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Objective: The purpose of this study was to investigate the impact of the COVID-19 pandemic on the quality of life of families of children with disabilities and the mediating roles of perceived social support, perceived parental self-efficacy, psychological health, psychological resilience, and perceived family burden on this relationship.

Background: Children with disabilities and their families are among the most affected populations from the restrictions imposed to prevent the spread of COVID-19 virus, as the special education and rehabilitation services they had been receiving were interrupted.

Method: A correlational survey design was used to collect data from 824 parents of children with disabilities in Turkey. Path analysis was used to examine the direct and indirect effects of COVID-19 on family quality of life.

Results: Results indicated that COVID-19 had a significant total effect on family quality of life and perceived social support, parental self-efficacy and psychological resilience had a mediating role on the relationship between impact of the COVID-19 pandemic and family quality of life. Perceived social support was found to the strongest mediator of the relationship between the impact of COVID-19 and the family quality of life, while perceived family burden did not have a statistically significant association with these variables.

Conclusion: Family quality of life for children with disabilities decreased as the impact of COVID-19 pandemic increased. Perceived social support, parental self-efficacy and psychological resilience had mediating roles in the relationship between the impact of the COVID-19 pandemic and family quality of life.

Implications: COVID-19 has resulted in disruption of special education and rehabilitation services for children with disabilities and their families. Changes in daily routines have brought up additional responsibilities to parents of children with disabilities. These additional responsibilities may adversely affect and increase the burden and stress families of children with disabilities experience. The high levels of stress in families negatively affect the welfare and quality of life and result in decreased parental attention to support their children. Findings of this study show the mediating link of perceived social support, parental self-efficacy and psychological resilience in the relationship between the impact of the COVID-19 pandemic and family quality of life. Policymakers and service providers should develop and implement specific care actions to support children with disabilities and their families during and after the pandemic.
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Introduction

Traumatic events such as wars, natural disasters, or outbreaks can result in changes in the current order of society and have a negative impact on the way in which people live. For example, the H1N1 virus outbreak that emerged in 2009 negatively affected societies and reduced people’s quality of life (van Hoek et al., 2011). Similarly, the COVID-19 pandemic, which emerged in Wuhan, a city in Hubei province of China caused many people to worry about the disease; social distancing and other measures were taken to prevent the spread of the virus and seriously affected a large part of the global population. Chronic or long-lasting natural disasters such as epidemics are considered to be the second type of traumatic event a person can experience (Volpe, 1996). In this context, it is possible to consider the COVID-19 pandemic as a traumatic experience. Research evidence suggests that when a traumatic event occurs a person’s thought process can change (Zimbardo et al., 2012); post-traumatic stress disorder (Dekel and Monson, 2010), depression (Lilly et al., 2011) and various psychological symptoms can be seen in individuals after traumatic experiences, and the quality of life of individuals and their families can be negatively affected. The extent of the symptoms varies (Janoff-Bulman, 1992) and mediated by factors such as perceived social support, psychological health, psychological resilience, and perceived family burden (Eker, 2016).


COVID-19 pandemic, children with special needs and their families

School closures due to the COVID-19 pandemic have caused students of all levels to be deprived of face-to-face education, and this change has affected millions of children as well as their families. During the pandemic, schools have supported students’ learning through various forms of distance education, and this home-schooling process have imposed great responsibilities on families. Children with special needs are among the most affected by the COVID-19 pandemic (a traumatic event), since the basis of special education and rehabilitation services is individualization, and it is not possible to provide individualized education services based on the needs of each student using distance education practices (United Nations, 2020). Studies show that families of children with disabilities experience higher levels of stress due to the additional responsibilities of raising a child with disabilities, and this stress negatively affects the family’s wellbeing and quality of life (Osborne et al., 2008). Families of children with disabilities are required to provide more intense and systematic support to their children at home during the pandemic so that their learning is not interrupted. It is predicted that this additional responsibility, which is directly related to parental competencies, will adversely affect and increase the burden and stress of the family. When the effects of the economic, health and psychological problems brought about by the COVID-19 pandemic are added to the responsibilities for the care of their children, the families of children with disabilities who already experience higher levels of stress compared to families of typically developing children have entered an even more stressful period and their quality of life is likely to be adversely affected.



Children with special needs and their families during the pandemic in Turkey

In Turkey, shortly after the initial date of the first reported COVID-19 case in March 2020, Ministry of National Education (MoNE) declared a decision to shift from traditional face to face education to home-based distance education. The distance education in Turkey is implemented through an online platform named Education Information Network [Eğitim Bilişim Ağı (EBA)]. The EBA included course videos, virtual classes, evaluation materials, online books, and a library link. Course videos and classes were delivered both through EBA TV channels and website at a pre-determined schedule. Hundreds of course videos were recorded by special education teachers on various topics such as math, science, language, social studies, and daily life skills for children with special needs (MoNE, 2020). Despite all the measures taken, remote or distance education services were suitable and sufficient for most children with special needs, especially for those who need intensive and individualized support. Therefore, parents of children with special needs assumed a new role during the pandemic to support development and learning of their children when resources were limited.



