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Summary 

Objectives: The aim of the study was to answer the following questions: What are the main 
determinants of the sense of loneliness in parents of children with autism and what are they in 
parents of children with intellectual disability? Is sense of loneliness related to the intensity of 
specific personality traits in parents of children with neurodevelopmental disorders and to the 
perceived social support? Do parents of children with autism spectrum disorders differ from 
parents of children with intellectual disability in terms of perceived loneliness? Are there 
differences in the sense of loneliness between subjects of different sexes and between subjects 
bringing up children at different ages? 

Methods: The following research instruments were used: Polish versions of the De Jong 
Gierveld Loneliness Scale (DJGLS), the Ten Item Personality Inventory (TIPI-PL), and the Berlin 
Social Support Scales (BSSS) as well as the authors’ own survey questionnaire, consisting mainly 
of demographic questions. The participants were 116 parents of children with autism spectrum 
disorders and 81 parents of children with intellectual disability without symptoms of autism. 

Results: No differences were found in the level of the sense of loneliness between groups 
distinguished according to the type of disorder in the child, the child’s age, and the parent’s 
gender, but regression analysis revealed that its predictors connected with social support were 
different in the cases of parents of children with different neurodevelopmental disorders. 

Conclusions: The obtained results may be useful for therapists and social workers supporting 
parents of children with neurodevelopmental disorders. 

 

Introduction 

Raising a child with a disability is a heavy burden for parents [1-3]. So far, most research 

involving both parents of children with autism spectrum disorder (ASD) and children with 

intellectual disability (ID) have been conducted in a paradigm of stress [4-6]. These studies 

have shown, among other results, that parents of children with autism experience greater stress 

than parents of children with Down syndrome or other neurodevelopmental disorders [7-8]. 

There are also projects in which variables such as a burnout [9-12], an experience of social 

stigmatization [13] and sense of quality of life [14-16] have been identified in parents of 

children with disability. It is difficult to find, especially in Poland, in-depth research on sense 
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of loneliness in parents of children with developmental disorders. There are only indications 

that such parents experience loneliness, social isolation and rejection [17]. At the same time, as 

can be assumed, this is one of the most important aggravating factors, indicating lack of support, 

especially of informal nature [18].  

The sense of loneliness can also be a result of negative attitudes of environment and 

lack of understanding for unusual behaviours of a child, which contributes to parents avoidance 

of social contacts and social situations [13, 17]. In addition, necessity of care, participation in 

therapy and repeating its components at home significantly limits the opportunities for social 

interaction. 

Sense of loneliness  has most often been defined ass subjective feeling of discomfort 

resulting from the unsatisfactory state of interpersonal relationships, i.e. the negative 

assessment of the social relations held in reference to the expected [19-20]. It involves the 

perceived (and felt) social isolation, not necessarily the confirmation in objective observation 

[21]. A person can lead a relatively lonely life without feeling lonely and vice versa – he or she 

can engage in a series of interactions while experiencing loneliness. 

Analysis of literature of the subject allows to assume that the important variables 

influencing the sense of loneliness or lack of it are on one hand the level of social support [22] 

and, on the other, personality variables [23]. However, there are no studies to verify these 

relationships in the case of parents with children with autism spectrum disorder and children 

with intellectual disability. This project is an attempt to fill this gap. 

 

Research issues 

The main problem comes down to the following question: 

− What are the biggest conditions of sense of loneliness in parents of children with autism 

spectrum disorder and parents of children with intellectual disability? 

The detailed problem is expressed in the following questions: 

− Do parents of children with autism spectrum disorder differ from parents of children 

with intellectual disability in terms of the sense of loneliness? 

− Are there differences in terms of sense of the loneliness in different sexes? 

− Are parents of grown-up children different from parents of children under 18 years of 

age in terms of loneliness? 
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− Is there a link between the intensity of specific personality traits of parents of children 

with autism spectrum disorder and parents of children with intellectual disability and 

sense of loneliness? 

− Is there a link between perceived available support, the need for it, the search of it, 

currently received support, and the sense of loneliness in parents of children with autism 

spectrum disorder and parents of children with intellectual disability? 

 

Method 

The following research tools have been used: 

1. De Jong Gierveld scale (DJGLS), in Polish adaptation by P. Grygiel and others [24], to 

diagnose sense of loneliness of parents. 

2. Polish adaptation of Ten Item Personality Inventory (TIPI) — TIPI-PL [25], to measure 

personality traits included in so-called model of The Big Five, i.e. extroversion, 

emotional stability, agreeableness, conscientiousness and openness to experience [26]. 

3. Berlin Social Support Scales – BSSS — Polish version [27], which allows to measure 

perceived support, need for support, support seeking and actually received support1. 

