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Family Resilience in Families of Children with Autism Spectrum

Disorders: Ecological Systems Theory Perspective

Abstract
Drawing on Bronfenbrenner's ecological systems theory (1992), we asked how
certain resources contribute to family resilience in families of children with ASD:
family quality of life (FQOL) (family resources), sense of community and loneliness
(informal resources), and family-centered support provided by the state (formal
resources). 121 Israeli parents of children with ASD completed an online survey. Path
analysis using AMOS was conducted. FQOL contributed to increased family
resilience. Path analysis showed loneliness, sense of community and services use
contributed to family resilience through FQOL. Overall, the research model explained
68% of the variance in family resilience. Implications for research and practice are

discussed.
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Introduction

The fifth edition of the Diagnostic and Statistical Manual of Mental Disorders
(DSM-V) defines autism spectrum disorders (ASDs) as neurodevelopmental
disorders that include impairments in both communication abilities and stereotypical
behaviors (American Psychiatric Association, 2013). The World Health Organization
(WHO) estimates one in 100 children has an ASD (WHO, 2021). The occurrence of
ASD diagnoses worldwide is on the rise (Zeidan et al., 2022), making the need to
examine various aspects of the lives of persons with ASD and their natural support
system — their families — increasingly important.

The family-centered approach to ASD argues family members play a key role
in the lives of children with ASD (Meadan et al., 2010). All members of the family
are affected by the child's situation; thus, the provision of care and services needs to
consider the family as a whole (Bamm & Rosenbaum, 2008; Frost et al., 2010).
Families of children with ASD have a unique experience that includes both positive
aspects and challenges (Batool & Khurshid, 2015; Hayes & Watson, 2013).
Resilience is a key coping mechanism more generally, but difficult life circumstances
can be risk factors reducing resilience (Masten & Monn, 2015), including coping with
ASD (Gayatri & Irawaty, 2022; Suzuki et al., 2018; Uddin et al., 2020).

Thus, in our study, we examined variables that can contribute to better family
resilience in families of children with ASD. Drawing on Bronfenbrenner's ecological
systems theory (1992) whereby the various systems in which children live affect one
another and the children’s outcomes, we asked how certain resources contribute to
family resilience in this population: family quality of life (FQOL) (family resources),

sense of community and loneliness (informal resources), and family-centered support
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provided by the state (formal resources). More specifically, we examined FQOL as a
mediator between informal and formal resources and family resilience.

Literature Review

Family Resilience

Family resilience builds on the concept of individual resilience and refers to
the way a family deals with hardship as a unit (Patterson, 2002; Walsh, 1996, 2016),
including its ability to face challenges and crises and adapt, survive, and recover as a
family (Harini & Kaloeti, 2021; Masten & Monn, 2015).

High family resilience is connected to positive outcomes for the individuals in
the family; for example, it can weaken the effect of adverse childhood experiences on
children's mental health (Uddin et al., 2020), ease post-traumatic stress disorders of
individuals with severe health issues (Chen et al., 2021; Chew et al., 2018), and
reduce mental health problems, such as anxiety, stress, and depression (Gayatri &
Irawaty, 2022).

In the context of families of children with disabilities, family resilience eases
distress of mothers (Suzuki et al., 2018) and is negatively correlated with parental
depression (Keum et al., 2016). Many families of children with ASD report low
family resilience (Al-Jadiri et al., 2021), but if families are resilient, parents will
experience less stress (Plumb, 2011). They can manage adversity associated with
caring for a child with ASD better than parents with lower resilience (Bekhet et al.,
2012).

Ecological Systems Model

Family resilience is connected to both environmental and individual aspects

(Grant et al., 2007). Therefore, to better understand aspects that affect the family

resilience of families of children with ASD, it is important to understand the systems
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in which these families operate. Bronfenbrenner's (1992) ecological approach focuses
on the social systems surrounding the individual. To understand individuals and assist
them, it is necessary to go beyond focusing on the individuals and account for their
interaction with their surroundings. According to this model, people are affected by
their surroundings, and they, in turn, affect their surroundings, ultimately reaching a
balance.

Bronfenbrenner described these systems as circles, with each circle including
others closer to the individual; when trying to assist the individual, it is vital to
consider these systems and the interactions between them. Changes in one circle can
affect the other circles. Bronfenbrenner’s model includes six circles: the individual;
the microsystem, including things with a direct impact on the individual, such as
family members and teachers; the mesosystem, including the interactions between the
settings in the microsystem, such as interactions between teachers and parents; the
exosystem, including systems that do not involve the individual directly but can affect
the individual; the macrosystem, where interactions take place between the previously
mentioned systems (microsystem, mesosystem, and exosystem); the chronosystem,
including the role or setting of the individual. Each circle affects the other circles and
is affected in turn. Bar-on (2012) explained that intervention programs to create
change can be effective in any one of these circles.

We adopted Bronfenbrenner’s model and examined how different components
from different circles, including the microsystem and the mesosystem, may increase
family resilience in families of children with ASD. In this study, FQOL components
represent the microsystem, and the interaction of the family with its surroundings in
the mesosystem is represented by SOC and loneliness (informal resources), and

family-centered services (formal resources).
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Family Quality of Life (FQOL)

FQOL refers to the degree to which individuals in the family assess their own
quality of life in the familial context; it also refers to the family as a whole and the
way the family pursues and achieves its goals (Brown & Brown, 2014). FQOL is
conceptualized as comprising five domains: family interactions, parenting, emotional
well-being, physical and material well-being, and disability-related support (Beach
Center, 2006). Parents and siblings of children with ASD tend to report lower FQOL
than parents and siblings of typically developing children (Garrido et al., 2020;
McKechanie et al., 2017).