Impact of pandemic on children with disabilities and their families

Although it is a relatively new subject, there are various studies in the literature to determine the effects of the COVID-19 pandemic, a traumatic event, on typically developing children and their families. These studies have reported that emotional (Racine et al., 2020; Yeasmin et al., 2020; Lee V. et al., 2021; Sultana et al., 2021) and behavioral problems such as anxiety and depression increased significantly in children (Patrick et al., 2020; Romero et al., 2020) and children’s quality of life decreased (Adıbelli and Sümen, 2020) with the effect of the traumatic event (i.e., COVID-19 pandemic). One of the most significant social effects of the COVID-19 pandemic is the increase in isolation between family members and its negative effect on family relationships (Ahmen et al., 2020; Uzun et al., 2021). Over time, the combination of changing parenting demands due to isolation and increased care burden can lead to increased negativity and weakened relationships between parents and their children (Prime et al., 2020).

In addition to the studies conducted with typically developing children and their families, extant literature includes studies that have examined the impact of the traumatic event, COVID-19 pandemic, on children with disabilities and their families. Findings of these studies have shown that the rapid changes in social life associated with restrictions put in place to prevent the spread of COVID-19 virus resulted in increased anxiety in families of children with disabilities and negatively impacted the mood and behaviors of both children and their families (Asbury et al., 2021; Gayatri and Irawaty, 2021). In addition, the measures taken to prevent the spread of the virus have interrupted the educational and support services children with disabilities and their families have been receiving (Jeste et al., 2020; Warner-Richter and Lloyd, 2020; Jesus et al., 2021). Researchers have also noted that inability to receive educational and support services much needed for these children and families can increase the stress level of parents (Navas et al., 2022; Werner et al., 2022) and cause behavior problems and challenges in children (Narzisi, 2020). The high levels of stress in families negatively affect the welfare and quality of life and result in decreased parental attention to support their children (Osborne et al., 2008; Ali et al., 2021; Ueda et al., 2022). This, in turn, adversely impacts the development and learning of children with disabilities (Bruder et al., 2021). Researchers have also emphasized the importance of protecting the mental health of parents and providing social supports to families during this pandemic (Gayatri and Irawaty, 2021; Navas et al., 2022) where the social support received by parents has been decreasing (Warner-Richter and Lloyd, 2020; Willner et al., 2020) while parenting stress has been increasing (Chen et al., 2020; Willner et al., 2020; Lee S. J. et al., 2021). The fact that families have very limited or no social supports due to the restrictions in place makes the effects of pandemic on child development and family life even more serious.



Factors that influence family quality of life


Family burden and social support

Described as the difficulties and challenges experienced by families as a consequence of someone’s illness (Sales, 2003), the concept of burden includes: (a) objective burdens: loss of income, restriction of social activities, disruption of family routines, and (b) subjective burdens: emotional distress about the child. Family burden is generally evaluated under four main categories that include: psychological, physical, social, and economic burden (Chou, 2000). Studies show that the family burden perceived by parents of children with disabilities increases as the social support received is decreasing (Carlson and Miller, 2017), perceived quality of life decreases with the increase in the burden of care (Tayaz and Koc, 2018), and the quality of life increases with the increase in perceived social support (Toprak, 2018). Moreover, research has shown that as the family burden increases, psychological resilience of parents of children with disabilities decreases (Bildirici, 2014) and as the social support perceived by families increases, psychological resilience increases, and psychological symptoms such as depression and anxiety decrease. In other words, increase social support positively affects psychological health (Kına, 2019). In the light of these findings, we predicted that perceived family burden and social support may have a mediating role in the relationship between the effect of the traumatic event (COVID-19 pandemic) and quality of life of children with disabilities and their families.



Psychological resilience and health

The existence of social isolation, feelings of uncertainty and perceived life threat during the pandemic may cause people to experience depression and anxiety (Xiang et al., 2020), mental health deterioration (Koçak and Harmanci, 2020); consequently, it may cause a decrease in the quality of life (Monson et al., 2017). From this point of view, in this study, the mediating role of the psychological health variable, which evaluates the depression and anxiety symptoms seen in the families of children with disabilities during the COVID-19 pandemic, was examined. Determining the mediating role of psychological health is considered important in terms of identifying psychological interventions to reduce the depression and anxiety symptoms of families of children with disabilities during the pandemic. In addition, considering that the family quality of life increases as the psychological resilience increases (Demiray, 2019), it is predicted that psychological resilience may play a mediating role in the relationship between the effect of the traumatic event and the quality of life.



