and significant impact on
psychological distress, emphasizing the need to
address caregiver burnout as a key factor in
reducing psychological distress in caregivers of
children with cerebral palsy. To establish causal
relationships, future studies should adopt
longitudinal designs to track caregivers over time.
Future research should also examine the physical
health of caregivers in addition to their mental
health, as physical strain can contribute to burnout
and psychological distress.
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