Sense of Community (SOC)

McMillan and Chavis defined SOC as the ‘feeling that the members matter to
one another in the group’ (1986, p. 9). According to their definition, SOC includes
four elements: membership, influence, fulfillment of needs, and emotional
connection. SOC is a predictor of hope (Jason et al., 2016) and is correlated with
higher satisfaction with life (Hombrados-Mendieta et al., 2013). Weaker SOC is
associated with more mental health problems (Michalski et al., 2020).

In the context of families of children with ASD, some mothers express a need
to be connected and understood (Reinke & Solheim, 2015). Interventions focused on
SOC can enhance parents’ SOC (Pearson & Meadan, 2021). However, research on
the SOC of families of children with ASD is scarce.

Although to the best of our knowledge the correlation between SOC and
family resilience has not been studied, it is worth noting that a positive correlation has
been found between family resilience and social support and community engagement
(Harms, 2021; Kavaliotis, 2017)

Loneliness
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Peplau and Caldwell (1978) defined loneliness as a state wherein a gap exists
between the actual and desired amount of one's social interactions. Loneliness has
negative impact on cognitive, behavioral, and physiological aspects (Hawkley &
Cacioppo, 2010). It is correlated with depression (Doménech-Abella et al., 2017;
Erzen & Cikrikci, 2018) and mortality and health problems (Rico-Uribe et al., 2016,
2018). Parents and siblings of children with ASD tend to experience more loneliness
than parents and siblings of typically developing children (Koukouriki et al., 2021,
Sipowicz et al., 2022), and reducing loneliness can improve their life satisfaction (Lu
etal., 2021).

To the best of our knowledge, no study has addressed the association between
the loneliness of parents of children with ASD and family resilience. We aimed to fill
this gap.

Family-Centered Services

In what follows, we refer to family-centered services as the support the state

provides families of children with ASD. [These services collectively revolve around

family unit. Although families of people with ASD report difficulties accessing

services (Stahmer et al., 2019; Vohra et al., 2014; Zuna et al., 2016), family=centered
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Method

Participants

Outcome Variable: Family Resilience

Family resilience was measured using the family resilience assessment scale
(FRAS) developed by Sixbey (2005). The Hebrew version was translated and
validated by Pagorek-Eshel and Finklestein (2019). The original questionnaire

includes 54 items; each item is ranked on a 4-point Likert-type scale, where
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1=disagree and 4=agree. A high total score implies high family resilience. In this
study, we used a 12-item version. Eight items measured communication and problem-
solving (e.g., ‘We work to make sure family members are not emotionally or
physically hurt’), two items measured resources (e.g., ‘“We ask neighbors for help and

assistance’), and two items measured maintaining a positive outlook (e.g., ‘We trust

things will work out, even in difficult times”). A'pilot study was conducted to examine
adequate internal reliability with a=.70! In this study, the FRAS yielded excellent

internal consistency of a=.86.
Mediating Variable: Family Quality of Life

We assessed FQOL with an abbreviated version of the Beach Center Family
Quality of Life Scale (Beach Center, 2006). The purpose of this questionnaire is to
measure families' satisfaction with the quality of their family life in five domains:
family interactions (e.g., ‘My family enjoys spending time together’), parenting (e.g.,
‘Adults in my family have time to take care of the individual needs of every child’),
emotional well-being (e.g., ‘My family members have some time to pursue their own
interests’), physical and material well-being (e.g., ‘My family has a way to take care
of our expenses’), and disability-related support (e.g., ‘My family member with a
disability has support to accomplish goals at home’). Participants rated the 20 items
on a 5-point Likert-type scale, where 1=very dissatisfied, 3=neither satisfied nor
dissatisfied, and 5=very satisfied. Psychometric analysis supports the validity of the
scale (Hoffman, 2006). We then calculated a composite quality of life score for the

family by averaging the responses. In this study, the scale showed an internal
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consistency of 0=.91 for the total score, a=.80 for family interactions, a=.64 for
parenting, a=.80 for emotional well-being, a=.69 for physical and material well-
being, and a=.60 for disability-related support.

Independent Variables: Informal and Formal Resources

Loneliness (Informal Resource). To measure sense of loneliness, we used
Russell et al.’s (1980) UCLA Loneliness Scale. This questionnaire includes 20 items
measuring a person's subjective feeling of loneliness and social isolation. Participants
rate each item on a Likert-type scale between 1=never and 5=often. A mean total
score is calculated, and items 1, 5, 6, 9, 10, 15, 16, 19, and 20 are all reverse coded.
The Hebrew version of this questionnaire previously showed excellent internal
consistency of a=.89 (Khalaila & Vitman-Schorr, 2021). In this study, o=.58.

Sense of Community (Informal Resource). To measure SOC, we used
McMillan and Chavis’s (1986) Sense of Community Index, the most widely used
validated measure of the SOC (Long & Perkins, 2003). It understands sense of
community as a perception with an affective component. For this study, we modified
two items to assess the local SOC. Participants provided their responses to the items
using a 5-point Likert-type scale, where 1 represented "Completely disagree” and 5
denoted “Completely agree.” We then calculated their overall score as the average of
the responses. The SOC showed high reliability; 0=.77.

Family-Centered Services (Formal Resource). To assess the formal support
provided to families by the state, we developed a service usage index measuring their
use of family-centered services provided by the local social services department and
their satisfaction with those services. The index included seven services: receiving
emotional support, receiving information, a support group for parents, a support group

for siblings, lectures, creative kits for children, and activities for families. Participants
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satisfaction and 5 denoted a high Ievel of safisfaction: \We calculated two scores: the

sum of services participants used and a mean score of their satisfaction. The
satisfaction with services scale showed good internal reliability; a = .93.
Procedure

Measures were completed through an online survey using Qualtrics software.
The study was approved by the institutional review board of the School of Social
Work at Bar-llan University. It was also approved by the Research Division of the
Ministry Welfare and Social Affairs, State of Israel. Participants were all service users
of an Israeli family-centered program. They were recruited by the managers of Israeli
family-centered programs chosen by the steering committee of the study to
participate. We gave the managers a link to the online questionnaire, which they then
forwarded to all users of the programs. Information on the response rate is not
available.
Statistical Analysis

We used Pearson’s correlations to assess the associations between the research
variables, and we employed path analysis using AMOS (analysis of moment
structures) software to examine the mediation model. Data normality was scrutinized
using skewness and kurtosis in SPSS. All factors displayed validated values for
skewness and kurtosis (<+2), confirming the absence of data abnormality. The fit
indices were the normed fit index (NFI), incremental fit index (IFI), comparative fit
index (CFI), and the root mean square error of approximation (RMSEA).