Perceived parental self-efficacy

Another variable that is positively associated with quality of life noted in the literature is parental self-efficacy (Kasser and Zia, 2020; Tehranineshat et al., 2020). Perceived parental self-efficacy is the ability of a parent to fulfill the tasks related to his/her child and make a decision or believe in using his/her abilities (Montigny and Lacharité, 2004). Individuals with high self-efficacy beliefs make more effort to accomplish tasks; do not easily withdraw when faced with difficult situations; and becomes persistent and patient to complete tasks (Aksoy and Diken, 2009). For this reason, self-efficacy is considered to be a coping skill that has a significant protective effect on people exposed to trauma (Bosmans et al., 2015). Based on these findings, we predicted that perceived self-efficacy of parents may have a mediating role in the relationship between the effect of the traumatic event (COVID-19 pandemic) and family quality of life.




Current study

In contrast to the studies in the literature conducted separately with different participant groups, the present study examined the mediating effects of perceived family burden, perceived social support, psychological resilience and psychological health on the relationship between the effect of the traumatic event (COVID-19 pandemic) and family quality of life. The findings from this study have potential to contribute the efforts to reduce or eliminate the negative effects of the ongoing pandemic by providing information on how children with disabilities and their families are directly and indirectly affected. Therefore, the purpose of the current study was to examine the relationship between perceived influence of the traumatic event (COVID-19 pandemic) and quality of life of families of children with disabilities and to investigate mediating roles of parent-level variables on this relationship. The following research questions guided the present study:


1.What were the levels of influence of the traumatic event (i.e., COVID-19 pandemic), family quality of life, perceived family burden, perceived social support, psychological resilience, psychological health, and perceived parental self-efficacy for parents and families of children with disabilities during the COVID-19 pandemic?

2.What was the direct and indirect impact of the traumatic event (COVID-19 pandemic) on the quality of life of families who had children with disabilities?

3.Was the impact of the traumatic event (COVID-19 pandemic) on family quality of life mediated by perceived family burden, perceived social support, psychological resilience, psychological health, and perceived parental self-efficacy?






Methods


Participants and recruitment

A total of 824 parents of children with disabilities participated in the present study. To recruit participants, researchers contacted the administrators of special education schools located in seven different cities, each representing one geographic area in Turkey; explained the purpose and procedures of the study; and provided informed consent forms, a link for the online questionnaire, and paper copies of the questionnaire used to collect data. School administrations or teachers provided parents with information about the study. Those who were willing to participate in the study completed the online or paper forms and returned them to the schools or researchers. Recruitment activities resulted in 853 parents of children with disabilities completing and returning the survey. A total of 29 questionnaires completed using the paper forms were excluded from the study due to incomplete data. Nineteen forms were excluded because the Demographic Information Form was not completed at all or in its entirety and 10 forms were excluded as more than 50% of the items across the forms were missing. Therefore, data obtained from 824 parents of children with disabilities were included in the analysis. Of the 824 questionnaires, 570 (67%) were completed using paper forms while 283 (33%) were completed using the online forms. Investigation of mean scale scores obtained from online or paper forms resulted in no significant difference between the two methods of data collection. Of the 824 parents, 733 (89%) were mothers and 91 (11%) were fathers. The mean age of participants was 38.80 (SD = 7.34), range = 22–66 years). Demographic information about participating parents is provided in Table 1.


TABLE 1    Demographic characteristics of participants (N = 824).
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Participants had a total of 926 children with disabilities. Of those, 600 were boys (65%) and 295 were girls (32%). Children were diagnosed with a variety of different disabilities including autism (24%), intellectual disability (23%), learning disabilities (18%), speech and language disorder (11%), multiple disabilities (7%), attention deficit/hyperactivity disorder (6%), physical disability (5%), hearing impartment (4%), and visual impairment (1%). Severity of the disability they had ranged from mild (39%) to moderate (38%) to severe (17%). At the onset of the study, 28% of children attended to preschool programs, 34% attended to primary schools, 16% attended to middle schools and 11% attended to high schools.



Instruments

Seven different data collection tools were used to collect data in this study. These included: (1) Demographic Information Form, (2) Impact of Event Scale, (3) Family Quality of Life Scale, (4) Family Burden Assessment Scale, (5) Revised Parental Social Support Scale, (6) General Health Questionnaire, and (7) Brief Resilience Scale. Brief information about each data collection instrument is provided below.


Demographic Information Form

Developed by the research team, this form was used to collect demographic information about children with disabilities, their parents, and other family members from the parents who participated in the study. The form included items about participants’ age, gender, education and job status (items 1–17), their perceived parental self-efficacy (item 25; 10-point Likert scale, 1 – I am not competent at all and 10 – I am very competent) and the impact of pandemic in child development and learning (items 26–30; 10-point Likert scale, 1 – Not affected at all and 10 – Highly affected).



