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Abstract



Introduction: There is increasing attention at the European policy level over disability issues, as new classifications like that falling under the umbrella term of Autism Spectrum Disorders (ASDs) emerged. Though the prevalence of ASDs is sharply increasing, little is known about the lives of people who are directly affected by or in contact with autism. 

Method: A qualitative approach was used that emphasized in-depth interviews as the best method to gain a detailed understanding of the parents’ experiences. Data collection and analysis were guided by the principles of Grounded Theory. The participants were asked to discuss about the diagnostic process; the challenges they faced in their caregiving route; what helped them to overcome these challenges, the benefits, if any, they derived from social support networks; and, finally, their hopes for the future. Ten interviews were conducted with one father and nine mothers of children diagnosed with autism disorder. 

Results: The analysis produced three core themes, which related to: entering the child’s inner world; making meaning out of autism; and the family’s social experience. Each theme contained subthemes which provided further insights into the parents’ experiences. 

Discussion: Being the parent of a child with autism was represented as a complex and dynamic process. However, among the parents’ accounts there were some common stages that constituted key points in their process of raising their child. These stages relates to: making sense of the child’s symptoms, receiving their child’s diagnosis, acknowledging the child’s uniqueness and advocating for his inclusion.
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1. Introduction


‘If a child can’t learn the way we teach, maybe we should teach the way he learns’



There is increasing attention at the European policy level over disability issues.
In 2010 the European Union ratified the United Nation Convention on the Rights of People with Disabilities, which “protects the rights and promotes equality of persons with disabilities” (Clifford, 2011). Improving the social condition of people with disabilities is also a relevant theme in the Europe 2020 Strategy, which provides Member States with guidelines to renovate their welfare systems by means of social investments. Disability’s increasing awareness is also reflected in the developing of a new academic field, that of disability studies, which critically stresses the situational nature of disability. This because, in the past decades, the quantitative approach to disability research resulted in a prevalence of “impairment-related studies” so that the social aspects of disability have been overlooked and under investigated (Jeffery and Singal, 2008).
This to say that, to date, a public discussion on disability’s right and social inclusion prevails.
Moreover, European data over the last 15 years shows that, with an increase in life expectancy, there seems to be a slight increase in the most severe disabilities, but simultaneously a stronger increase in the “least severe handicaps” (EC 2003). The increase in this “least severe handicaps” can be partly attributed to the ageing of the population, which leads to a larger number of ageing-related health problems, and partly due to the emergence of new diagnostic classifications, such as those falling under the umbrella category of Autism Spectrum Disorders (ASDs).
ASDs define a “group of neurodevelopmental disorders characterized by impairments in communication, reciprocal social interaction and the presence of restricted and repetitive behaviors or interests” (American Psychiatric Association, 2013). According to the DSM-V diagnostic criteria “People with ASD tend to have communication deficits, such as responding inappropriately in conversations, misreading nonverbal interactions, or having difficulty building friendships appropriate to their age. In addition, people with ASD may be overly dependent on routines, highly sensitive to changes in their environment, or intensely focused on inappropriate items” (American Psychiatric Association, 2013). The spectrum includes Autism, Asperger Syndrome and Pervasive Developmental Disorder Not Otherwise Specified (PDD-NOS).
According to recent American studies, the prevalence of the broad spectrum of autistic disorders is approximately 1 out of 68 cases in young children (CDC, 2014). Several factors may contribute to this upsurge, like switching definition to a spectrum, the incorporation of children with other disorders as also having autistic traits, and increased control. Though experts disagree about the relevance of the recent increase in ASDs’ diagnosis, because of the limited availability of data on population base rates, what is sure is that more and more children are being identified as having ASDs than ever before. 
Social construction theorists would argue that ASDs has been socially constructed as a disorder (Molloy 2002). They would trace its socially constructed dimension in the diagnostic and evaluation process. Indeed, there is no universally accepted medical test to assess whether a child is affected by ASDs. Symptoms differ from child to child. Their skills can range from gifted to severely compromise: in the common sense, autism disorders are associated with intellectual disabilities, but autism can also occur in individuals of normal or superior intelligence. Some individuals need a lot of help in their daily lives, others need less. It is a problem also to establish diagnostic boundaries. Therefore, there is disagreement about what can be regarded as a “simple personality variant” and what behavior “constitutes necessary diagnostic features” (Molloy, 2002). Furthermore, as autism is a developmental disorder, changes occur over time. Once the child grows older, symptoms might change. The treatment procedure is equally unclear, because of the lack of a clear understanding of the disorders, and there is no agreement on which are the most effective treatments (Howlin, 2000). Thus, it can be speculated about the utility of the diagnostic category.
On the other hand, without a “label”, individuals can’t access support and resources.
Surely, autism disorders have a strong social connotation, and it is therefore important to contextualize the disorder and the experiences of children and parents. As Daley (2002) pointed out, “[…] the most accurate view of autism is as a biological condition that is culturally shaped in symptoms and course”. She argues that - whether or not the biological conditions of autism vary from one culture to another – symptoms’ description, interpretation and acceptance, help-seeking behavior, diagnosis process, treatments available and used, and family functioning can vary greatly across cultures”.
Whilst there has been a great deal of research into autism, to date this has largely centered on trying to understand the etiology of the disorder. However, insights into the lives of those people who are directly affected by or in contact with ASDs are of great value. Given that autistic individuals are taken care for in the community by family members, parents’ lived experiences offer food for thought when commenting on what autism is, and how it is experienced by those who are directly involved. 
Yet, the majority of the literature on the topic too narrowly reduces the study to a quantitative analysis of the effects of potential stressors affecting the parents’ psychological wellbeing, eventually mediated by the coping strategies used to buffer them, but it does not provide information that is culturally and contextually oriented. Thus, qualitative insights about how the disorder is identified, characterized and treated, are needed. 
The current study will therefore attempt to give voices to parents of children on the autism spectrum through an in-depth exploration of their lived experiences.
Therefore, in line with mainstream literature, a stress and coping framework will be used as a starting point to illustrate the experience of parents raising a child with an autism disorder. Specifically, the Transactional Theory of Stress and Coping (Lazarus et al., 1986) will provide a theoretical basis to identify the different steps of the coping practices of the parents, to emphasize the importance of perceptions and meanings in the process, and to account for the interaction between the parents and the wider social system. However, a Grounded Theory approach (Corbin and Strauss, 1967) will allow for a more grounded explanation of the parents’ life stories within the context in which they live.


