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Abstract 
Worldwide, caregivers find caring for children with Autism Spectrum Disorder (ASD) challenging. Family 

members must manage many aspects of care giving, which is demanding, overwhelming, and can 

affect the family members’ mental health. However learning how to be resilient may help family 

members overcome the stress and burden associated with caring for a person with ASD. A search was 

https://doi.org/10.3109/01612840.2012.671441
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completed in Medline, PsycINFO, Proquest, Web of Science, and CINAHL using the key words “autism,” 

“caregivers,” “mothers,” and “fathers,” alone and in combination. Inclusion criteria were English 

language articles reporting studies with samples of children with ASD, as distinct from children with 

other intellectual or developmental disabilities. Fifty-eight articles that met these inclusion criteria 

were summarized and, from those, the authors selected 22 articles that included indicators of 

resilience. This integrative review highlights current research on resilience in adult family members of 

persons with ASD. Indicators of resilience, risk factors, protective factors, and outcomes of resilience 

were identified. The review indicates that parents of children with ASD who possess indicators of 

resilience are better able to manage the adversity associated with caring for children with ASD. Thus, 

enhancing resilience among family members of persons with autism may be beneficial to both the 

caregivers and care recipients. 

 

Autism spectrum disorder (ASD) is a life-long neurodevelopmental disorder; onset generally occurs 

before age three, affecting a child's communication, social interactions, and behavior patterns (APA, 

2000). Persons with ASD represent a significant proportion of the world population, making ASD a 

global health issue. While the World Health organization (WHO) does not report on the global 

prevalence of ASD specifically, its 2007 Global Burden of Disease report noted that persons with 

mental and neurological disorders, including ASD, account for almost 11% of the global disease burden 

(WHO, 2007). It is estimated that 1 out of every 110 Americans (2.8 million people) has ASD (Rice, 

2009). 

Throughout the world, caregivers find caring for children with ASD challenging. Family members must 

manage many aspects of caregiving, which is demanding, even overwhelming, and can affect family 

members’ mental health (Baker, Blacher, & Olsson, 2005; Johnson, Frenn, Feetham, & Simpson, 2011; 

Phetrasuwan & Miles, 2009). However, learning how to be resilient may help family members 

overcome the stress and burden associated with caring for a person with ASD (Van Breda, 2001). This 

integrative review highlights current research on resilience in adult family members of persons with 

ASD. 

THEORETICAL FRAMEWORK 
For years, resilience in children and adolescents was a focus of research (Garmezy & Rutter, 1983; 

Werner & Smith, 1992). Now, researchers have begun to study resilience in adults and caregivers. For 

example, Zauszniewski and colleagues (2010) looked at resilience in women family caregivers of adults 

with serious mental illness (Zauszniewski, Bekhet, & Suresky, 2009) and, more recently, Bekhet and 

colleagues (2011) used resilience theory to examine the role of positive cognitions in Egyptian elders’ 

relocation adjustment (Bekhet, Fouad, & Zauszniewski, 2011). Different researchers have defined 

resilience differently, but all the definitions share the key characteristic of prevailing when faced with 

difficult and negative situations (Zauszniewski, Bekhet, & Suresky, 2010). 

Luthar and colleagues defined resilience as “a dynamic process encompassing positive adaptation 

within the context of significant adversity” (Luthar, Cicchetti, & Becker, 2000, p. 545). It has also been 

defined as being resistant to stressful experiences (Rutter, 1999). Finally, Richardson (2002) has 

defined resilience as “The process of coping with adversity, change, or opportunity in a manner that 



result in the identification, fortification, and enrichment of resilient qualities or protective factors” 

(Richardson, 2002, p. 308). 

According to resilience theory, an individual's resilience is determined by balancing risk and protective 

factors in the face of adversity (Luthar et al., 2000). The main constructs in resilience theory are risk 

factors, protective factors, indicators of resilience, and resilience outcomes. 