Impact of Event Scale-Revised

Originally developed by Horowitz et al. (1979) to measure the degree of distress an individual feels in response to trauma, the IES was revised twice by Weiss and Marmar (1997) and Creamer et al. (2003). The revised form was adapted into Turkish by Çorapçıoğlu et al. (2006). The scale includes 22 items under three subscales (i.e., Intrusion, Avoidance, and Hyperarousal) and each item is rated using a 5-point Likert scale (0 – Not at all to 4 – Extremely). Scale total score ranges between 0 and 88 and higher scores indicate increased impact of distress due to the traumatic event. The Cronbach’s alpha internal consistency coefficient was 0.94 for entire scale and ranged between 0.87 and 0.94 for subscales (Çorapçıoğlu et al., 2006). In the present study, the Impact of Event Scale-Revised (IES-R) was used to measure the impact of COVID-19 pandemic, a traumatic event, on quality of life of families with children with disabilities.



Family Quality of Life Scale

The Family Quality of Life Scale (FQLS) was developed by Hoffman et al. (2006) to assess family ratings of importance and satisfaction with five domains in relation to quality of life: Family Interaction, Parenting, Emotional Well-Being, Physical/Material Well-Being, and Disability-Related Supports. Meral and Cavkaytar (2013) adapted the scale into Turkish. The FQLS includes 25 items rated on a 5-point Likert scale (1 = Very dissatisfied and 5 = Very satisfied). Scale total score ranges between 25 and 125 and higher scores indicate an increased quality of life. The Cronbach’s alpha internal consistency coefficient was 0.92 for entire scale and ranged between 0.71 and 0.81 for subscales (Meral and Cavkaytar, 2013). In the present study, the FQLS was used to evaluate quality of life of families of children with disabilities during COVID-19 pandemic and how it was impacted and mediated by different variables.



Family Burden Assessment Scale

The scale was developed by Yıldırım-Sarı and Başbakkal (2008) to measure the family burden perceived by parents of children with disabilities. The scale consists of 43 items and subscales: Economic Burden, Perception of Inadequacy, Social Burden, Physical Burden, Emotional Burden, and Time Requirement. In this study, 29 items under four subscales (i.e., Economic Burden, Physical Burden, Emotional Burden, and Time Requirement) were used. The items on the scale are rated using a 5-point Likert scale (1 = Never and 5 = Always). Scale score for 29 items ranges between 29 and 155, higher scores indicating increased family burden. The Cronbach’s alpha internal consistency coefficient was 0.92 while the test-retest reliability coefficient was 0.98. The internal consistency coefficients for the four subscales ranged between 0.72 and 0.89 (Yıldırım-Sarı and Başbakkal, 2008). In this study, the Family Burden Assessment Scale (FBAS) was used based on the assumption that there may be a change in perceived family burden due to the interruption of children’s education during the COVID-19 pandemic, and that the perceived level of family burden may play a mediating role in the effects of the COVID-19 pandemic on the quality of family life.



Revised Parental Social Support Scale

The scale was developed by Kaner (2010) to assess perceptions of parents of children with disabilities about social support they receive. The Revised Parental Social Support Scale (PSSS-R) consists of two parts: perceived social support and satisfaction with social support. The perceived social support part consisted of 28 items under 4 subscales (Social Companionship Support, Information Support, Emotional Support, and Care Support) was used in the present study. The items in the scale were rated using a 4-point Likert scale (1 = Not at all and 4 = Always present). Scale score for 28 items ranges between 28 and 122, higher scores indicating increased social support. The Cronbach’s alpha internal consistency coefficients for the four subscales ranged between 0.84 and 0.96 and Spearman–Brown split half reliability coefficients ranged from 0.86 to 0.92 (Kaner, 2010). In this study, The PSSS-R was used based on the assumption that while the social support needed by families of children with disabilities increases during the COVID-19 pandemic, actual social support they receive has decreased and that level of perceived social support play a mediating role in the effects of the COVID-19 pandemic on the quality of family life.



General Health Questionnaire

The General Health Questionnaire (GHQ) was developed by Goldberg (1972) to detect symptoms of psychological health problems such as depression and anxiety. The scale has 12, 28, 30, and 60-question forms. The 12-item was adapted into Turkish by Kilic et al. (1997). The items on the scale are rated using a 4-point Likert scale (0 = Not at all and 3 = Very often). Scale total score ranges between 0 and 36 and higher scores indicate increased risk for psychological health issues. The Cronbach’s alpha internal consistency coefficient was 0.88 for the scale (Kilic et al., 1997). In this study, the GHQ was used to examine how the psychological health of families with children with disabilities was affected and how psychological health affected other variables during the COVID-19 pandemic.