4. The Questionnaire of survey in own elaboration, including questions about sex and age 

of a parent, education, material status, number of children and age of the child with 

disability. 

 

Research subjects and procedure 

The project received a positive opinion of the Commission on Ethics of Research in the 

Department of Pedagogy and Psychology of UMCS in Lublin. The study was anonymous and 

conducted with respect for the dignity of the respondents. The parents of children with autism 

and children with intellectual disability were asked to complete research tools through 

institutions supporting development of their children (foundations, associations, schools and 

kindergartens located in two voivodeships: Subcarpathian Voivodeship and Lublin 

Voivodeship). Questionnaire sets were provided to the respondents and received from them by 

therapists and teachers working with their children.  

Each set of research tools was in an envelope and contained a written instruction 

explaining the purpose of the project. Parents were informed about the possibility of leaving 

the study at any time. Results from 116 parents of children with autism spectrum disorder and 

                                                           

1
 Protective Buffering Scale of BSSS was not used in the study. 
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81 from parents of children with intellectual disability without autism were obtained. In total, 

a set of research tools was completed by 197 parents, including 160 by mothers and 37 by 

fathers (Table 1). 

Table 1. Number of parents of children with autism spectrum disorder and intellectual disability, 

including sex of surveyed parents 

Disorder in the child Mothers Fathers In total 

Autism 90 26 116 

Intellectual disability 70 11 81 

In total 160 37 197 

 

The age of the examined parents range from 24 to 66, with a median of 40 years. Age 

information is provided in Table 2. 

Table 2. The number of parents with autism spectrum disorder and intellectual disability, 

including age 

Disorder in a child 
Age of a child 

Until 17 years old From 18 years old 

Autism 103 12 

Intellectual disability 46 34 

In total 149 46 

 

Nearly 76% of the responders have children in developmental age (until 18 years old), 

about 23% - grown-up children. Two parents left space for information about age of their 

children blank.  

The studied  group is dominated by parents with two children (83 people - 42.1% of the 

total) followed by parents with one child (57 people - 28.9% of the total), 37 respondents raise 

three children (18.8 %) and 20 responders have four children (10.2%). 173 parents are in a 

stable relationship (married or with partner), while 24  are single parents. In this second group, 

there is one father and 23 mothers. Information on the education of the surveyed parents is 

summarized below (Table 3). 

Table 3. Education of surveyed parents 

Education 

Parents of children with 
autism 

Parents of children with 
intellectual disability 

Parents in total 

n % n % n % 

Basic education 0 0 4 4.94 4 2.03 

Vocational education 11 9.48 25 30.86 36 18.27 

Secondary education 43 37.07 24 29.63 67 34.01 

Higher education 62 53.45 27 33.33 89 45.18 

No data 0 0 1 1.23 1 0.51 
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Parents of children with autism are better educated (rank-sum = 12853.5) in comparison 

to parents of children with intellectual disability (rank-sum = 6452.5; The Mann-Whitney U = 

3212.5; Z = -3.942; p ˂ 0.000). However, these groups do not differ significantly in assessing 

the financial situation of their family. 

 

Results 

Due to the incomplete filling of the Loneliness Scale, further analysis concerns 188 

parents; 111 – parents of children with autism, 77 – parents of children with intellectual 

disability. 

Results obtained on the Scale by parents of children with different neurodevelopmental 

disorders are presented in Table 4. 

Table 4. Results on the Loneliness Scale obtained by parents of children with autism spectrum 

disorder and parents of children with intellectual disability 

Parents M SD t df p 

Children with autism 27.95 8.71 
-0.224 186 0.823 

Children with intellectual disability 27.66 8.93 

 

No statistically significant differences are found in sense of loneliness between parents 

of children with autism spectrum disorder and parents of children with intellectual disability. 

Table 5 summarizes the results on the Scale obtained by mothers and fathers. 

Table 5. Results on the Loneliness Scale obtained by mothers (n = 152) and fathers (n = 36) of 

children with neurodevelopmental disorders (autism and intellectual disability) 

Sex M SD t df p 

Mothers 28.11 8.95 
0.888 186 0.376 

Fathers 26.67 8.03 

 

Regarding the feeling of loneliness again, there are no statistically significant 

differences between mothers and fathers. Table 6 shows the results of parents of children in 

developmental age and grown-up children. 

Table. 6. Results on the Loneliness Scale obtained by parents of minors (n = 144) and adult 

children (n = 43) with neurodevelopmental disorders (autism and intellectual disability) 

Parents of children aged M SD t df p 

under 18 years 27.68 8.36 
-0.360 185 0.719 

above or 18 years 28.23 10.22 

 

The difference is not statistically significant. 