METHODS 
A search was completed in Medline, PsycINFO, Proquest, Web of Science, and CINAHL using the key 

words autism, caregivers, mothers, and fathers, alone and in combination. Inclusion criteria were 

English language articles reporting studies with samples of children with ASD, as distinct from children 

with other intellectual or developmental disabilities. Fifty-eight articles that met these inclusion criteria 

were summarized, and from those the authors selected the 22 descriptive articles that included 

indicators of resilience. In addition, there were only two intervention studies of parents/caregivers of 

persons with ASD addressing resilience and its indicators or risk and protective factors (Kasari et al., 

2010; Okuno et al., 2011). 

RESULTS 

Risk Factors 
Risk factors are those factors that predispose people to physical and mental health problems because 

they affect how a person adapts to stress (Greene, Galambos, & Lee, 2003; Smith-Osborne, 2007). Risk 

factors for caregivers of persons with ASD include symptom severity, marital quality, parents’ anger, 

and number of children with ASD. 

Symptom severity has been identified as a risk factor in caring for persons with ASD (Allik, Larsson, & 

Smedje, 2006; Benson & Karlof, 2009; Ekas & Whitman, 2010; Hartley, Barker, Seltzer, Greenberg & 

Floyd, 2011). Ekas and Whitman (2010) looked at the relationship between symptom severity and 

social and emotional maternal outcomes in 119 American mothers of children aged 2 to 18 years old 

with ASD. They found that greater severity of symptoms was associated with poorer psychological 

well-being and life satisfaction, and a greater prevalence of depression (Ekas & Whitman, 2010). 

Hartley and colleagues (Hartley et al., 2011) investigated the relationship between child symptoms and 

parenting experiences over time in 91 married mothers and fathers of adolescents and adults with 

ASD. Higher ratings of child symptoms were predictive of lower ratings of fathers’ emotional closeness 

(Hartley et al., 2011). In addition, Benson and Karlof (2009) found a positive relationship between 

symptom severity and parents’ depression in sample of 84 mothers and 6 fathers of 3–7 year olds. 

Finally, a study conducted in Sweden, found a negative relationship between maternal well-being and 

child behaviors in a sample of 31 mothers and 30 fathers of 32 children with ASD (Allik, Larsson, & 

Smedje, 2006). 

Marital quality has been identified as a risk factor that might compromise resilience in parents of 

children with ASD in two American studies and one Australian study (Brobst, Clopton, & Hendrick, 

2009; Hartley et al., 2011; Higgins, Bailey, & Pearce, 2005). Brobst and colleagues compared 25 couples 

of children with ASD to 20 couples of typically developing children. Parents of children with ASD had 

less marital relationship satisfaction and experienced greater parenting stress (Brobst et al., 2009). 



Hartley and colleagues (Hartley et al., 2011) found that in a sample of 91 married mothers and fathers 

of adolescents and adults with ASD, those who had less marital satisfaction were more burdened by 

their adolescent and adult child with ASD over time than were parents with more marital satisfaction. 

In Australia, Higgins and colleagues found that 52 parents (97% mothers) with children with ASD had 

low marital satisfaction and low family functioning (adaptability and cohesion) (Higgins et al., 2005). 

Two American studies have identified parents’ anger as a factor that affected their emotional well-

being (Benson & Karlof, 2009; Carter, Martinez-Pedraza, & Gray, 2009). The first study, conducted with 

84 mothers and 6 fathers of persons with ASD aged 3–7 years old, found that anger was related to 

symptom severity, stress proliferation, and parental depression (Benson & Karlof, 2009). The second 

study found a positive relationship between parental anger/hostile mood and depression severity in 

143 mothers of toddlers with ASD (Carter, Martinez-Pedraza, & Gray, 2009). In addition, a recent Israeli 

study found a positive relationship between marital quality and ability to cope with stress in a sample 

of 176 parents of children with ASD aged 6 through 16 (88 married couples) (Siman-Tov & Kaniel, 

2011). 