Results

Association between Formal and Informal Support, FQOL, and Family Resilience
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The associations between the research variables (formal and informal support,

FQOL, and family resilience) are shown in Table 1.
[Table 1 about here]

As shown in the table, there was a strong positive association between FQOL
and family resilience. No association was found between family resilience and formal
support services (both number of services and satisfaction with services). There was a
significant association between informal support and family resilience, with lower
sense of loneliness and higher SOC associated with increased family resilience.

Similarly, although no significant correlation was found between formal
support services and FQOL, we found a strong correlation between informal support
services and FQOL. Low levels of loneliness and high levels of SOC were also
associated with increased FQOL.

We found a moderate correlation between satisfaction with services and
loneliness: higher satisfaction with services was associated with decreased loneliness.
In addition, there was an association between SOC and loneliness, whereby higher
SOC was associated with decreased loneliness.

Path Analysis to Explain Family Resilience based on FQOL, Formal Support,
and Informal Support

Path analysis relies on the significant correlations found between the research
variables (Table 1). The independent variables included in this model were:
loneliness, SOC, number of services provided, and satisfaction with services. The
mediating variables were subscales of FQOL, including family interactions, parenting,
emotional well-being, physical and material well-being, and disability-related support.

The dependent variable was family resilience.
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The fit indices indicated that the model fit the data very well: y2t=16= 22.55,
p=.126, IF1=0.984; NF1=0.948; CFI=0.983; RMSEA=.058. Figure 1 presents the
research model.

[Figure 1 about here]

Path analysis showed that the three components of FQOL, i.e., family
interactions ($=0.35, p<.001), parenting (f=0.29, p=.004), and familial emotional
well-being ($=0.31, p<.001), directly contributed to increased family resilience. Better
family interactions, parenting and family well-being were associated with improved
family resilience. Disability-related support and physical and material well-being did
not make a significant contribution.

Informal resources (loneliness and SOC) contributed to three components of
FQOL.: family interactions, parenting, and familial emotional well-being. Loneliness
(p=-0.31, p<.001) and SOC (p=0.26, p=.017) were associated with family
interactions: decreased loneliness and increased SOC contributed to better family
interactions. Likewise, loneliness (f=-0.32, p<.001) and SOC (f==0.26, p=.020) were
associated with parenting: decreased loneliness and increased SOC contributed to
better parenting. In addition, loneliness (f=-0.33, p=.001), SOC (f=0.37, p<.001), and
number of services provided to the family (f=0.21, p=.012) contributed to emotional
well-being. Decreased loneliness, increased SOC, and higher number of services
provided to the family contributed to increased emotional well-being.

No direct associations were found between formal support (number of services
provided and satisfaction with these services) and informal support (loneliness and
SOC) and family resilience. This suggests formal and informal support contributed to
family resilience through FQOL. Overall, in the context of families of children with

ASD, the model explained 68% of the variance in family resilience.
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Discussion

This study examined the factors that contribute to family resilience, based on
Bronfenbrenner's ecological theory (1992). More specifically, we examined how
FQOL (family resources), SOC and loneliness (informal resources), and family-
centered support (formal resources) can contribute to family resilience.

The path analysis to explain family resilience demonstrated communal
factors, i.e., SOC and loneliness, were not directly associated with family resilience.
These factors were only correlated to family resilience through FQOL, specifically by
contributing to better family interactions, parenting, and emotional well-being. These
findings are in line with previous research showing FQOL is positively connected to
family resilience in families of children with ASD (Chiu et al., 2020; Gardiner et al.,
2019). They also accord with previous findings that communal engagement and
social support are positively associated with family resilience (Harms, 2021,

Kavaliotis, 2017).

The findings are also consistent with Bronfenbrenner’s (1992) ecological
systems theory: the different circles surrounding the individual are connected, and the
communal aspects, such as SOC and loneliness, affect familial aspects, such as family
resilience. To enhance family resilience, then, we need to look beyond the family

circle and into the community and the policy climate as reflected in social services.
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An additional interesting finding in this study was that a family's physical and
material well-being was not connected to family resilience. Previous studies on
families of children with ASD have found that family income does not contribute to
family resilience (La Madrid Carpena, 2016). The lack of association between
physical and material well-being and family resilience can be explained by the fact
that low-income families can also be very resilient (Orthner et al., 2004).
Limitations

The study had several limitations that should be acknowledged. First, we used
convenience sampling; this sampling method may fail to represent the general
population (Clark, 2017). Secondly, a notable proportion of participants were female,
resulting in an underrepresentation of fathers in this study. This pattern aligns with the
common tendency for fathers to participate in research less frequently than mothers,
as highlighted by Doyle et al. (2016). Third, the study lacked a comparison group of

families without children with ASD. Fourth, the study’s design was cross-sectional;

all variables were measured simultaneously, so there was no way to determine

causation. An additional limitation pertains to the SOC measurement, which was not

Implications for Theory and Research

The study strengthens Bronfenbrenner’s ecological systems theory (1992) by
showing different circles can play a role in family resilience. Future studies should
include a control group of families of children without ASD to examine whether our
results are unique to families of children with ASD. In addition, future studies should
focus not only on parents’ reports of family resilience but include siblings, as their

experience of family resilience may differ from their parents’ experience.
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We found parenting practices, such as parents helping their children get along
with other children, were positively correlated with family resilience. There is a need
for more studies examining how parenting practices can contribute to family
resilience and which parental functioning plays a role in enhancing family resilience.