In the course of further analysis, statistically significant negative correlations between 

loneliness and following personality traits are found: extroversion (-0.41; p ˂ 0.01), emotional 
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stability (-0.25; p ˂ 0.01), reconciliation (-0.24; p ˂ 0.01) and conscientiousness  (-0.16; p ˂ 

0.05). Correlations, separately for parents of children with autism spectrum disorder, and 

parents of children with intellectual disabilities, are summarized in the table below. 

Table 7. Correlation of loneliness and personality traits in parents of children with autism 

spectrum disorder and parents of children with intellectual disability 

Personality traits 
Sense of loneliness 

Parents of children with autism Parents of children with intellectual disability 

Extroversion -0.45*** -0.38** 

Emotional stability -0.29** -0.20 

Agreeableness -0.31** -0.15 

Conscientiousness -0.20* -0.09 

Openness to experience -0.24* -0.01 

*p ˂ 0.05; ** p ˂ 0.01; ***p ˂ 0.001 

In the group of parents of children with autism correlations are statistically significant 

for all of the personality traits. Sense of loneliness correlates negatively with extroversion, 

emotional stability, agreeableness, openness to experience and conscientiousness. As for 

parents of children with intellectual disability, the negative correlation is only for extroversion. 

In case of parents of children with neurodevelopmental disorders (total), sense of 

loneliness correlates negatively with the perceived support available (-0.36; p ˂ 0.01) and 

currently received support (-0.30; p ˂ 0.01). There are no significant correlations with the need 

for support or search of it. The corresponding correlations in the two groups of parents are 

presented in Table 8. 

Table 8. Correlation of sense of loneliness with perceived and actually received support in two 

groups of parents 

Support 
Sense of loneliness 

Parents of children with autism Parents of children with intellectual disability 

Perceived -0.38*** -0.41** 

Actually received -0.34** -0.31** 

  **p ˂ 0.01; ***p ˂ 0.001 

With regard to the nature of support, the sense of loneliness is significantly negatively 

correlated with the perceived (-0.38; p ˂ 0.01) and actually received support: emotional (-0.33; 

p ˂ 0.01), informational (-0.38; p ˂ 0.01) and instrumental (-0.27; p ˂ 0.01). Correlations, 

separately for parents of children with autism and parents of children with intellectual 

disabilities, are summarized in Table 9. 
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Table 9. Correlations of sense of loneliness with different types of perceived and actually 

received support in two groups of parents 

Support 
Sense of loneliness 

Parents of children with autism Parents of children with intellectual disability 

Perceived emotional -0.36*** -0.40** 

Perceived instrumental -0.36*** -0.13 

Received emotional -0.34** -0.30* 

Received instrumental -0.24* -0.31* 

Received informational -0.27** -0.36** 

Satisfaction with support -0.26* -0.40** 

 *p ˂ 0.05; **p ˂ 0.01; ***p ˂ 0.001  

In case of parents with autism spectrum disorder, the correlations are statistically 

significant and negative for all types of support. In turn, in the group of parents of children with 

intellectual disability, there is no correlation of sense of loneliness with the perceived 

instrumental support, the other correlations are similar, though (with the exception of emotional 

support) stronger. 

In order to determine the independent variables (predictors) of the sense of loneliness in 

the examined parents and to remove so-called excess variables [28, p. 596], regression analysis 

was used in the backward stepwise approach. In case of parents of children with autism 

spectrum disorder, the model shown in Table 10 was created  It explains nearly 23% of the 

variation in results obtained by parents in the Loneliness Scale. 

Table 10. Summary of backward stepwise regression for dependent variable sense of loneliness 

of parents of children with autism and its independent variables: 
r = 0.511; r2 = 0.261; adjusted r2 = 0.226; F(4.85) = 7.498; p< 0.000 

Independent variables B β t p 

Free expression 55.793 - 10.385 0.000 

Extroversion -1.531 -0.229 -2.028 0.045 

Perceived support -0.375 -0.229 -2.407 0.018 

Agreeableness -1.068 -0.163 -1.452 0.150 

Emotional stability -0.754 -0.121 -1.038 0.302 

 

Independent variables of sense of loneliness in this group, attaining statistical 

significance levels, are found to be: extroversion (β = -0.229) and perceived support available 

(β = -0.229). Relationship is inversely proportional, therefore, a low level of sense of loneliness 

in group of parents of children with autism can be predicted on the basis of high extroversion 

and high evaluation of available support. 