Having more than one child with ASD has also been identified as a risk factor for mothers caring for 

children with ASD. Ekas and Whitman (2010) found a significant negative correlation between having 

more than one child with autism and lower life satisfaction, lower sense of well-being, greater negative 

affect, and higher incidents of depression. 

Protective Factors 
Protective factors promote resilience by diminishing the effects of risk and decreasing the negative 

reaction to it, thereby allowing caregivers to achieve positive outcomes (Rutter, 1987; Zauszniewski, 

Bekhet, & Suresky, 2010). Protective factors in family members of children with autism include social 

support, age of the child, time since diagnosis, locus of control, cognitive appraisal, and religious beliefs 

and spirituality. 

Social support has been identified as a protective factor in five American studies. Tobing and Glenwick 

(2006) found that satisfaction with social support was associated with low maternal distress in 97 

American mothers of children with ASD aged 2 to 18 years. Similarly, Ekas, Lickenbrock, and Whitman 

(2010) found that family support was associated with lower levels of maternal depression, stress, and 

negative affect in 119 American mothers of children with ASD (Ekas, Lickenbrock, & Whitman, 2010). 

Also, in a sample of 53 mothers and 23 fathers of American children with ASD aged 21 and under (M = 

8; SD = 4), Hall and Graff (2011) found that their spouses and partners were greater sources of support 

than social clubs or groups and that this support was positively correlated with parenting stress and 

ability to cope with the children (Hall & Graff, 2011). Similarly, Brobst and colleagues found that social 

support was negatively correlated with parenting stress and positively correlated with relationship 

satisfaction in a sample of 25 couples who were parents of children with autism (Brobst, Clopton, & 

Hendrick, 2009). Finally, Carter and colleagues (2009) found that perception of the availability of social 

support was negatively correlated with depression severity. An Australian study found that social 

support buffered the effects of stress on parents’ well-being if those providing the social support were 

perceived as competent (Sharpley, Bitskia, & Efremidis, 1997). In addition, an Israeli study found a 

positive relationship between social support and coping with parental stress in a sample of 176 parents 

(88 married couples) of children with ASD aged 6 through 16 (Siman-Tov & Kaniel, 2011). Finally, a 



qualitative study conducted in America that included eight Southeast Asian immigrant mothers of 

children with ASD aged 3 to 10 years of age found that school support was the greatest supportive 

entity (Luong, Yoder, & Canham, 2009). 

Age of the child has been identified as another protective factor for caregivers of a child with ASD. A 

study by Ekas and Whitman (2010) found that mothers of older children perceived less stress related to 

their child's challenging behaviors than mothers of younger children. Hartley et al., 2011, found a 

significant negative relationship between the child's age and parenting burden; that is to say, parents 

with older children reported less burden. 

Time since diagnosis has been identified as a protective factor. A study by Kuhn and Carter (2006) 

found that time since diagnosis was positively significantly correlated with maternal self-efficacy in 170 

mothers of children with ASD (Kuhn & Carter, 2006). 

Locus of control has been defined as the sense of control over events, either by internal factors such as 

one's own behavior or by external factors such as other people's actions, luck, fate, or chance (Rotter, 

1966). Research has found that people with an internal locus of control deal with stressful situations 

more easily than those with an external locus of control (Rotter, 1966). A recent study conducted in 

Israel by Siman-Tov and Kaniel (2011) found a positive relationship between internal locus of control 

and coping with parental stress in a sample of 176 parents (88 married couples) of children with ASD 

aged 6 through 16. 

Changing cognitive appraisal involves changing the way one views or makes sense of a situation by 

using positive reinterpretation, and finding meaning, acceptance, and humor (Terry & Hynes, 1998). A 

study conducted by Tunali and Power (2002) found that in a sample of 58 mothers of children, aged 5 

to 15 years old, with and without autism (29 mothers in each group), those who used positive cognitive 

appraisal showed the greatest life satisfaction. 