Finally, in our study, SOC was associated with family resilience. Future
studies should examine how the SOC of families of children with ASD can be
enhanced to strengthen family resilience.

Implications to Practice and Policy

Our findings suggest families of children with ASD do not feel high SOC.
This may be because these families feel stigmatized by other families with no
experience of ASD (Selman et al., 2018; Salleh et al., 2020). One barrier to family
resilience and SOC is the lack of inclusiveness in the everyday lives of individuals
with ASD. In Israel, for example, many children with ASD learn in special education
schools separate from the general population of children (Barlev et al., 2021). Thus,
children with and without ASD do not meet each other; their families do not have an
opportunity to meet, break stigmas, and create an inclusive community. Expanding
the inclusiveness of children with ASD in schools and communities may improve the
SOC families of children with ASD.

In the context of social services, as our findings show that SOC and loneliness
are correlated with family resilience, families at risk of low SOC and high loneliness
need to be identified so they can be given the assistance they need to increase their
SOC, improve family resilience, and reduce loneliness. Social services and
practitioners should take advantage of technology to enhance SOC. Social media
platforms, such as WhatsApp, Facebook, and Twitter, can be used to create effective

communities (Owoseni et al., 2017; Papadopoulos, 2021). We suggest using these
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tools to create online communities of families of children with ASD. In addition,
social services should work to create inclusive communities of parents whose children
have ASD and parents whose children do not have disabilities. This can be done by

arranging joint parental learning communities with joint goals relevant to all parents.

al., 2019; Whittingham et al., 2009)! In addition, building social communities of

families of people with ASD could create opportunities for parents to consult and

learn from each other's successes on ways to improve their own parental practices.
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would contribute to a more holistic and synergistic support system for families
grappling with the challenges posed by disabilities.

Acknowledgments

This research project was funded by Ashalim JDC-Israel and the Israeli Ministry of
Welfare and Social Affairs.

Declaration of Conflict of Interest

The authors report no conflicts of interest.



18
FAMILY RESILIENCE OF FAMILIES OF CHILDREN WITH ASD

References

Aivalioti, ., & Pezirkianidis, C. (2020). The role of family resilience on parental well-
being and resilience levels. Psychology, 11(11), 1705-1728.
https://doi.org/10.4236/psych.2020.1111108

Al-Jadiri, A., Tybor, D. J., Mulé, C., & Sakai, C. (2021). Factors associated with
resilience in families of children with autism spectrum disorder. Journal of
Developmental & Behavioral Pediatrics, 42(1), 16-22.
https://doi.org/10.1097/DBP.0000000000000867

Bailey, D. B., Raspa, M., & Fox, L. C. (2012). What is the future of family outcomes
and family-centered services? Topics in Early Childhood Special Education,
31(4), 216-223. https://doi.org/10.1177/0271121411427077

Bamm, E. L., & Rosenbaum, P. (2008). Family-centered theory: Origins,
development, barriers, and supports to implementation in rehabilitation
medicine. Archives of Physical Medicine and Rehabilitation, 89(8), 1618—
1624. https://doi.org/10.1016/j.apmr.2007.12.034

Banach, M., ludice, J., Conway, L., & Couse, L. J. (2010). Family support and
empowerment: Post Autism diagnosis support group for parents. Social Work
with Groups, 33(1), 69-83. https://doi.org/10.1080/01609510903437383

Barlev, L., Furstenberg, R. N., & Guedj, R. (2021). Children with disabilities in
Isreal: A national study. Myers-JDC-Brookdale Institute.
https://brookdale.jdc.org.il/publication/children-with-disabilities-in-israel-a-
national-study/

Bar-on, A. (2012). Between professionalism and inclusiveness: Case management

with the individual and family. Ministry of Welfare and Social Affairs.



19
FAMILY RESILIENCE OF FAMILIES OF CHILDREN WITH ASD

Batool, S. S., & Khurshid, S. (2015). Factors associated with stress among parents of
children with autism. Journal of the College of Physicians and Surgeons
Pakistan, 25(10), 752-756.

Beach Center. (2006). Family quality of life scale. University of Kansas.
https://beachcenter.Isi.ku.edu/sites/default/files/inline-
files/Family%20Quality%200f%20Life%20Psychometric%20Characteristics
%20and%20Scoring%20Key.pdf

Bekhet, A. K., Johnson, N. L., & Zauszniewski, J. A. (2012). Resilience in family
members of persons with autism spectrum disorder: A review of the literature.
Issues in Mental Health Nursing, 33(10), 650—656.
https://doi.org/10.3109/01612840.2012.671441

Bronfenbrenner, U. (1992). Ecological systems theory. In Six theories of child
development: Revised formulations and current issues (pp. 187—249). Jessica
Kingsley Publishers.

Brown, R. I., & Brown, 1. (2014). Family quality of life. In A. C. Michalos (Ed.),
Encyclopedia of quality of life and well-being research (pp. 2194-2201).
Springer Netherlands. https://doi.org/10.1007/978-94-007-0753-5_1006

Calio, C., & Higgins-D’Alessandro, A. (2021). “It’s really unexplainable, but
everyone here got it:” Analysis of an ASD sibling support group for emerging
adults. Research in Autism Spectrum Disorders, 88, 101857.
https://doi.org/10.1016/j.rasd.2021.101857

Central Bureau of Statistics Israel. (2018). Household income and expenses, Data
from the 2018 household expenditure survey. General summaries.

Chen, J.-J., Wang, Q.-L., Li, H.-P., Zhang, T., Zhang, S.-S., & Zhou, M. K. (2021).