1.1. Italy as a case study

Public awareness about autism disorders, in Italy, has progressively developed, especially in terms of circulation of information and diagnostic procedures, though there are still major issues to be solved (Censis, 2012).
Italy took several steps to protect the rights of people with disabilities in which persons with autism are concerned (Cajola, 2014). In 2007 the country ratified the UN Convention on the Rights of people with Disabilities (CRPD) that surely led to a partial review of disability policy making. However, the Regions, that are the first-level administrative divisions of the country - with relevant competences in social matters and other areas which are crucial for implementing the Convention - are substantially absent from the Law which ratified it, and no regional focal points have been established (Ferri, 2010). 
Yet, legislation regarding autism disorders is lacking (Cajola, 2014). The Italian Government is currently discussing a decree (Italian Committee on Social Affairs, 2015) with regards to the provision of diagnosis, cure and rehabilitation of people on the autism spectrum, and assistance to their families. However, from the document is also clear that no “new or increased burdens on public finances” should follow. This is because the restructuring across the National Welfare System is challenging the provision for financial support to national and community care services, and to families in need.
Moreover, an appropriate framework of structures to deal with the disorders is still missing. There are no data at the national level regarding the prevalence of the diagnosis (Posada et al., 2007). Also, there is no surveillance practice after the child’s 18 months of age, and no specific code on autism in a disability assessment system: people with autism obtain a general assessment of mental disability. Furthermore, there is no institution in charge of the decision about the most appropriate educational plan for children with special education needs, though there is one for dispensing the disability certificate (Neuropsychiatry child and adolescent Department) (Posada et al., 2007). 
A new set of official guidelines for the treatment of autism in children and teenagers has been published by the National Health System (NHS). The guidelines aim to provide professionals with updated information about treatments for autism and outcomes from latest scientific researches about their effectiveness, along with recommendations for clinical practice. Apart from speech therapy and physical activity, which are those treatments offered by the NHS, the official guidelines also call for Applied Behavioral Analysis treatments, yet they are extremely time demanding and expensive for the families. 
When turning to education, though the ground-breaking Italian education policy of Integrazione Scolastica introduced in 1977 - which dismantled special schooling and allowed previously marginalized children to be members of ordinary classes - in Italy, today, children with a diagnosis of autism disorders do not participate in school activities to the same extent as other youngsters. Several mothers reported that they had to take their child out of school because of the inability of the school system to meet the child’s needs (see La Repubblica, 2015).
At the media level, the Italian press has devoted considerable attention to the decision of the provincial court in Rimini that granted compensation to the family of a child claiming that the MMR vaccine the child received as part of his childhood immunizations caused his autism (Milani, 2015). However, the court’s decision was never on very firm grounds. Thus, the Italian Court of Appeals overturned this verdict – that apparently lead to a decline in MMR immunization rates in the region – stating that there is no scientific evidence supporting a link between vaccines and autism (Milani, 2015). Such debate magnified misconceptions and controversies related to the disorder.
On the other hand, parents might find support among parental support organizations, which are of great importance in the country, especially in relation to the lack of general awareness of the disorder and the difficulty in obtaining adequate information on effective treatments. A national representative survey among families of children with ASDs (Censis, 2012) found that 84,3% of them took part in parental organizations to obtain information and orienteering, and 69,3% to get some sort of training. Indeed, for these families the need for adequate information is an absolute priority. It is also common for parents of children with autism to use the Internet to establish contacts with other parents in similar circumstances and document and publish their daily fights. The phenomenon of parents of children with autism publishing personal stories on the Internet is spreading. (Fleishmann, 2005). Usually, those parents who engage in virtual communities to seek information and support, also return to the Internet to assist others. The Internet therefore allows for the formation of virtual support groups that empower parents, who then become advocate for their children’s rights. 
Overall, there is very few literature on the topic, as disability studies are quite recent in the country. As Griffo (2011) suggests, “when it comes to disability issues, the Italian scene is still poor, fragmented and often episodic. There is no continuity of studies and research, or centers of excellence”.





1.2. Literature review

Parental stress has long been one of the most frequently researched aspects of the experience of families of children on the autism spectrum. The majority of the studies on parental stress have mainly addressed the principal effects of predictor variables on the parents’ psychological wellbeing. They all found that parenting a child with ASD is associated with higher levels of distress than parenting a normally developing child (Hastings, 2002; Montes and Halterman, 2007; Davis and Carter, 2008; Totsika et al., 2011) and parenting children with Down syndrome (Sanders and Morgan, 2008; Dabrowska and Pisula, 2010). 


1.2.1. Autism-related stressors

What has been found to be the main stressor for the parents raising a children diagnosed with ASDs is the extent of behavior problems displayed by their children (Hastings, 2002, 2005; Montes and Halterman, 2007), namely deficits in social skills (Hastings, 2002; Davis and Carter, 2008), self-regulation skills (like eating, sleeping, or regulating emotions) and externalizing behaviors (Davis and Carter, 2008). As Siegel (1998) suggests, given that autism is a disorder of social-relatedness, parent-child communication and attachment are disrupted more than in other developmental disabilities. Other stressors reported in the literature include time demands, restricted family opportunities and the extensive burden of care (Sanders and Morgan, 2008; Dabrowska and Pisula, 2010). Having a child with autism may also influence marital and family functioning. Higgings and colleagues (2005) found lower marital happiness, family adaptability and family cohesion among Australian parents of children on the autism spectrum, compared to parents of normally developing children. Higher levels of family strain and lower social support are also associated with parenting a child with autism (Sivberg, 2002). Moreover, according to some qualitative investigations reviewed, isolation is another main cause for the high degree of anxiety and emotional distress that parents of children with autism face (Fleischmann, 2005; Gray, 2006; Cashin, 2004; Bayat, 2007; Woodgate et al., 2008).
It’s worth noting that factors affecting parental stress and the type of responses adopted vary across mothers to fathers (Hastings, 2002, 2005; Davis and Carter, 2008; Dabrowska and Pisula, 2010). It can be speculated that this is due to the different burden of care that mothers and fathers have to shoulder, with mothers tending to assume primary responsibility for the day-to-day care of the child.


1.2.2. The role of social support

Social and spousal support have been found to be extremely important in reducing stress and improving adaptation for the family (Hastings, 2005). Specifically, for mothers of children with autism, informal support, like parent support groups, appeared to be a more effective stress-buffer than formal support (Boyd, 2002). As Luther suggests (2005), ‘support groups benefit parents by giving them a place to discuss their difficulties, to share coping strategies and accomplishments, and to meet other parents in a similar situation’. However, Bristol (1987) also showed that the perception of the availability of social support was of more important value than the actual support received by parents of developmentally disabled children. Meaning that the benefit of social support is not just about the fact that the support is there, but it rather encompasses parents’ perceptions and values attached to it. 