A study by Ekas, Whitman & Shivers (2009) also found that religious beliefs, activities, and spirituality 

acted as protective factors against socioemotional functional problems, including depression and low 

self-esteem in a sample of 119 American mothers of children with ASD younger than 18 years old. 

Similarly, in a qualitative study of seven parents of children with ASD, aged 3–10, with moderate to 

severe levels of disability, Luong, Yoder, and Canham (2009) found that religious practices such as 

praying at home “recharged their hope” (Luong et al., 2009). 

Indicators of Resilience 
Indicators of resilience are predictors of resilience. Indicators of resilience in family members of 

children with ASD include self-efficacy, acceptance, sense of coherence, optimism, positive family 

functioning, and enrichment. 

Self-efficacy refers to a persons’ confidence in their ability to succeed when approaching goals, tasks, 

and challenges (Bandura, 1977; 1995). Self-efficacy may affect psychological states as well as 

motivation and behavior. In family members of persons with ASD, greater self-efficacy has been 

associated with better management of stress (Kuhn, 2006). Two studies have investigated self-efficacy 

in American family members of persons with ASD (Carter, Martinez-Pedraza, & Gray, 2009; Kuhn & 

Carter, 2006). Carter and colleagues (2009) looked at factors contributing to depressive symptoms and 



stress over time and their relationships to self-efficacy in 143 mothers of toddlers with ASD. The 

sample was 92% white, 2% Hispanic (Latino), 4% Asian, 1% Black/African American, and 2% more than 

one race. Ninety-two of the 143 mothers completed three data collections. The findings indicated that 

lower parenting efficacy predicted depression over time. Kuhn and Carter (2006) examined the 

relationship between maternal self-efficacy and parenting cognitions among 170 mothers of children 

with autism. Twelve percent of the participants self-identified as members of ethnic minorities. 

Participants reported a high socioeconomic status. Agency, or being actively engaged with the child, 

was positively correlated with maternal self-efficacy. Guilt, maternal depression, and parenting stress 

were negatively correlated with maternal self-efficacy. 

Acceptance has been defined as the ability to embrace internal events such as thoughts, feelings, 

memories, and sensations (Orsillo, Roemer, Block-Lerner, & et al., 2004). Acceptance involves 

adjustment and adaptation to a child's disability and abilities to find peace in the present (Luong, 

Yoder, & Canham, 2009); it is an active process of understanding the chronic nature of an 

unchangeable situation (Orsillo et al., 2004). Three studies have discussed the role of acceptance in 

family members of persons with autism (Bayat, 2007; Luong et al., 2009; Oppenheim et al., 2009). The 

first looked at the effects of autism on family coping styles, including acceptance, and on support 

systems among nine first-generation Southeast Asian parents of children, 3–10 years old, with ASD. 

Acceptance was one of the coping style patterns that helped parents be more resilient over time 

(Luong et al., 2009). A second study, by Bayat (2007), investigated resilience in a sample of 175 

American families of children, 2–18 years old, with autism; 63% were Whites, 16% were African 

American, and the others were Hispanic, Asian, or other. Three questions asked about the positive and 

the negative effects of ASD on the family as well as on the participant's personal life. Acceptance 

helped the parents change their world view and recognize what they had, instead of what they were 

missing (Bayat, 2007). The third study investigated the relationship between insightfulness and 

resolution (or acceptance of diagnosis) to secure child attachment among Israeli mothers of children, 

32–69 months of age, with autism (Oppenheim et al., 2009). The study found a positive association 

between being insightful and resolved and having securely attached children. 