Brief Resilience Scale

Scale was developed by Smith et al. (2008) to measure individuals’ ability to bounce back or recover from stressful life events and adapted into Turkish by Doğan (2015). The Brief Resilience Scale (BRS) includes 6 items under one dimension; each item is rated using a 5-point Likert type scale (1 = strongly disagree and 5 = strongly agree). Scale total score ranges between 6 and 30 and higher scores indicate increased psychological resilience. The Cronbach’s alpha internal consistency coefficient was 0.83 for the scale (Doğan, 2015). In this study, the BRS was used based on the assumption that psychological resilience is an important factor helping families of children with disabilities to cope with the difficulties faced during the COVID-19 pandemic and that the psychological resilience of families may play a mediating role in the relationship between effects of the COVID-19 pandemic and the quality of family life.



Data collection and analysis

Following the approvals from the institutional review board of Ondokuz Mayıs University and the Ministry of National Education, the researchers distributed the online and paper surveys to potential participants using the procedures described in section “Participants and recruitment” above. Data collection activities lasted 4 months between August and November 2020. Data collected though the online questionnaire were downloaded as a spreadsheet from the survey system. Data collected using paper forms entered into the same spreadsheet by two researchers. Once the data entry was completed, the spreadsheet was cleaned and transferred into data analysis software. SPSS version 27 was used to calculate descriptive statistics and check assumptions for the path analysis while Mplus version 7 was used for path analysis.

In terms of the data analysis, first, the theoretical path analysis shown in Figure 1 was tested. In this initial model, the impact of COVID-19 was the exogenous variable while the other variables were the endogenous variables. It was hypothesized that (1) there should be direct and indirect effects from the impact of COVID-19 to quality of life and (2) indirect effects are mediated through (a) perceived social support and family burden, and (b) psychological resilience, psychological health and perceived parental self-efficacy. Prior to testing the model, three assumptions of the path analysis (i.e., multivariate normality, linearity, and multicollinearity) were checked. For multivariate normality assumption, skewness, and kurtosis values (see Table 2) as well as normal PP and QQ plots were examined for all variables. To check the linearity assumption, bivariate correlations between each of the studied variables and outcome variable (i.e., quality of life) were computed (see Table 3). For multicollinearity assumption, bivariate correlations between variables, variance inflation factor (VIF) and tolerance values were examined (see Tables 2, 3).
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FIGURE 1
Theoretical path model.



TABLE 2    Skewness and kurtosis values for all variables.
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TABLE 3    Bivariate correlations among variables.
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As seen in Table 2, all skewness and kurtosis values were between −2 and 2 indicating that normality assumption were met for all variables. Similarly, normal PP and QQ plots also indicated no concerns of non-normality. In terms of multicollinearity assumption, there were not very high bivariate correlation (e.g., r > 0.95) between any of the variables (see Table 3); all VIF values were between 1 and 10; and all tolerance values were higher than 0.10 (Hair et al., 1998), indicating that this assumption was also met. When the bivariate correlations among variables presented in Table 3 were examined, it was seen that all variables had significant association with the quality of life except family burden indicating that the linearity assumption was met for all variables other than family burden variable. Thus, the family burden variable was removed from the hypothesized model shown in Figure 1 and the path analysis model was run without this variable.

The fit indices of the new model were found to be chi square: χ2 (3) = 163.97 and p < 0.01, CFI = 0.86, TLI = 0.32, RMSEA = 0.25, and SRMR = 0.07. Based on the historical criteria suggested by Kline (2005) for the evaluation of model-fit [χ2 p > 0.05, Comparative Fit Index (CFI) > 0.95, Tucker-Lewis Index (TLI) >0.95, Root Mean Square Error of Approximation (RMSEA) = 0.06, and Standardized Root Mean Square Residual (SRMR) = 0.08], the model-fit statistics for the new path model was determined to be poor. Thus, the model was modified further; a path from psychological resilience to psychological health was added based on the statistical and theoretical suggestions (see Figure 2). The fit indices of for this path model were chi-square: χ2 (2) = 0.53 and p = 0.77, CFI = 1.00, TLI = 1.00, RMSEA = 0.0.01 with a 90% CI of (0.00, 0.04) and SRMR = 0.01. Based on the historical criteria described above, these model-fit statistics were determined to be very good. This new model was named as the final path model (see Figure 2) and used for the analysis in this study. A bootstrap with 1,000 iterations was carried out to obtain coefficients of total, direct, and indirect effects. Due to bootstrapping, unstandardized coefficients were provided in the results. Annotated Mplus codes, standardized path coefficients and data used for analyses are available upon request.
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FIGURE 2
Final path model. Dashed line represents modification; *p < 0.05; all effects are unstandardized effects.