1.2.3. Autism and stigma

Though ASDs’ awareness has improved over the years, research shows that there is still a great deal of stigma attached to those with autism disorders and their caregivers (Gray 2002, 2008; Farrugia, 2009; Dehnavi, 2011). 
Since Bleuler used the word ‘autistic’ to refer to as a product of schizophrenia, when Kanner and Asperger classified autism as a new syndrome, all these negative connotations were transferred to all ASDs. In addition to that, Bettelheim’s theory (1979) of the refrigerator mother hypothesized that this condition was merely a psychological issue that could be overturned with intense therapy for both mother and child, and described autistic children as 
“solipsistic as infants in their contact with reality”. Although Bettelheim’s hypothesis was officially discredited, the society as a whole has continued to struggle with the concept of autism as a purely medical condition, whose etiology is partially still unknown (Martin, 2013).
Gray (2002), who conducted a study on felt and enacted stigma among parents of children with high functioning autism, found that the majority of the parents experienced both type of stigma, but that mothers were more likely to feel stigmatized than fathers. This was particularly true for enacted stigma, with mothers encountering “avoidance, hostile staring and rude comments from others”. The child’s type of autistic symptoms was also related to the stigmatization of their parents, with parents of aggressive children more likely to experience stigma than the parents of passive children. In Dehnavi’s work (2011), internalized stigma predicted 25 percent of the variation in mental health of mothers of children with autism, with no significant relationship found between autism quotient and the mothers’ mental health. Farrugia (2009) too suggests that the child’s diagnosis of ASDs is critical for parents. However, he also found that the parents who participated in his research resisted felt stigma by using medical knowledge “to articulate unspoiled subject positions”. That is, they used medical explanations to resist stigmatization and engage in a strategic reconstruction of normality, “enabled by the ambiguity intrinsic in the medical construction of ASD as a spectrum”. 



1.2.4. Coping strategies

Specific styles of coping used by parents of children with autism disorders are positive reappraisal and escape-avoidance strategies (Sivberg, 2002; Hastings et al., 2005). 
Positive reappraisal might include increased religiosity (Hastings et al., 2005; Luther et al., 2005); reframing worldviews (Luther et al., 2005); balancing one’s attention between the child with autism and other children, being careful not to expect an excessive amount of help in caring for the child, taking a consistent and coordinated approach to the child, and being careful not to view the child as the sole source of strain within the family (Sivberg, 2002). Parents who adopted positive reappraisal strategies showed higher levels of wellbeing (Sivberg, 2002, Hastings, 2002). Also confrontive coping, that include fighting for what is wanted, expressing anger to the cause of the problem, letting feelings out somehow, positively affect parents’ psychological health . Other cognitive strategies used to reduce stress are locus of control, which refers to the extent to which parents believe they can control what is affecting them (Dunn, 2001), self-efficacy, which relates to the strength of one's belief in one's ability to complete tasks and reach goals (Hastings, 2002) and sense of coherence, which can be described as “a global orientation that expresses the extent to which people believe their life is predictable and that things will work out as well as can be expected” (Sivberg, 2002).
On the contrary, parents who adopt escape-avoidance strategies experience increased depression, isolation, and spousal relationship problems (Hastings, 2005; Luther et al., 2005). Escape-avoidance strategies involve mental and other physical evasions of difficulties. Some of the escape-avoidance strategies used by parents include hoping for miracles, having fantasies, using food or drugs, avoiding others and distancing - meaning going on as if nothing has happened, trying to forget the situation, making light of the situation (Dunn, 2001), or watching television (Luther et al., 2002). 
However, differences are found in the way families are resilient and cope with the child’s diagnosis (Bayat, 2007). Hastings and colleagues (2008) found differences in coping styles within the family itself. 


1.2.5. The experience of raising a child with autism

Within the field of autism, there is a growing concern regarding listening to “autistic voices”. Indeed, qualitative investigations provide interesting insights into the meaning that parents attach to their child’s diagnosis, and their life situation overall.
Woodgate and colleagues (2008) reported that “living in a world of our own” emerged as the essence of the parents’ experience. This sense of isolation was mainly due to the society’s lack of understanding, the intensive care required for the child, lack of support within the family and, above all, what they defined as the “unsupportive system”, namely lack of trained professionals, lack of knowledge and limited resources. Similar to Woodgate’s work, Gray (2006), which explored the social experiences of Australian parents of children with autism, found that those parents all shared a common sense of stigmatization, isolation and communal encounters burdensome, though this isolation was more self-imposed. Cashin (2004) pointed to the “shrinking nature of the parent’s self ”(less spontaneity, social contact, and having fewer things), and to the feeling of being pulled into a “vortex of a restricted and repetitive way of being-in-the world”.
However, an increasing number of researchers also showed that some parents adapt well to the demands of raising a child with autism and that that caring for a child with autism does not inevitably cause stress and depression in parents.
In a large-scale population-based study, Montes and Halterman (2007) found that parents were doing quite well with regards to the stressors brought about the child, suggesting that “some of the negative findings reported in the literature might arise from sampling bias”. Even when faced with significant stress, many families are resilient and parents cope effectively (Bayat, 2007). As Hastings (2005) reports, “mothers of children with autism disorders can be experiencing both negative and positive well-being simultaneously”. 
The parents might cope with their situation by becoming “superparents completely focused on every aspects of their child’s life”, not letting autism get “the better of them or else it would lead to further isolation”, and by advocating in order to make the system change (Woodgate et al., 2008). Bayat (2007) found that two important factors contributing to family resilience were pulling resources together and being connected within the family, through flexibility and the ability to communicate with one another. Making meaning out of adversity is another key factor in family resilience, which refers to making positive meaning of the child’s disability, often resulting in changed world view towards a positive outlook of life in general, and an appreciation of smaller daily gifts and accomplishments in particular (Bayat, 2007; Woodgate, 2008). When interviewed, parents would often cite various lessons learned, such as becoming more compassionate, less selfish and more caring, and becoming mindful of individual differences and finding healthier perspectives in life (Bayat, 2007). Once adjusted to the situation, parents often express the desire to advocate for their children, and to educate others (Bayat, 2007; Woodgate, 2008). Interestingly, Fleischmann (2005) related the experiences of parenting a child with autism to the “hero story” narrative. This narrative views parents initially unaware of what is going to happen to them, but, once got the diagnosis and learnt how to deal with daily challenges, they become empowered, acquiring new skills and advocating the child with autism.