Family resilience, perceived social support, and individual resilience in cancer



20
FAMILY RESILIENCE OF FAMILIES OF CHILDREN WITH ASD

couples: Analysis using the actor-partner interdependence mediation model.
European Journal of Oncology Nursing, 52, 101932.
https://doi.org/10.1016/j.ejon.2021.101932

Chew, J., Carpenter, J., & Haase, A. M. (2018). Young people’s experiences of living
with epilepsy: The significance of family resilience. Social Work in Health
Care, 57(5), 332-354. https://doi.org/10.1080/00981389.2018.1443195

Chiu, S.-J.,, Lin, I. F., Chou, Y. T., & Chien, L. Y. (2020). Family quality of life
among Taiwanese children with developmental delay before and after early
intervention. Journal of Intellectual Disability Research, 64(8), 589-601.
https://doi.org/10.1111/jir.12754

Clark, R. (2017). Convenience sample. In The Blackwell Encyclopedia of Sociology
(pp. 1-2). John Wiley & Sons,.
https://doi.org/10.1002/9781405165518.wbeosc131.pub2

Clifford, T., & Minnes, P. (2013). Logging on: Evaluating an online support group for
parents of children with Autism Spectrum Disorders. Journal of Autism and
Developmental Disorders, 43(7), 1662—-1675. https://doi.org/10.1007/s10803-
012-1714-6

Cuzzocrea, F., Murdaca, A. M., Costa, S., Filippello, P., & Larcan, R. (2016). Parental
stress, coping strategies and social support in families of children with a
disability. Child Care in Practice, 22(1), 3-19.
https://doi.org/10.1080/13575279.2015.1064357

De Clercq, L., Van der Kaap-Deeder, J., Dieleman, L., Soenens, B., Prinzie, P., & De
Pauw, S. (2019). Parenting and psychosocial development in youth with and

without autism spectrum disorder, cerebral palsy, and down syndrome: A



21
FAMILY RESILIENCE OF FAMILIES OF CHILDREN WITH ASD

cross-disability comparison. Advances in Neurodevelopmental Disorders, 3(2),
220-234. https://doi.org/10.1007/s41252-019-00112-2

Domenech-Abella, J., Lara, E., Rubio-Valera, M., Olaya, B., Moneta, M. V., Rico-
Uribe, L. A., Ayuso-Mateos, J. L., Mundo, J., & Haro, J. M. (2017).
Loneliness and depression in the elderly: The role of social network. Social
Psychiatry and Psychiatric Epidemiology, 52(4), 381-390.
https://doi.org/10.1007/s00127-017-1339-3

Doyle, O., Weller, B. E., Daniel, S. S., Mayfield, A., & Goldston, D. B. (2016).
Overcoming barriers to fathers’ participation in clinically relevant research:
recommendations from the field. Social Work Research, 40(4), 260-264.
https://doi.org/10.1093/swr/svw015

Ellen Selman, L., Fox, F., Aabe, N., Turner, K., Rai, D., & Redwood, S. (2018). ‘You
are labelled by your children’s disability’-A community-based, participatory
study of stigma among Somali parents of children with autism living in the
United Kingdom. Ethnicity & Health, 23(7), 781-796.
https://doi.org/10.1080/13557858.2017.1294663

Erzen, E., & Cikrikci, O. (2018). The effect of loneliness on depression: A meta-
analysis. International Journal of Social Psychiatry, 64(5), 427-435.
https://doi.org/10.1177/0020764018776349

Estes, A., Swain, D. M., & MacDuffie, K. E. (2019). The effects of early autism
intervention on parents and family adaptive functioning. Pediatric Medicine,
2, 21-35. https://doi.org/10.21037/pm.2019.05.05

Fong, V., Gardiner, E., & larocci, G. (2021). Satisfaction with informal supports
predicts resilience in families of children with autism spectrum disorder.

Autism, 25(2), 452—-463. https://doi.org/10.1177/1362361320962677



22
FAMILY RESILIENCE OF FAMILIES OF CHILDREN WITH ASD

Frost, M., Green, A., Gance-Cleveland, B., Kersten, R., & Irby, C. (2010). Improving
family-centered care through research. Journal of Pediatric Nursing: Nursing
Care of Children and Families, 25(2), 144-147.
https://doi.org/10.1016/j.pedn.2009.09.001

Gardiner, E., Mésse, L. C., & larocci, G. (2019). A psychometric study of the Family
Resilience Assessment Scale among families of children with autism spectrum
disorder. Health and Quality of Life Outcomes, 17(1), 45-55.
https://doi.org/10.1186/s12955-019-1117-X

Garrido, D., Carballo, G., & Garcia-Retamero, R. (2020). Siblings of children with
autism spectrum disorders: Social support and family quality of life. Quality of
Life Research, 29(5), 1193-1202. https://doi.org/10.1007/s11136-020-02429-1

Gau, S. S. F., Chou, M.-C., Chiang, H. L., Lee, J. C., Wong, C. C., Chou, W. J., &
Wu, Y. Y. (2012). Parental adjustment, marital relationship, and family
function in families of children with autism. Research in Autism Spectrum
Disorders, 6(1), 263-270. https://doi.org/10.1016/j.rasd.2011.05.007

Gayatri, M., & Irawaty, D. K. (2022). Family resilience during COVID-19 pandemic:
A literature review. The Family Journal, 30(2), 132-138.
https://doi.org/10.1177/10664807211023875

Grant, G., Ramcharan, P., & Flynn, M. (2007). Resilience in families with children
and adult members with intellectual disabilities: Tracing elements of a
psycho- social model. Journal of Applied Research in Intellectual Disabilities,
20, 563-575. https://doi.org/10.1111/j.1468-3148.2007.00407 X

Harini, P., & Kaloeti, D. V. S. (2021). Family resilience and mental health during the
Covid-19 pandemic: Systematic literature review. The Family Journal, 30(2),

132-138. https://doi.org/10.1177/10664807211023875



https://doi.org/10.1177/10664807211023875

23
FAMILY RESILIENCE OF FAMILIES OF CHILDREN WITH ASD

Harms, J. B. (2021). Community context and family resilience. In M. Stout & A. W.
Harrist (Eds.), Building community and family resilience: Research, policy,
and programs (pp. 109-119). Springer International Publishing.
https://doi.org/10.1007/978-3-030-49799-6_7

Hawkley, L. C., & Cacioppo, J. T. (2010). Loneliness matters: A theoretical and
empirical review of consequences and mechanisms. Annals of Behavioral
Medicine, 40(2), 218-227. https://doi.org/10.1007/s12160-010-9210-8

Hayes, S. A., & Watson, S. L. (2013). The impact of parenting stress: A meta-analysis
of studies comparing the experience of parenting stress in parents of children
with and without autism spectrum disorder. Journal of Autism and
Developmental Disorders, 43(3), 629-642. https://doi.org/10.1007/s10803-
012-1604-y.