Sense of coherence may be defined as cognitive, behavioral, and motivational skills that reflect the 

view that the world is manageable, comprehensible, and meaningful (Antonovsky, 1979). Only one 

study has examined the relationship of sense of coherence and coping to stress among mothers and 

fathers of children with autism (Pisula & Kossakowska, 2010). That study compared the sense of 

coherence of 26 Polish parent dyads of 3 to 7 year-old children with ASD to sense of coherence in 29 

Polish biological parent dyads with typically developing children. The parents of children with autism 

had a lower sense of coherence than the parent dyads with typically developing children, and this, in 

turn, contributed to negative coping strategies, such as not seeking social support and not accepting 

responsibility. The authors concluded that interventions for parents of children with autism are needed 

to strengthen their sense of coherence and act as a moderator between parental stress and coping 

(Pisula & Kossakowska, 2010). A recent Israeli study also found a positive relationship between sense 

of coherence and coping with parental stress in a sample of 176 parents (88 married couples) of 

children, aged 6 through 16, with ASD (Siman-Tov & Kaniel, 2011). 



A few studies have examined the role of optimism in family members of persons with ASD. A study by 

Ekas, Lickenbrock, and Whitman (2010), which included 119 mothers of children with autism younger 

than 18 years of age, found that family support was associated with increased optimism, and this led to 

fewer negative maternal outcomes, such as stress and depression. A second study, by Greenberg and 

colleagues (2004), included 102 mothers of adults with ASD with an average age of 34. This study 

found that optimism mediated the association between the quality of the mother's relationship to her 

adult child with ASD and her psychological/physical well-being (Greenberg, Seltzer, Krauss, Chou, & 

Hong, 2004). Kuhaneck and colleagues (2010) also found that optimism or joy led to effective coping in 

a sample of 11 mothers of children, aged 6 to 11 years old, with ASD. 

Positive family functioning involves a commitment to support the functions of the family including 

economics, safety, child rearing, caregiving, and communication. It requires joint efforts to manage 

family responsibilities (Feetham, 2007; Knafl & Deatrick, 2003). A recent study by Johnson and 

colleagues (2011) investigated the mediating effects of positive family functioning on the relationship 

between parenting stress and mental and physical health in sample of 64 parent dyads of American 

children, aged 2–24 years, with autism. Positive family functioning mediated the effect of stress on 

mental health (Johnson, Frenn, Feetham, & Simpson, 2011). 

Yatchmenoff and colleagues (1998) have defined enrichment as having a positive view of oneself as a 

parent, having positive relationships with children and partners, and living a religious or spiritual life. 

Enrichment was studied by Phelps and colleagues (2009) in 80 caregivers of persons with ASD; they 

found an inverse relationship between parenting stress and enrichment. In their study, 97.5% of the 

caregivers were mothers of persons with ASD who ranged in age from 3 to 35 years with a mean of 

10.75 years (SD = 6.53). 

Outcomes of Resilience 
Resilience and its indicators have been found to be associated with many positive health outcomes 

(Van Breda, 2001). In parents with ASD, resilience indicators have been associated with positive 

indicators of parental mental health, including less depression (Carter et al., 2009; Ekas et al., 2010; 

Siman-Tov & Kaniel, 2011; Tobing & Glenwick, 2006), better marital quality (Siman-Tov & Kaniel, 2011), 

greater psychological well-being (Kuhn & Carter, 2006), and greater life satisfaction (Ekas & Whitman, 

2010). 

In a study of 143 mothers of toddlers with ASD, Carter and colleagues (2009) found that greater 

parenting efficacy predicted lower depression. Ekas and Whitman (2010) found that less severity of 

children's symptoms was associated with greater psychological well-being and life satisfaction and less 

depression. In addition, Tobing and Glenwick (2006) found that satisfaction with social support was 

associated with low maternal distress in sample of 97 American mothers of children with ASD aged 2–

18 years. Similarly, a study conducted by Kuhn and Carter (2006) found that maternal self-efficacy, an 

indicator of resilience, was associated with less maternal depression and parenting stress. Also, Siman-

Tov and Kaniel (2011), found a positive relationship between marital quality and ability to cope with 

stress. 