1.2.6. Autism in Italy

There is no availability of studies which qualitatively explored the caregiving experience of parents with a child on the autism spectrum in Italy. The majority of the research on autism aimed at investigate the etiology of the disorder, or the effects of special treatments on the child’s wellbeing. There is also few literature on the family’s experience of caring a child with disabilities. Mugno (2007), who explored the Quality of Life (QoL) of parents of children with diverse disabilities, found that, compared with parents of healthy children, and children with mental retardation or cerebral palsy, parents with a child with Pervasive Development Disorder (PDDs) reported impairment in physical activity and social relationships, and worse overall perception of their QoL and health. Federici and colleagues (2006), in their investigation on the representations of disability among parents, teachers and special needs educators, found that disability was strongly and stereotypically associated with a negative and unpleasant dimension of existence. However, few conclusions can be drawn about the experience of parents caring for a child with autism in Italy, as little research is available.


1.2.7. Scientific relevance

As previously suggested, to date only few studies explored the lived experiences of parents with a child with autism disorders, as autism research tended to focus on establishing causality or explaining symptoms’ presentation.  Though these quantitative analysis provided interesting material, they are generally limited by small sample size, low statistical power and low response rates, with possible selection bias (Schieve, 2009). Generalizability is also limited because samples are typically drawn from clinical settings, schools, or parent organizations (Schieve, 2009). More important, such findings too narrowly conceive the parenting practices of those families, by viewing the child as the stressor and family members’ wellbeing as the outcome, eventually mediated by their coping strategies. Thus, the context of the family’s evolving life experience is not taken into account. By definition, quantitative analysis aims at quantifying the relation among caregiver’s distress and influencing factors, but does not allow for a contextual understanding of the process of coping. Regarding autism disorders, a focus on the role played by the external context is recommended, due to its situational nature. 
What has been presented insofar suggest that, when qualitatively exploring the experiences of parents with children on the autism spectrum, the external environment do play an important role. Also, parents are often resilient and positively regard their situation.
Thus, the currents research will contribute to the understanding of childhood autism from the perspective of the parents.



1.3. Research objective

The aim of the research is therefore to explore the caregiving experience of parents of children with autism disorders.
With the goal to discuss parents’ attitudes in relation to ASDs diagnosis, their caregiving experience will be investigated. Specifically, the research will examine the meaning the families attach to the diagnosis, and the role that the social environment plays in their caregiving experience. The perceptions of being adequately supported and the benefits parents feel they derive from others will also be discussed.
Thus, the following research questions will be addressed:

· How do Italian parents of children with autism disorders cope with their children’s diagnosis?

· Which strategies do they utilize to overcome the challenges brought about the child’s diagnosis?

· What are the most meaningful aspects of the parents’ social experience?


Many parents of children on the autistic spectrum feel that they are not adequately supported by institutions such as health care facilities and educational settings, and report lack of trained professional and resources to foster the development of the child (Woodgate, 2008). Moreover, the ever-changing social perception of autism is still poor and characterized by some sort of negative connotations (Martin, 2013). I therefore expect it to apply also to the Italian context and to negatively affect parents’ ability to successfully cope with their demanding caregiving experience.
However, as some of the qualitative investigations suggest, caring for a child with disability does not inevitably cause stress and depression, and some families cope well with the stressors brought about their child’s diagnosis. I therefore expect that the parents participating in the current study will provide interesting insights into how they eventually adjust to their situation. 


1.4. Structure of the paper

After a brief introduction about the definition of ASDs, the current debate on the disorder, the literature reviewed and the aim of the study, the following chapters will illustrate the theoretical background which provided the basis for the research (Chapter 2), the methodology that guided the analysis (Chapter 3), the results obtained (Chapter 4) and, finally, the discussion of the main findings (Chapter 5).






2. Theoretical framework

In the following sections, a review of the Transactional Theory on Stress and Coping by Lazarus and colleagues (1986) will be discussed, as it provides the basis upon which the caregiving experience of parents of children with autism will be framed.   
The stress and coping model of Moos and Holahan (1994) will also be exposed, because it attempts to specify the principles defined in Lazarus’ theory. 
Finally, the researcher will elucidate the conceptual model used to guide the current study.


2.1. Parenting and disability: a stress and coping approach

Those experiencing what has been called the “unexpected career” of raising a child with disabilities may face a complex and stressful life situation, which requires them to go through a “series of stages and transitions, and restructuring of attitudes over time” (Gray, 2002). This process can be best depicted within a stress and coping framework, which illustrates those cognitive and behavioral practices aimed at mastering a situation perceived as stressful, namely coping processes, eventually resulting in a status of adjustment and positive health outcomes.
The Transactional Theory of Stress and Coping (Lazarus et al., 1986) will therefore be used to frame the experiences of parents raising a child with autism disorders. The theory has guided much of the research on coping processes over the past 20 years, even among mothers of children with disabilities (Miller et al., 1992; Thompson et al., 1992) and autism disorders (Pottie and Ingram 2008). However, the studies were quantitative in nature and therefore aimed at merely classifying coping responses within artificial categories. Moreover, in those studies, the term coping has often been used to refer to diverse constructs. None, except one (Miller et al., 1992), attempted to explore all the components of the stress and coping process. 
The strength of the Transactional Theory of Stress and Coping lays in its person-environment approach. As previously suggested, there is a need to look at disability from a broader perspective rather than confine it to a mere medical condition. This is all the more reason why a person-environment approach is needed also when exploring the experience of parents raising a child with disability. A social system which strongly devalues people with disabilities will negatively affect the experience of parenting a disabled child. A supportive social system, on the other hand, will contribute to normalize this experience, as far as possible. 
It seemed therefore reasonable to adopt the approach as it suggests that stress too derives from the interaction between the person and the wider social system.
According to Lazarus and colleagues (1986) stress is defined as a transaction in that the focus is on the relationship between the individual and the environment. The authors emphasized that “the meaning given to stress is strongly dependent on the environmental context: environmental factors can either heighten the stress or force coping”. Within such perspective, parents caring for an autistic child might experience stress when they perceive a certain situation or event (e.g. child’s diagnosis or child’s challenging behaviors) as stressful, and simultaneously feel that they don’t have enough personal resources (e.g. energies, self-efficacy) and external resources (e.g. support from others, access to services) to master it.
This interaction focuses on cognitions and perceptions that buffer the response to stressful events (Lazarus et al., 1986). The idea is that, while examining stressful situations, it is not enough to focus only on what resources an individual has available, but also on the evaluation that the individual makes. 
The theory provides therefore a proper framework for the understanding of the stress and coping process with regards to disability issues in that person-environment interactions can be examined and those factors that influence the stress-appraisals and coping with disability can be detected. 