Results


Descriptive analysis

Descriptive statistics were calculated for each variable included in the final path model and the results were presented in Table 4. The mean score obtained from the Impact of Event Scale-Revised was 30.51 (SD = 18.79) indicating mild impact of COVID-19 on families while the mean score obtained from the Family Quality of Life Scale was 91.53 (SD = 20.48) indicating moderately high quality of life for families of children with disabilities during COVID-19 pandemic.


TABLE 4    Descriptive statistics (N = 824).
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Results of direct, indirect, and total effects

As shown in Table 5, the traumatic event (COVID-19) had a significant total effect on family quality of life (B = −0.36). The −0.36 effect on quality of life was partially direct (−0.09) and partially indirect (−0.27). Both direct and total indirect effects were significant (p < 0.05). There were nine specified indirect paths from the impact of COVID to the family quality of life, four of which were not statistically significant. The five significant pathways were (a) impact of COVID to psychological resilience to quality of life with an indirect component of −0.037, (b) impact of COVID to perceived social support to quality of life with an indirect component of −0.17, (c) impact of COVID to perceived parental self-efficacy to quality of life with an indirect component of −0.06, (d) impact of COVID to perceived social support to psychological resilience to quality of life with an indirect component of −0.012, and (e) impact of COVID to perceived social support to perceived parental self-efficacy to quality of life with an indirect component of −0.025. The strongest indirect effect between COVID-19 and family quality life was through perceived social support and followed by perceived parental self-efficacy and then psychological resilience. Psychological health did not play a statistically significant role to mediate the impact of COVID on family quality of life.


TABLE 5    Specific indirect effects from impact of COVID-19 to family quality of life.
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As shown in Table 6, the traumatic event (COVID-19) had significant total effects on perceived social support (B = −0.42), psychological resilience (B = −0.07), psychological health (B = 0.14) and perceived parental self-efficacy (B = −0.01). The −0.42 effect on social support was entirely direct, as was specified in the final model (see Figure 2). The −0.07 effect on psychological resilience was partially direct (B = −0.05, p < 0.001) and partially indirect through social support (B = −0.02, p < 0.001) and direct and indirect effects were significant. The 0.14 effect on psychological health was partially direct (B = 0.08, p < 0.001) and partially indirect (B = 0.06, p < 0.001). The −0.01 effect on parent self-efficacy was also partially direct (−0.006, p < 0.001) and partially indirect (−0.004, p < 0.001).


TABLE 6    Bootstrapped coefficients of total, direct, and indirect effects on endogenous variables in the final path model.
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As seen in Figure 2, perceived social support was not affected by any of the endogenous variables. Psychological resilience was directly affected by perceived social support (B = 0.04, p < 0.001). Psychological health was affected by perceived social support (B = −0.06, p < 0.001) and psychological resilience (B = −0.67, p < 0.001). The −0.06 effect from perceived social support was partially direct (B = −0.03, p < 0.001) and partially indirect (B = −0.03, p < 0.001), and the indirect effect was entirely mediated by psychological resilience. Perceived parental self-efficacy was affected by perceived social support only with an entirely direct component of 0.01 (p < 0.001).

According to the model specification, family quality of life was significantly affected by perceived social support (B = 0.47, p < 0.001), psychological resilience (B = 0.59, p < 0.001), and perceived parental self-efficacy (B = 9.84, p < 0.001). The 0.47 effect from perceived social support was partially direct (B = 0.40, p < 0.001) and partially indirect (B = 0.07, p < 0.001). The 0.59 effect from psychological resilience to quality of life was comprised of a significant direct effect of 0.73 and an insignificant indirect effect of −0.14. Family quality of life was also affected by perceived parental self-efficacy with a direct component of 9.84.




Discussion

The present study investigated the effects of the COVID-19 pandemic on the quality of life of families who have children with disabilities and the mediating roles of perceived family burden, social support, parental self-efficacy, psychological health, and psychological resilience on this relationship. In the following section, the main findings of the study are discussed in relation to current literature and recommendations were made to support children with disabilities and their families during the COVID-19 pandemic. Limitations of the study are also discussed.

A main finding of the current study is that the quality of life of families who have children with disabilities decreased as the impact of the traumatic event (COVID-19 pandemic) increased. Studies conducted with families of children with different disabilities prior to or during the COVID-19 pandemic showed that families usually have lower levels of quality of life in comparison to families of children with typical development (Al Awaji et al., 2021; Ueda et al., 2022). For example, research has shown that families of children with intellectual disability (Bertelli et al., 2011), autism spectrum disorder (Cohen et al., 2014), cerebral palsy (Barros et al., 2019), and multiple disabilities (Chou et al., 2011) have relatively lower levels of quality of life. Traumatic events such as the COVID-19 pandemic increases the anxiety, fear, and depression levels of individuals (Roy et al., 2020) and creates an extra psychological burden on individuals who have to stay at home or implement social restrictions because of the fear of getting sick (Van Bavel et al., 2020; Bruder et al., 2021). In this respect, many families of children with disabilities have had restrictions in their lives which have limited their access to special education and rehabilitation services for themselves and their children. These adverse changes in their daily lives during COVID-19 pandemic resulted in decreased quality of life for families of children with disabilities (Ali et al., 2021). Therefore, it is critical to provide therapy and rehabilitation services to children with disabilities and their families through alternative methods such as telehealth technologies to mitigate the negative influences of the pandemic (Rosenbaum et al., 2021).