Hodgetts, S., Zwaigenbaum, L., & Nicholas, D. (2015). Profile and predictors of
service needs for families of children with autism spectrum disorders. Autism,
19(6), 673-683. https://doi.org/10.1177/1362361314543531

Hoffman, L. (2006). Assessing family outcomes: Psychometric evaluation of the
beach center family quality of life scale. Journal of Marriage and Family,
68(4), 1069-1083. https://doi.org/10.1111/j.1741-3737.2006.00314.x

Hombrados-Mendieta, M. 1., Gomez-Jacinto, L., Dominguez-Fuentes, J. M., &
Garcia-Leiva, P. (2013). Sense of community and satisfaction with life among
immigrants and the native population. Journal of Community Psychology,
41(5), 601-614. https://doi.org/10.1002/jcop.21559

Hutchison, L., Feder, M., Abar, B., & Winsler, A. (2016). Relations between

parenting stress, parenting style, and child executive functioning for children



24
FAMILY RESILIENCE OF FAMILIES OF CHILDREN WITH ASD

with ADHD or autism. Journal of Child and Family Studies, 25(12), 3644—
3656. https://doi.org/https//doi:10.1007/s10826-016-0518-2

lannuzzi, D., Fell, L., Luberto, C., Goshe, B. M., Perez, G., Park, E., Crute, S.,
Kuhlthau, K., & Traeger, L. (2022). Challenges and growth: Lived experience
of adolescents and young adults (AYA) with a sibling with ASD. Journal of
Autism and Developmental Disorders, 52(6), 2430-2437.
https://doi.org/10.1007/s10803-021-05135-0

Jason, L. A., Stevens, E., & Light, J. M. (2016). The relationship of sense of
community and trust to hope. Journal of Community Psychology, 44(3), 334—
341. https://doi.org/10.1002/jcop.21771

Kakkar, J., & Srivastava, P. (2017). Challenges and coping among parents having
children with autism spectrum disorder. Journal of Psychosocial Research,
12(2), 363-371. Retrieved from https://www.proquest.com/scholarly-
journals/challenges-coping-among-parents-having-
children/docview/2015378870/se-2

Kavaliotis, P. (2017). Investigation of the correlation of family resilience of parents
with a child with autism spectrum disorders, parenting stress and social
support. International Journal of Psychological Studies, 9(2).
https://doi.org/10.5539/ijps.vIn2pl

Keum, H., Shin, Y., & Kim, H. (2016). Development of prediction model for
depression among parents with disabled children: Based on the mediation
effect of social supports and family resilience. Journal of the Korea academia-
Industrial cooperation society, 17(2), 171-178.

https://doi.org/10.5762/KAIS.2016.17.2.171



25
FAMILY RESILIENCE OF FAMILIES OF CHILDREN WITH ASD

Khalaila, R., & Vitman-Schorr, A. (2021). Social support and loneliness among frail
older adults attending daycare centers: A multicultural study in Israel.
Archives of Gerontology and Geriatrics, 97, 104486.
https://doi.org/10.1016/j.archger.2021.104486

Koukouriki, E., Athanasopoulou, E., & Andreoulakis, E. (2021). Feelings of
loneliness and social dissatisfaction in siblings of children with autism
spectrum disorders: The role of birth order and perceived social support.
Journal of Autism and Developmental Disorders, 52(11), 4722-4738.
https://doi.org/10.1007/s10803-021-05308-x

La Madrid Carpena, G. (2016). Predictors of family resilience in families of children
with autism spectrum disorder . Adler University ProQuest Dissertations
Publishing.
https://www.proquest.com/docview/1759163154/abstract/59049A04D690497
9PQ/1

Long, D. A., & Perkins, D. D. (2003). Confirmatory factor analysis of the Sense of
Community Index and development of a Brief SCI. Journal of Community
Psychology, 31(3), 279-296. https://doi.org/10.1002/jcop.10046

Lovell, B., & Wetherell, M. A. (2016). The psychophysiological impact of childhood
autism spectrum disorder on siblings. Research in Developmental Disabilities,
49-50, 226-234. https://doi.org/10.1016/j.ridd.2015.11.023

Lu, M., Wang, R., Lin, H., Pang, F., & Chen, X. (2021). Perceived social support and
life satisfaction of Chinese parents of children with autism spectrum disorder:
Loneliness as a mediator and moderator. Research in Autism Spectrum

Disorders, 87, 101829. https://doi.org/10.1016/j.rasd.2021.101829



26
FAMILY RESILIENCE OF FAMILIES OF CHILDREN WITH ASD

Masten, A. S., & Monn, A. R. (2015). Child and family resilience: A call for
integrated science, practice, and professional training. Family Relations: An
Interdisciplinary Journal of Applied Family Studies, 64(1), 5-21.
https://doi.org/10.1111/fare.12103

McKechanie, A. G., Moffat, V. J., Johnstone, E. C., & Fletcher-Watson, S. (2017).
Links between autism spectrum disorder diagnostic status and family quality
of life. Children, 4(4), 23. https://doi.org/10.3390/children4040023