2.1.1. The Transactional Theory of Stress and Coping

The Transactional Theory of Stress and Coping (TTS) was originally developed by Lazarus (1966) and further refined by Lazarus and colleagues (1986). The framework is basically built on the interplay between three main constructs:

1) Antecedent variables: include environmental variables, such as demands, resources and constraints with which a person must deal, and personal variables such as values, commitments and beliefs about the self and the world. Specifically, commitments and beliefs are considered to be of great importance as antecedents of coping. 
2) Mediating processes: comprise appraisal practices that have to do with diverse forms of harm loss, threat or benefit, and coping processes for example emotion-focused, problem-focused, appraisal-focused;
3) Outcomes: short-term outcomes relating to physiological changes, positive or negative feelings, and long-term outcomes such as chronic emotional patterns or social functioning, subjective wellbeing, and somatic health.

However, the cornerstone of the framework is the cognitive appraisal dimension. A cognitive viewpoint on stress refers to the individual’s subjective interpretation of the event, whereas the appraisal perspective examines the process by which emotions are prompted as a result of the interpretation of the event or situation.
As previously suggested, the authors conceptualize stress in terms of a “reciprocal bi-directional relation between the person and its environment which, jointed together, form new meanings through appraisal processes”. Cognitive appraisal is therefore the evaluation of the significance of what is happening in the person-environment interaction. It relates to the mediating process and is divided into primary appraisal, secondary appraisal and actual coping.


2.1.1.1. Primary appraisal

Primary appraisal is the individual’s evaluation of an event or situation as stressful, positive, controllable, challenging or irrelevant. Indeed, according the authors (1986), there are three types of primary appraisal, which can be summarized by three typical answers to the previous questions: 
(a) “This is not important”, meaning that the event is irrelevant to the individual, and it does not affect his or her valued goals;
(b) “This is good”, meaning that the individual assumes that the situation is positive with no potential negative results to his or her wellbeing;
(c) “This is stressful”, meaning that the individual only perceives negative results or that the circumstances are damaging his or her well-being.
It involves questions such as “Am I in trouble?”, “What does this situation mean?”, and, “How can it influence me?”.  As one example, in a qualitative investigation of the experiences of parents in the diagnosis of autism, Jardine (2008) reported that following the event, parents described their appraisal of the situation in terms of losing the future that they had imagined for their child. 

You don’t know when your child is born that they have got autism so your mind is thinking of, you know, of brothers and sisters playing together, of going to school, of getting married or whatever and when you are given this news, you’ve then got to come to terms with what does this mean. (Gail)

Or, they recalled a sense of loss they felt in terms of the potential implications for whether they would be able to have more children.

It kinda shut a few doors at that point because I thought ‘God, we’re probably never going to be able to have any more children’ because at that point Philip took up a lot of our time. (Mandy)

If a person believes that the situation is not at all stressful, then no need for coping is employed. Within the context of the current study, primary appraisal will refer to the reactions and emotions brought about the child’s diagnosis. It is therefore reasonable to expect that, when faced with such news, parents will, at least initially, perceive the situation as to be stressful. At that point, the second component of the appraisal process follows.


2.1.1.2. Secondary appraisal

The second component of the appraisal process concerns the type of stress appraisal. This is called secondary appraisal. It is the individual’s evaluation of his or her ability to handle the event or situation. It means identifying what to do about it, evaluating personal and social resources available to cope with the stressor. Secondary appraisals is still a cognitive process, and comprises, for example, self-efficacy, sense of coherence and future expectations. It is associated with statements like, “I can do it if I do my best” and “If this way fails, I can always try another method”, indicating positive secondary appraisal, or “I can’t do it; I know I will fail”, indicating negative secondary appraisal (Figure 1). 
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Figure 1.Transactional model of stress (Lazarus and Folkman, 1984)




The resulting appraisal then generates an emotion, or meaning, attributed to the particular event or situation. The individual then move to actual coping. 
As for parents caring for a child with disability, secondary appraisal relates, for example, to the belief that they can psychologically adjust to their “unexpected career” and that the problems with the child’s challenging behaviors will resolve in the future.


2.1.1.3. Coping behavior

After the appraisal, meanings are generated, and coping follows. It involves the decision of which behaviors, or strategy, to utilize to deal with the event and to eventually reduce the stress brought about it. It is a dynamic process, implying constantly changing cognitive and behavioral responses. 
The vast literature on stress and coping suggests many ways in which people actually respond to stress. From Lazarus and colleagues’ (1986) perspective, there are two main types of coping strategies: “those aimed at resolving the stressful encounter (problem-focused) and those utilized to regulate the unpleasant emotions that arise during the encounter (emotion-focused)”.
(a) Problem-focused coping means “directing efforts to concretely handle distressing situations, allowing the individual to focus attention on situation-specific goals and thus reach a sense of mastery and control in working toward attaining that specific goal”. 
(b) Alternatively, emotion-focused coping involves distancing, isolation, and positive reappraisal. 
The two aforementioned strategies can be employed to a different extent at the same time, in that some coping strategies are not necessarily better than others. Also, coping strategies that are effective for one individual might not be effective for another. 


2.1.1.4. Adaptation

Actual coping efforts aimed at regulation of the problem give then rise to the outcome of the coping process, which can refer to, for example, psychological or emotional wellbeing, adjustment, adaptation or resilience.


2.1.2. Strengths and weaknesses of the theory

As a conclusion, the strength of the framework lays in the fact that it considers the coping process as a dynamic and interactive one, assuming that individuals might change their appraisal and thus their responses over time, depending on both those personal and external resources they can draw upon. It also accounts for individual differences, in that it acknowledges that the way in which individuals appraise and cope with stressor varies enormously. Moreover, with the incorporation of the role of the cognitive appraisal in the overall coping effort, it also considers the emotional response to stress. 
When applied to disability studies, it provides insight into how people with disabilities and family members assign meanings of harm, threat or challenges to life situations, yet accounting for many social aspects of disability. 
However, the theory has come under criticism regarding lack of empirical evidence, overlap of primary and secondary appraisal, and difficulty to categorize and measure the main constructs. 
As a result, over the years researchers tried to develop a system of objectifying and quantifying people’s environment and to categorize possible coping strategies. However, this system left apart the context of the process, which can greatly affect appraisal and coping practices.