Findings in this study also revealed that perceived social support, parental self-efficacy and psychological resilience have mediating roles in the relationship between impact of the traumatic event (COVID-19 pandemic) and family quality of life. Perceived social support had a statistically significant negative relationship with the impact of the COVID-19 pandemic and a statistically significant positive relationship with family quality of life. This means that the COVID-19 pandemic reduces the social support perceived by parents of children with disabilities and reduced social support adversely impacts the quality of family life for children with disabilities. Extant literature contains many studies showing the positive association between perceived social support and quality of life (Mathew and Nair, 2017; Boehm and Carter, 2019). The more social support mothers receive in relation to care of their children, the higher their family quality of life is (Kasser and Zia, 2020). Findings of the current study support the notion that the effect of having a child with disability on family quality of life is mediated by the resilience of the parents and the social support they receive (Ueda et al., 2022) and that social support is an important mediating variable in the relationship between resilience and quality of life (Mathew and Nair, 2017). This finding warrants the need for providing social services and psychological supports to children with disabilities and their families during the pandemic (Amor et al., 2021).

Considering the pandemic as a traumatic experience (Volpe, 1996), it seems likely that families of children with disabilities will exhibit post-traumatic stress symptoms during and after the COVID-19 pandemic (Ueda et al., 2022). Some researchers (e.g., Weiss, 2002) consider having social support as one of the variables that will minimize the effects of traumatic stress. Social support is also an important mediator that affects the quality of life (Wang and Xu, 2017). Inadequate social support resources on the other hand result in an increase in psychological problems such as anxiety and depression (Harms et al., 2019). In short, the social support that a person receives during a traumatic experience plays a pivotal role in the effects of the trauma (Navas et al., 2022). Altogether these findings show that the supportive characteristics of the environments in which families of children with disabilities live can reduce the negative psychological effects that may occur during and after the COVID-19 pandemic. As a result, it can be concluded that strong social support is an important factor in maintaining the quality of life of families during the pandemic. Therefore, authorities should make sure that families of children with disabilities have access to educational, social and emotional support resources and services to alleviate the negative impact of the pandemic and improve symptoms associated with increase stress (Navas et al., 2022; Werner et al., 2022).

In addition to perceived social support, perceived parental self-efficacy mediated the relationship between the impact of the traumatic event (COVID-19 pandemic) and family quality of life. Perceived parental self-efficacy had a small but statistically significant negative relationship with the impact of the COVID-19 pandemic and a statistically significant positive relationship with family quality of life. This result indicates that families with high perceived parental self-efficacy also have high quality of life. Literature contains several studies noting the positive correlation between perceived parental self-efficacy and family quality of life (Kasser and Zia, 2020; Tehranineshat et al., 2020). Considering that one dimension of family quality of life is parenting (Meral and Cavkaytar, 2013) and the parenting dimension is closely related to parental self-efficacy, positive correlation between parental self-efficacy and family quality of life was an expected finding. The more individuals are confident in their abilities, the more active they are and the more persistently they work to achieve their goals (Hinz et al., 2019). Therefore, efforts should be made to empower parents so that they can support development and educational needs of their children when in-person professional support is limited or not available (Buendia, 2021; Panes and Torrentira, 2021; Wolstencroft et al., 2021).

Another variable that mediated the relationship between the impact of COVID-19 pandemic and family quality of life is psychological resilience. Individuals with high psychological resilience tend to use positive coping strategies (Ong et al., 2018) and can adapt more easily to stressful situations (Windle et al., 2011). In the present study, psychological resilience had a statistically significant negative relationship with the impact of COVID-19 pandemic on families and a statistically significant positive relationship with family quality of life. The main role of psychological resilience in mediating the decreased perception of family quality of life shown by the present study is in line with and extend previous evidence that the negativity of the psychological effects of COVID-19 pandemic is moderated by psychological resilience and personality traits (Osimo et al., 2021) and that these effects were also correlated with behavioral wellbeing including emotional eating (Cecchetto et al., 2021). Thus, findings of the present study show that the benefits of psychological resilience are not limited to the personal/individual sphere, but rather they extend to socially relevant environments, such as family.