The model obtained for parents of children with intellectual disability is shown in Table 

11. It explains 36% of the variance results in the Loneliness Scale. 
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Table 11. Summary of backward stepwise regression for dependent variable sense of loneliness 

of parents of children with intellectual disability and its independent variables:  

r = 0.645; r2 = 0.416; adjusted r2 = 0.361; F(5.54) = 7.6780; p < 0.000 

Independent variables B β t p 

Free expression 62.258 - 8.734 0.000 

Perceived support -0.167 -0.102 -0.676 0.502 

Extroversion -2.431 -0.478 -3.725 0.000 

Actually received support -0.294 -0.377 -2.704 0.009 

Need for support -0.616 -0.171 -1.493 0.141 

Agreeableness 1.049 0.135 1.167 0.248 

 

Independent variables of sense of loneliness in this group are: extroversion (β = -0.478) 

and actually received support (β = -0.377). Dependency is inversely proportional: low level of 

sense of loneliness in this group can be predicted on the basis of high extroversion and a high 

level of evaluation of currently received support from the closest person. 

 

Discussion 

The level of sense of loneliness in parents of children with autism spectrum disorder 

and parents of children with intellectual disability can be described as moderate . To some 

extent, it can be assumed that this is due to the fact that the research involved mainly parents 

related to a particular foundation or association, thus benefiting from social resources. 

Concerning the intensification of the sense of loneliness, there are no differences between the 

studied groups, which seems interesting because in case of parents of children with autism 

spectrum disorder, one might expect slightly higher results. Trying to explain this, it  can again 

be pointed to the use of support of foundations (or associations), which undoubtedly eliminates 

the feeling of loneliness. It can be also indicated to Broader Autism Phenotype (BAP), 

diagnosed in some parents of children with autism spectrum disorder [29]. There are interesting 

reports from studies that suggest a lower level of satisfaction from social relationships in people 

with BAP [30], and therefore – possibly – also lower levels of social needs, mainly contact with 

others and sensitivity to frustration in this area. 

Regression analysis reveals that independent variables of sense of loneliness in case of 

parents of children with different neurodevelopmental disorders are slightly different. Among 

parents of children with autism those were: extroversion and perceived support and as for 

parents of children with intellectual disability – extroversion and actually received support. 

As for personality variables, similar results have been obtained in studies with seniors 

by M. Long and P. Martin [31] – people with lower extroversion felt more lonely. Extroversion 

is identified as a predictor of social support, which is noticeable in studies involving different 
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groups [32-34]. It can be assumed that parents with higher levels of extroversion actively seek 

social resources and benefit from them, which lowers their sense of loneliness. It is worth 

mentioning that in case of parents of children with autism, correlation analysis additionally 

indicates the coexistence of low sense of loneliness with agreeableness, emotional stability, 

openness to experience and conscientiousness. This constellation of personality traits seems to 

promote the establishment and maintenance of social relationships, especially romantic 

relations and friendship [35]. 

The importance of the perceived support for parents of children with autism spectrum 

disorder can be explained by higher education of this group compared to parents of children 

with intellectual disability. It can be assumed that better educated parents of children with 

neurodevelopmental disorders will have more knowledge and expectations about social 

support. Another explanation is that autism is a particularly debilitating disorder in the child 

[36] and in a consequence, more support is needed. 

No differences were found in sense of loneliness between mothers and fathers of 

children with autism and of children with intellectual disability. According to the results of 

modern studies involving parents with children with developmental disorders, mothers are not 

always more burdensome than fathers with the consequences of caring for a child with disability 

[37, 38]. It can be assumed that contemporary fathers, more than a dozen or so decades ago, 

engage in childcare and education. 

There are no differences in sense of loneliness between parents of children in 

developmental age and grown-ups with developmental disorders. On one hand, parents of 

grown-up children can experience the consequences of aging and dying of friends and loved 

ones and the social costs of long-term care for children with developmental disorders (e.g. 

effects of avoiding specific social situations) [39] but on the other hand they are more 

experienced in the role of parents. In some children, problematic behaviours impacted by 

therapy can quit, giving parents the opportunity to participate socially more. 

Based on the results obtained, it can be said that a practical postulate is to inform parents 

of children with autism with available support. What is more , even if the parent does not 

currently benefit from certain social resources, awareness of their existence and potential 

accessibility lowers his or hers sense of loneliness. In the context of actually received support, 

it is important for the parents of children with intellectual disability (and more generally, with 

neurodevelopmental disorders) to care for the quality of marriage or intimate relationship [40]. 

While leading support groups for parents of children with neurodevelopmental 

disorders, it is worthwhile (preferably in the form of a workshop) to realize various possibilities 
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of using social resources. It is also advisable to strengthen the competencies that influence good 

quality of close interpersonal relationships (especially marital, but not only – also the friendly 

ones). Parents, focused on the child and his or her problems, can neglect this important area. 

Finally, we have to be aware that long-lasting sense of loneliness have negative health 

consequences, among others contributing to the occurrence of episodes of depression, 

cardiovascular problems and even premature death [41], which combined with the high levels 

of stress that parents of children with developmental disorders (especially autism spectrum) 

creates very bad combination. 
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