2.1.3. Moos’ model of the coping process

In an attempt to translate Lazarus’ principles, Moos and colleagues (1994) proposed a general conceptual model of the coping process, which is divided into five panels systems which are summarized in Figure 2.
Panel 1: Environmental system encompasses life ongoing life stressors, such as daily hassles, and social coping resources, such as advice and support from family, friends, or the broader support networks. Panel 2: Personal system comprises sociodemographic factors and personal coping resources, such as self-confidence, self-efficacy or beliefs. Environmental and personal systems impact the life crisis or transition that individual experience (Panel 3) and determine health and wellbeing (Panel 5) both directly and indirectly through cognitive appraisal and coping (Panel 4). In addition, there are also bidirectional paths, indicating that inverse mechanisms can occur at each stage of the process.

[image: ]Figure 2. Moos’ model of the coping process (1994) based on the Transactional Theory on Stress and Coping (Lazarus et al., 1984)




2.2. A conceptual model for the coping process of parents of children with ASDs

Drawing on the Transactional Theory on Stress and Coping, the experiences of parents of children with ASDs will now be conceptualized through the specification of the main constructs relevant to the current study.


2.2.1. Operationalization of constructs

The six constructs included in the proposed model are: ASDs’ diagnosis; cognitive representation of ASDs; coping behavior; social environment; demographic factors and adaptation. Each construct categorizes separate factors influencing the caregiving process and resulting in the parents’ adaptation to the situation.

ASDs’diagnosis

Parenting a child with a disability is not chosen or planned: it is reasonable to think of having a disabled child as that of an “unexpected career”. As previous research showed, the recognition of there being something “different” about their child has been followed by confusion because of the long and difficult process to diagnosis (Osborne and Reed, 2008).  Immediate reactions to diagnosis can be characterized by mixed emotions, like fear and shock, but also relief (Midence and O’Neill, 1999).  This to say that for many parents the diagnosis can be regarded as a turning point as it recognizes their need to access support and to move towards acceptance and adaptation. However, research showed that also the child’s challenging behaviors (Hastings, 2002, 2005; Montes and Halterman, 2007) and the distribution of care within the family (Higgings, 2005) greatly challenge parents’ wellbeing. Therefore, ASDs’ diagnosis will be specified as the stressor of central interest for this study, encompassing the diagnostic process, treatments characteristics, child’s behavior and distribution of care within the family. 

Cognitive representation of ASDs

Such a stressor then, according to the TTS, results into the parents’ primary appraisal of the event. It is the object of primary interest for the current study. 
It basically captures concepts such as the meaning that ASDs holds for them, their subjective interpretation, their evaluation and judgment about caring for their child, and all that comes with it. It will be referred to as the cognitive representation of ASDs.
As the authors stated, primary appraisal of an event or situation does not necessarily lead to coping behaviors if the event or situation is not considered stressful or challenging, and, most importantly, it changes over time. It is therefore expected that, though an initially negative view about their situation – which may encompass the “sense of bereavement from losing the future imagined for their child” (Jardine 2008) – the parents will hold a positive outlook about their child, in terms of, by a way of example, the rewards they feel they derived from their caregiving experience.

Coping behavior

The appraisal dimension, in turn, will lead to the coping behavior dimension, that is the core of the coping process. It captures the actual coping responses parents use to deal with it that is the strategies they adopt to manage the challenges arising from the child disorder’s characteristics. As suggested from the literature reviewed, coping practices that parents of children with ASDs might use to buffer their distress include increased religious commitment (Hastings et al., 2005), positive reappraisal strategies (Dunn, 2001, Sivberg, 2002, Hastings, 2002), fighting for what is wanted, or letting feelings out somehow (Dunn, 2001).

Social environment

Those factors that Lazarus and Folkman’s theory referred to as environmental factors will be here specified as social environment, which entails the physical, social and attitudinal environment in which the parents live, including health and social services circumstances, society’s attitude and social support networks. The health and social services which parents of children with autism can count on, and refer to, may greatly affect their caregiving experience. As one example, in Woodgate’s work (2008) the parents’ sense of isolation was mainly due to this “conglomerate of all child related agencies” quite inaccessible to them, resulting from the lack of trained professionals and limited and inadequate resources. Also, as Gray found out (2002, 2008), many parents may feel stigmatized by their child’s disorder, because of “the extremely disruptive nature of autistic symptoms, the normal physical appearance of autistic children, and the lack of public knowledge and understanding regarding its nature”. Finally, extensive literature shows that social and spousal support can be extremely important in reducing stress and improving adaptation for the family (Dunn, 2001; Boyd, 2002; Hastings, 2005). 

Demographic factors

Demographic factors, such as the parent’s age, employment status, or total number of children, are also likely to affect their responses.  It is reasonable to imagine that those aged parents with many children to care of will find less energies to cope with the demands that caring for an autistic child may entail.

Social environment and demographic factors are expected to affect both the understanding and evaluation of the situation, and the actual techniques adopted to cope with it. As Lazarus and Folkman’s model highlights the key effect of external and internal resources on the coping behavior dimension, so the literature does support the link. Here is contended that the external context and personal factors not only affect the coping strategies utilized by parents, but also their primary appraisal of the situation. Of great importance for the current study is the extent to which the social environment shapes the parents’ response to the situation, from the diagnosis throughout the child’s life course. 

Again, Lazarus and colleagues emphasized the dynamic interaction between the individual and the environment. Therefore, the subjective interpretation of a life event cannot be regarded as occurring necessarily prior to the formation of the parent's coping responses. Thus the cognitive representation of ASDs and the coping behavior will be intertwined.

Adaptation

Successful coping then results in positive adjustment to the stressor. Thus the coping behavior dimension will be related to the adaptation dimension. However, the measure of the parents’ wellbeing is not the focus of the study. Their level of adaptation will only be inferred by their narratives.

The researcher acknowledges that there are many possible ways of thinking of the stress process and an infinite number of factors that could be considered. For the purpose of the current study, only those factors that the researcher felt were most relevant have been selected. This of course does not eliminate the possibility of adding additional factors. 
The model is illustrated in Figure 3.
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Figure 3. Conceptual model adapted from Lazarus and Folckman’ s Transactional Theory on Stress and Coping (1986) and from Moos’ general framework on the stress and coping process (1994)












3. Methodology

The aim of this chapter is to outline the procedures that guided data collection and analysis. An overview of the theoretical background is also provided and important ethical issues are considered. The characteristics of the participant sample are also provided in this section.