Psychological resilience, which includes being able to stand strong and recover from difficulties (Ong et al., 2018), is seen as a very valuable characteristic for families of children with disabilities. The high psychological resilience the families have may help them be affected less adversely by the COVID-19 pandemic. Research has noted that social network, good coping strategies, flexibility, and communication are among the factors that will positively impact resilience during the pandemic (Gayatri and Irawaty, 2021). Thus, it is important for families to have healthy communication among its members, and build social support networks with extended family, siblings, or close friends using technology during these stressful times (Gayatri and Irawaty, 2021; Lee S. J. et al., 2021).

Another noteworthy finding of the current study is the positive correlation between the impact of COVID-19 pandemic on families of children with disabilities and their psychological health. In this respect, as the impact of COVID-19 increases, symptoms for psychological health issues such as depression and anxiety increase. In addition, psychological resilience and perceived social support mediated the impact of the COVID-19 pandemic on psychological health with the former variable having stronger impact indicating that parents with high psychological resilience also have high psychological health. Previous studies also showed that traumatic experiences negatively affect psychological health (Eker, 2016) and psychological health is associated with psychological resilience (Anderson et al., 2019).

Traumatic experiences pose a threat to the psychological integrity of the person and the coping mechanisms used may be insufficient (Eker, 2016). On the contrary, sometimes individuals may start to feel stronger after traumatic experiences, and gain benefits that improve and strengthen the person, such as an increase in social relations (Hasdemir, 2018). From this perspective, it seems possible for individuals to experience positive changes after traumatic experiences. These positive developments, defined as post-traumatic growth, are associated with high psychological resilience (Özçetin and Hiçdurmaz, 2017). Being able to protect mental health against traumatic experiences and even develop positive emotions is closely related to the psychological resilience of the individual (Bonnano and Mancini, 2008). While many parents of children with disabilities who face serious difficulties in their daily lives have higher levels of stress (Baker-Ericzén et al., 2005), anxiety (Baxter et al., 2000), and depression (Singer, 2006), some families are more resilient and adapt better when these challenges are present (Gerstein et al., 2009). As a result, findings of the present study and other studies emphasize that individuals with better psychological resilience have better psychological wellbeing and improved quality of life and. In this direction, supporting psychological resilience of families during the COVID-19 pandemic becomes important in protecting psychological health and quality of life for parents of children with disabilities.

An unexpected finding of the present study was that the correlation between perceived family burden and quality of life was not statistically significant, although perceived family burden was positively correlated with the impact of the COVID-19 pandemic on families. Contrary to the expectation that families with higher family burden will have a lower quality of life, Macit (2017) reported that there is no significant relationship between family burden and quality of life. Although having a child with disability increases the burden of family members (Bruder et al., 2021), it may not cause a difference in families’ perceptions of quality of life. This result can be explained by the positive effects a child with disability may bring to the family such as happiness (Bayat, 2005).

Despite the negative impacts of COVID-19 pandemic reported in many studies, several recent studies have described positive influence of the lockdown experienced during the pandemic on children with disabilities and their families. For example, studies reported that family members’ spending more time together during the lockdown helped them to build stronger relationships (Wolstencroft et al., 2021; Rakap et al., 2022). Some parents noted that interactions between their children with and without special needs improved during the pandemic (Embregts et al., 2021). Rosenbaum et al. (2021) found that families of children with disabilities saved time, effort, and money when services were provided via telehealth technologies during the pandemic in comparison to in-person services prior to pandemic. Moreover, Rogers et al. (2021) and Asbury et al. (2021) reported that parents of children with special needs noted a decrease in the severity and number of challenging behaviors exhibited by their children due to elimination of daily pressures such as getting ready for school or going to the supermarket.


Limitations

There are at least four limitations of this study that should be considered while interpreting the findings. The first limitation is related to the total number of items in the questionnaire package. The questionnaire package included a total of 166 items across different forms and scales. The lengths of questionnaire might have impacted how participants responded to the questions, especially questions at the end of the questionnaire package. Research shows that participants may be bored, have fatigue, skip items, or respond the items randomly by the end of the long survey packages (Porter et al., 2004). The relatively low internal consistency coefficient calculated for the Brief Resilience Scale may be attributed the fact that this scale was at the end of the survey package. Future research should control for the length of questionnaires and lengthy questionnaires should be administered in more than one session. Second, perceived parental self-efficacy was measured using a single item in the Demographic Information Form. Therefore, there is not data in relation to reliability of this measure. Third limitation is about causality of the findings. This study used correlational survey design which does not allow to claim causality by its nature as there may be reciprocal relationships between variables (Büyüköztürk, 2018). For example, while the COVID-19 pandemic affects family quality of life, family quality of life can also affect how families are affected by the COVID-19 pandemic. The last limitation is related to characteristics of participants. In this study, 89% of the participants were mothers and 11% were fathers; majority of participants were graduates of primary school and from mid-SES backgrounds. Future research should include more homogeneous participant groups.
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