McMillan, D. W., & Chavis, D. M. (1986). Sense of community: A definition and
theory. Journal of Community Psychology, 14(1), 6-23.
https://doi.org/10.1002/1520-6629(198601)14:1<6::AlD-
JCOP2290140103>3.0.CO;2-1

Meadan, H., Halle, J. W., & Ebata, A. T. (2010). Families with children who have
autism spectrum disorders: Stress and support. Exceptional Children, 77(1), 7—
36. https://doi.org/10.1177/001440291007700101

Michalski, C. A., Diemert, L. M., Helliwell, J. F., Goel, V., & Rosella, L. C. (2020).
Relationship between sense of community belonging and self-rated health
across life stages. SSM - Population Health, 12, 100676.
https://doi.org/10.1016/j.ssmph.2020.100676

Miranda, A., Mira, A., Berenguer, C., Rosello, B., & Baixauli, I. (2019). Parenting
stress in mothers of children with autism without intellectual disability.
Mediation of behavioral problems and coping strategies. Frontiers in
Psychology, 10, 464-476. https://doi.org/10.3389/fpsyg.2019.00464.

Myers, B. J., Mackintosh, V. H., & Goin-Kochel, R. P. (2009). “My greatest joy and
my greatest heart ache:” Parents’ own words on how having a child in the

autism spectrum has affected their lives and their families’ lives. Research in



27
FAMILY RESILIENCE OF FAMILIES OF CHILDREN WITH ASD

Autism Spectrum Disorders, 3(3), 670-684.
https://doi.org/10.1016/j.rasd.2009.01.004

Norris, F. H., Stevens, S. P., Pfefferbaum, B., Wyche, K. F., & Pfefferbaum, R. L.
(2008). Community resilience as a metaphor, theory, set of capacities, and
strategy for disaster readiness. American Journal of Community Psychology,
41(1-2), 127-150. https://doi.org/10.1007/s10464-007-9156-6

Orthner, D. K., Jones-Sanpei, H., & Williamson, S. (2004). The resilience and
strengths of low-income families. Family Relations, 53(2), 159-167.

https://doi.org/10.1111/j.0022-2445.2004.00006.x

Owoseni, A., Salami, O., Twinomurinzi, R., & Mtsweni, J. (2017). Evolving a new
community through Tuckman model and WhatsApp messaging platform. 2017
IST-Africa Week Conference (IST-Africa), 1-9.
https://doi.org/10.23919/ISTAFRICA.2017.8102286

Pagorek-Eshel, S., & Finklestein, M. (2019). Family resilience among parent—
adolescent dyads exposed to ongoing rocket fire. Psychological trauma:
Theory, research, practice, and policy, 11(3), 283-291.
https://doi.org/10.1037/tra0000397

Papadopoulos, D. (2021). Mothers’ experiences and challenges raising a child with
autism spectrum disorder: A qualitative study. Brain Sciences, 11(3), 309-325.
https://doi.org/10.3390/brainsci11030309

Pashazadeh Azari, Z., Hosseini, S. A., Rassafiani, M., Samadi, S. A., Hoseinzadeh, S.,
& Dunn, W. (2019). Contextual intervention adapted for Autism Spectrum
Disorder: An RCT of a parenting program with parents of children diagnosed
with Autism Spectrum Disorder (ASD). Iranian Journal of Child Neurology,

13(4), 19-35.


https://doi.org/10.1111/j.0022-2445.2004.00006.x

28
FAMILY RESILIENCE OF FAMILIES OF CHILDREN WITH ASD

Patterson, J. M. (2002). Understanding family resilience. Journal of Clinical
Psychology, 58(3), 233-246. https://doi.org/10.1002/jclp.10019

Pearson, J. N., & Meadan, H. (2021). FACES: An advocacy intervention for African
American parents of children with autism. Intellectual and Developmental
Disabilities, 59(2), 155-171. https://doi.org/10.1352/1934-9556-59.2.155

Peplau, L. A., & Caldwell, M. A. (1978). Loneliness: A cognitive analysis. Essence:
Issues in the Study of Ageing, Dying, and Death, 2(4), 207-220.

Plumb, J. (2011). The impact of social support and family resilience on parental
stress in families with a child diagnosed with an autism spectrum disorder.
Doctorate in Social Work (DSW) Dissertations. Paper 14.
https://repository.upenn.edu/edissertations_sp2/14

Reinke, J. S., & Solheim, C. A. (2015). Online social support experiences of mothers
of children with autism spectrum disorder. Journal of Child and Family
Studies, 24(8), 2364—2373. https://doi.org/10.1007/s10826-014-0039-9

Rico-Uribe, L. A., Caballero, F. F., Martin-Maria, N., Cabello, M., Ayuso-Mateos, J.
L., & Miret, M. (2018). Association of loneliness with all-cause mortality: A
meta-analysis. PLOS ONE, 13(1), e0190033.
https://doi.org/10.1371/journal.pone.0190033

Rico-Uribe, L. A., Caballero, F. F., Olaya, B., Tobiasz-Adamczyk, B., Koskinen, S.,
Leonardi, M., Haro, J. M., Chatterji, S., Ayuso-Mateos, J. L., & Miret, M.
(2016). Loneliness, social networks, and health: A cross-sectional study in
three countries. PLOS ONE, 11(1), e0145264.
https://doi.org/10.1371/journal.pone.0145264

Russell, D., Peplau, L. A., & Cutrona, C. E. (1980). The revised UCLA loneliness

scale: Concurrent and discriminant validity evidence. Journal of Personality



29
FAMILY RESILIENCE OF FAMILIES OF CHILDREN WITH ASD

and Social Psychology, 39(3), 472-480. https://doi.org/10.1037//0022-
3514.39.3.472