Resilience Intervention Studies 
There were only two intervention studies of parents or caregivers of persons with ASD addressing 

resilience and its indicators or risk and protective factors (Kasari et al., 2010; Okuno et al., 2011). The 

first study tested the effectiveness of a modified parent training program on parental confidence and 

children's behavior in a sample of 14 mothers of preschool-age children with ASD (Okuno et al., 2011). 

The intervention consisted of six sessions and was completed in three months. Findings indicated that 

the program was effective in improving parents’ confidence and decreasing children's challenging 

behaviors. The second intervention study was conducted to determine whether a joint engagement 

intervention would increase joint engagement between caregivers and toddlers with ASD (Kasari et al., 

2010). The intervention consisted of 24 caregiver-mediated sessions with follow-up one year later. The 

study found significantly greater improvements in joint engagement among caregivers who 

participated in the program than among a control group. Furthermore, the improvements were 

maintained one year later. These are among the first data to suggest that short-term parent-mediated 

interventions can have important effects on core impairments in toddlers with ASD. 

DISCUSSION 
Given the increasing prevalence of ASD (Rice, 2009) and its impact on the family who play a major role 

in managing caregiving (Siman-Tov & Kaniel, 2011; Smith et al., 2010), it is important to pay more 

attention to this vulnerable population. While resilience has been examined among parents of children 

with autism, the majority of the caregivers that were studied were mothers (Carter et al., 2009; Ekas & 

Whitman, 2010; Kuhaneck et al., 2010; Kuhn & Carter, 2006; Luong et al., 2009). Yet, studies found a 

relationship between marital quality and indicators of resilience (Brobst, Clopton, & Hendrick, 2009; 

Hartley et al., 2011; Higgins, Bailey, & Pearce, 2005); therefore, future studies should include both 

parents. 

Some studies have addressed the role of resilience in affecting psychological outcomes. Only two 

intervention studies of parents/caregivers of persons with ASD have addressed resilience and its 

indicators or risk and protective factors (Kasari et al., 2010; Okuno et al., 2011). 

The 22 studies reviewed here show that parents of children with ASD who possess indicators of 

resilience are better able to manage the adversity associated with caring for children with ASD. Thus, 

enhancing resilience among family members of persons with autism may be beneficial to both the 

caregivers and care recipients. 

According to resilience theory, resilience is determined by balancing risk and protective factors in the 

face of adversity (Luthar et al., 2000). In fact, although individuals may have little control over risk 

factors, such as severity of symptoms, and number of children with ASD, it is definitely possible to 

strengthen their protective factors. This can be achieved through interventions designed to increase 

positive cognitions or cognitive appraisal and by providing support for family caregivers of persons with 

ASD. This, in fact, will result in greater resilience among caregivers of persons with ASD, which may be 

recognized in such indicators as self-efficacy, acceptance, sense of coherence, optimism, 

resourcefulness, and positive family functioning that will, in turn, affect the care recipient. 

Given the importance of resilience, nursing interventions need to be developed to enhance resilience 

among parents of children with ASD. Longitudinal studies also are needed to determine the lagged and 



extended effects of resilience on physical and psychological outcomes of persons with ASD. A recent 

study of 88 parent dyads found a positive significant relationship between parental stress and severity 

of symptoms in child autism (Siman-Tov & Kaniel, 2011). Therefore, managing the stress of the parents 

and enhancing their psychological well-being may also have an impact on the child's symptoms. Future 

research should examine the effects of financial burden, resulting from balancing stresses and strains 

arising from their workplace, family life, and caregiving roles, on caregivers’ well-being. 

Research also has shown a negative relationship between the child's symptom severity and parental 

stress (Allik, Larsson, & Smedje, 2006; Benson & Karlof, 2009; Ekas & Whitman, 2010; Hartley et al., 

2011). In a vicious cycle, the child's severity of symptoms increases maternal stress which, in turn, 

increases the child's symptoms. Interventions that target the caregivers could help to disrupt this 

vicious cycle and improve the psychological and physical well-being of both caregivers and the care 

recipient. 
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