3.1. Study area and location

The analysis has been conducted in the municipality of Reggio Emilia, a city located in northern Italy, where, historically, particular attention is paid to social and education inclusion.
The municipality is relatively small (it counts about 170,000 inhabitants) with strong community bonds and participation in community life.
The city is recognized worldwide for its innovative and inclusive approach to early childhood education: the Reggio Emilia approach. Indeed, the city’s schools pioneered a democratic educational setting, where teachers and students are considered as to be co-contributors in a collaborative learning process. 
Moreover, since the Mental Health Reform Law 1978/180, which led to the progressive closure of mental hospitals, the city’s community-centered approach to psychiatric care represented a ground-breaking experience towards rehabilitation throughout the country.
Also, Reggio Emilia hosts a highly qualified Autism Specialized Center, the only one in Italy who offers treatments based on the Denver Model, and deals every year with nearly 3,500 cases, specifically/namely children aged 0-18 months. 


3.2. Study design

In order to explore the lived experiences of parents of children diagnosed with ASDs, a qualitative design was adopted, allowing for a comprehensive view of their perceptions of and adaptations to having a child with autism. 
As Hartley and Muhit (2003) suggests, qualitative approaches “challenge the validity of socially oriented data that is collected using quantitative methods”, and, as previously mentioned, qualitative investigations are lacking when it comes to the process of coping of these families, and how the external environment affects it. Qualitative approaches allow for “a detailed understanding of a certain phenomenon”, the identification of “socially constructed meanings of the phenomenon and the context in which a phenomenon occurs’ (Hennink et al., 2011). Thus, a qualitative perspective allows one to take into account the influence that the social environment has on the experiences and behaviors of individuals. The qualitative analytic approach to data analysis utilized for the research is based on Grounded Theory (Corbin and Strauss, 1967). A Grounded Theory approach was preferred because, compared to other qualitative approaches, it goes one step further by proposing an explanation, grounded on the data collected, about the phenomena explored in the research. Thus, it does not only provide a systematic methodology to help guide the research by describing  the constructs which plays a role in the coping process of parents of children with autism disorders, but it also allow for the development of a theory which can better explain how this process is experienced in a way that is specific to those parents who participated in the research. By definition, such explanation is rooted in the observations in that it draws on information resulting from the “intimate understanding” of people’s experiences.


3.2.1. In-depth interviews 

The researcher opted for in-depth interviews because of the possibility to devote complete attention to each research participant, to listen to them, to probe and obtain in-depth responses. Moreover, in-depth interviews allow for the opportunity to bring in issues of concern instead of confine the discussion to particular questions, thus providing a detailed picture of participants’ experiences. Eventually, it was considered a good option because it would have been more difficult to arrange group discussions. 


3.2.2. Ethical considerations

Prior to the beginning of each interview, participant had to sign an informed consent form containing information about the aim of the study, its voluntary nature, and the option to withdraw from participating at any time. Moreover, during the data preparation process, any identifier (names of participants, of locations, specific age, and all those explicit information that could reveal the identity of a participant in the study) was removed, in order to retain participants’ confidentiality and anonymity.


3.2.3. Participants recruitment

Participants were recruited through a snowball sampling procedure. Though snowball sampling is hardly representative, it was found appropriate for the current research because of the very small subgroup of the population that the study targeted, which was also very difficult to locate, as there are no accessible information about individuals diagnosed with ASDs in Italy. 
Eligibility criteria for parents included having a children diagnosed with one of the disorders on the autistic spectrum, and providing care for him. The criteria were designed to ensure that caregivers were involved in daily tasks and responsibilities. Both sexes were recruited. 
Therefore, participants were recruited from parent groups, social service agencies, and then word of mouth. Each participant was contacted by telephone to be informed about the project, to determine eligibility and to set up an interview time.


3.2.4. Participants profile

By the end of the field work, 10 interviews were completed. After discussing with 10 parents ( 9 mothers and 1 father) who took part in the research project, the researcher recognized patterns in the interviewees’ experiences, and considered the saturation point as being reached.
The majority of participants were interviewed in their own home, one of them in the park and another one in the work place. The main demographics of the parents who participated in the research are summarized in Table 1.


Table 1. Participants’ profile
	Participant #
	Name
	Age 
	Employment
	Location
	Child’s age
	Diagnosis
	Other siblings

	30-5-2015
	Alessandra
	40-44
	Employee
	Participant’s house
	11
	Autism
	1

	4-6-2015
	Chiara
	45-49
	Social worker
	Workplace
	17
	Autism
	-

	7-6-2015
	Maria
	30-34
	Housewife
	Participant’s house
	5
	High Functioning Autism
	1

	9-6-2015
	Giovanni
	50-54
	Employee
	Participant’s house
	13
	High Functioning Autism
	1

	10-6-2015
	Sara
	45-49
	Store clerk
	Participant’s house
	17
	High Functioning Autism
	-

	14-6-2015
	Monica
	35-39
	-
	Park
	15
	Autism
	-

	15-6-20151
	Lucia
	45-49
	Employee
	Participant’s house
	9
	Autism
	1

	15-6-20152
	Antonella
	45-49
	Social worker
	Participant’s house
	19
	Autism and Down Syndrome
	-

	17-6-2015
	Mariaelena
	40-45
	Storekeeper
	Participant’s house
	15
	Autism
	2

	19-6-2015
	Patrizia
	50-54
	Employee
	Participant’s house
	21
	Autism
	-





3.2.5. Data collection

The data collection process took place throughout the second half of May and the first half of June 2015. No collaborators engaged in the field work. 
The research instrument was developed drawing from the extensive literature available on the experience of raising a children with disabilities in general, and with ASDs in particular. 
Specifically, the researcher wanted to examine some life situations related to their caregiving practices that might produce a stress appraisal, to trigger the awareness about the meaning parents assigned to their situation. Therefore the diagnosis process, support received and societal attitude were considered as important issues in the daily lives of parents caring for their autistic child. The following are two examples of life situations used in the interview guide:

1. “I would like to know about the process that led you to the diagnosis of ….”

2. “Have you ever experienced any sort of discrimination when you were with…?”

It was pretested with the mother of a children with Asperger Syndrome. Some changes were made to the interview guide, as some questions were too narrowly-conceived and did not allow the participant to share his or her inner thoughts, opinions and meanings. The final instrument used for the data collection is included in the appendix. 

The interviews followed an in-depth semi-structured format. Interviews began with collecting general information from the participants, which included age and employment status of the participant, the type of child’s diagnosis, the child’s age, and the total number of children. Subsequent sections explored: how the participants responded to the diagnosis, the problems encountered during the caregiving path, coping strategies, formal and social support received, the level of participation of the child in activities and occupations outside the home, hopes for the future. The semi-structured interview format allowed the caregiver to talk openly about his or her experiences and allowed the researchers to build rapport with him or her.
The interviews were conducted in Italian – the researcher’s native language - and were digitally recorded. 
Interviews ranged in duration between 25 minutes and 45 minutes. 
Immediately after the interview, the researcher took notes describing the main thoughts and key points assimilated during the interview. 