Salleh, N. S., Abdullah, K. L., Yoong, T. L., Jayanath, S., & Husain, M. (2020).
Parents’ experiences of affiliate stigma when caring for a child with autism
spectrum disorder (ASD): A meta-synthesis of qualitative studies. Journal of
Pediatric Nursing: Nursing Care of Children and Families, 55, 174-183.
https://doi.org/10.1016/j.pedn.2020.09.002

Shepherd, D., Landon, J., Taylor, S., & Goedeke, S. (2018). Coping and care-related
stress in parents of a child with autism spectrum disorder. Anxiety, Stress, &
Coping, 31(3), 277-290. https://doi.org/10.1080/10615806.2018.1442614

Shivers, C. M., Jackson, J. B., & McGregor, C. M. (2019). Functioning among
typically developing siblings of individuals with autism spectrum disorder: A
meta-analysis. Clinical Child and Family Psychology Review, 22(2), 172—-196.
https://doi.org/10.1007/s10567-018-0269-2

Sipowicz, K., Pietras, T., Podlecka, M., & Mokros, L. (2022). The association
between depression and perceived stress among parents of autistic and non-
autistic children—The role of loneliness. International Journal of
Environmental Research and Public Health, 19(5), 3019.
https://doi.org/10.3390/ijerph19053019

Sixbey, M. T. (2005). Development of the family resilience assessment scale to
identify family resilience constructs. University of Florida ProQuest
Dissertations Publishing. https://ufdc.ufl.edu/ufe0012882/00001

Stahmer, A. C., Vejnoska, S., ladarola, S., Straiton, D., Segovia, F. R., Luelmo, P.,
Morgan, E. H., Lee, H. S., Javed, A., Bronstein, B., Hochheimer, S., Cho, E.,

Aranbarri, A., Mandell, D., Hassrick, E. M., Smith, T., & Kasari, C. (2019).



30
FAMILY RESILIENCE OF FAMILIES OF CHILDREN WITH ASD

Caregiver voices: Cross-cultural input on improving access to autism services.
Journal of Racial and Ethnic Health Disparities, 6(4), 752—773.
https://doi.org/10.1007/s40615-019-00575-y

Suzuki, K., Hiratani, M., Mizukoshi, N., Hayashi, T., & Inagaki, M. (2018). Family
resilience elements alleviate the relationship between maternal psychological
distress and the severity of children’s developmental disorders. Research in
Developmental Disabilities, 83, 91-98.
https://doi.org/10.1016/j.ridd.2018.08.006

The American Psychiatric Association. (2013). Diagnostic and statistical manual of
mental disorders: DSM-5™, 5th ed (pp. xliv, 947). American Psychiatric
Publishing. https://doi.org/10.1176/appi.books.9780890425596

Uddin, J., Alharbi, N., Uddin, H., Hossain, M. B., Hatipoglu, S. S., Long, D. L., &
Carson, A. P. (2020). Parenting stress and family resilience affect the
association of adverse childhood experiences with children’s mental health
and attention-deficit/hyperactivity disorder. Journal of Affective Disorders,
272, 104-109. https://doi.org/10.1016/j.jad.2020.03.132

Vohra, R., Madhavan, S., Sambamoorthi, U., & St Peter, C. (2014). Access to
services, quality of care, and family impact for children with autism, other
developmental disabilities, and other mental health conditions. Autism, 18(7),
815-826. https://doi.org/10.1177/1362361313512902

Walsh, F. (1996). The concept of family resilience: Crisis and challenge. Family
Process, 35(3), 261-281. https://doi.org/10.1111/j.1545-5300.1996.00261.x

Walsh, F. (2016). Family resilience: A developmental systems framework. European
Journal of Developmental Psychology, 13(3), 313-324.

https://doi.org/10.1080/17405629.2016.1154035



31
FAMILY RESILIENCE OF FAMILIES OF CHILDREN WITH ASD

Whittingham, K., Sofronoff, K., Sheffield, J., & Sanders, M. R. (2009). Behavioural
family intervention with parents of children with ASD: What do they find
useful in the parenting program Stepping Stones Triple P? Research in Autism
Spectrum Disorders, 3(3), 702—713. https://doi.org/10.1016/j.rasd.2009.01.009

World Health Organization. (2021). Autism. World Health Organization.
https://www.who.int/news-room/fact-sheets/detail/autism-spectrum-disorders

Zeidan, J., Fombonne, E., Scorah, J., Ibrahim, A., Durkin, M. S., Saxena, S., Yusuf,
A., Shih, A., & Elsabbagh, M. (2022). Global prevalence of autism: A
systematic review update. Autism Research, 15(5), 778-790.
https://doi.org/10.1002/aur.2696

Zhou, T., & Yi, C. (2014). Parenting styles and parents’ perspectives on how their
own emotions affect the functioning of children with autism spectrum
disorders. Family Process, 53(1), 67—79. https://doi.org/10.1111/famp.12058

Zuna, N., Gracia, M., Haring, S. H., & Aguilar, J. M. (2016). Parental perceptions and
satisfaction with family services in families of children with autism spectrum
disorder and other developmental disabilities. Journal of Intellectual &
Developmental Disability, 41(3), 233-242.

https://doi.org/10.3109/13668250.2016.1179272



Figure Click here to access/download;Figure;Figure 1.docx %

Figure 1

Path Analysis to Explain Family Resilience in Families of Children with ASD
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Note. The correlations between the FQOL subscales were all significant (r ranged
from .41 to .70, p<.01, .001). The correlations between formal and informal resources

are given in Table 3.
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Table 1

Descriptive Statistics: Formal and Informal Support, FQOL, and Family Resilience

1 2 3 4 5 6
1 Family resilience — total score 1 B1F** -.01 .08 -.36** A40**
2 Family quality of life — total score 1 -.09 .20 -A47** ATH**
3 Number of services 1 A7 23 .20
4 Satisfaction with services 1 -.30* 24
5 Loneliness 1 - 37**
6 Sense of community 1

*p < .05, ** p< .01, ** p<.001
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