3.2.6 Data analysis

Interview data was organized using Atlas.ti software package. The data analysis began with the verbatim transcription of the audio-recorded interviews. Data were analyzed in Italian. The written notes and interview transcripts were reviewed a number of times to help identify certain themes and patterns.
Then, the transcripts were analyzed line by line to conceptualize the idea that the parents shared 
with the researcher. Subsequently, recurrent concepts were coded. As proposed by Hennink and 
colleagues (2011), codes were considered to be “valid, robust and useful to be included” when 
they were recurrent throughout the interviews, either because they derived from concepts 
covered during the research cycle or because they were directly raised by the participants. The 
grouping of these concepts allowed for the creation of themes. Those themes that repeatedly 
emerged throughout the data formed larger and fundamental categories of the study, obtained 
both deductively and inductively. 


3.2.6.1 Data quality and limitations

Following the guidelines proposed by Hennink and colleagues (2011), the researcher took several steps to assure the quality and accuracy of the data. The adequacy of data preparation was granted by the transcription verbatim of all the audio-recorded interviews and by the use of a codebook to maintain consistency in coding. Transparency was assured by the detailed description of the data preparation tasks, including code development and coding process.  The saturation point of code development was reached. The colloquial language was maintained in the translation of the transcripts, and ethical issues was preserved through the anonymization of identifiers from data transcripts.
Limitations of the study included the small number of participants, meaning that one has to be careful in generalizing the results. However, the use of in-depth semi-structured interviews allowed the researcher to obtain important and meaningful data. Another limitation is the disproportionate number of mothers, which limits the extent to which the finding can be extended to the parents as a whole. Many researchers suggested significant differences in adjustment to the child’s diagnosis between mothers and fathers (Gray, 2003; Hastings, 2005; Davis and Carter, 2008; Dabrowska and Pisula 2010). Also, participants were actively involved in support groups, so findings may not be relevant to those families who are not involved in any association. In addition, the study provided only a snapshot at a particular point the participants’ caregiving career, thus patterns in behavioral and cognitive responses over time cannot be covered. Finally, there are likely to be many different influences on the caregiving process besides those addressed in the current research.


3.2.7. Reflexivity

The researcher found appropriate to write this section in the first person. 
I initially decided to focus my research on developmental disabilities because of my experience of having a family member diagnosed with an Attention Deficit Hyperactivity Disorder (ADHD). This gave me an insight into the challenges faced while raising a child with this relatively “new” diagnostic classification: during the diagnostic process, at school, and among the general public. I then decided to focus specifically on autism disorders, as I found that the topic needed additional investigations: though there is an extensive amount of literature on autism, there is little information about what it means to be the parent of a child with autism. While reviewing and summarizing the available literature I also noticed that, in some cases, the results of previous research were broader that what the title suggested.
While I was recruiting the participants for my research I sometimes felt it was impossible for me to get in touch with the parents: the study investigates sensitive issues that not everybody is willing to share with a complete stranger like I was for them. I was also somehow afraid of abusing their disposal to meet my own research interests. The participant recruitment process was the hardest part of the study. 
However, once I managed to recruit participants, and started the interviews, I got totally involved into the research. I found it an extremely precious adventure. I was aware at times of age and background differences between me and the participants who took part in the research: I do not have a children with autism, nor children at all. However, I found the parents extremely willing to discuss with me: this motivated me further.
Analyzing the interviews presented various challenges. I felt I was quite influenced by the whole field work and it was difficult to examine the interviews independently. It was also difficult to categorize the themes in a mutually exclusive way. As there was frequently overlap among the themes, I struggled to classify them in the clearest way possible.
Eventually, I ended up with a profound admiration for the parents that I interviewed, thanks to all the experiences that they shared with me.  



















4 Results

The aim of the research was to investigate the experiences of Italian parents raising a child with autism disorders. The participants were asked to discuss about the diagnostic process; the challenges they faced in their caregiving route; what helped them to overcome these challenges, the benefits, if any, they derived from social support networks; and, finally, their hopes for the future. 
Eventually, the analysis produced three core themes, each with sub-themes, which relate to:

•	Entering the child’s inner world; 
•	Making meaning out of autism; and 
•	The family’s social experience. 

These core themes and their related subthemes, which are summarized in Table 2, will now be examined and illustrated using examples.

Table 2. Categorization of the data
	Themes
	Subthemes

	Entering the child’s inner world
	Recognizing the symptoms

	
	Receiving the diagnosis

	
	Dealing with the child’s challenging behaviors

	
	Acknowledging the child’s uniqueness

	
	Hopes for the future

	Making meaning out of autism
	Changing perspective

	
	Educating others

	The family’s social experience
	Benefits of support groups

	
	Lack of understanding

	
	Fear and misperceptions




4.1. The coping process of Italian parents with children on the autism spectrum

Entering the child’s inner world

According to the parents’ life stories, along with the idea that adjusting to such an ‘unexpected career’ occurs over time, the process from diagnosis to adjustment was a complex and dynamic one. However, they all suggested several key stages that were common in their accounts, which are represented by five sub-themes, summarized in Figure 4. These stages are initially characterized by negative feelings associated with the “long” and “frustrating” process to diagnosis and the parents’ initial inability to deal with the child’s behaviors and needs. Nevertheless, the parents eventually adjusted to the situation and learnt to appreciate the child’s uniqueness. The idea of “entering the child’s inner world”, or that of an “amazing adventure”, recurred throughout the interviews.Figure 4. Core theme Entering the child's inner world and related subthemes




Recognizing the symptoms. Many parents reported that they were aware that there was “something wrong” with their child’s development, as it was not as expected if compared to other children. However, they reported that their worries were not really taken into consideration. Chiara, Maria and Giovanni stated that even when they were reasonably concerned the GP reassured them not to worry, as “every child differs in his growth path”. Many parents suggested that, since they became aware about their child’s development, quite some time passed before they obtained the diagnosis, reporting visiting several professionals and “traveling half of Italy before finally knowing what was there”.

Well...you know, I immediately realized that there was something wrong, after his first year of age. Then I went to the pediatrician who reassured me, and I told to myself to give him some more time. Then he went to the daycare, and things got worse. Compared to other children, his development was slower, and nothing looked like improving. Then I started to move from one professional to the other…but no answers. We didn’t know what to do. The time was running fast and we wanted to know (Maria, 30-34 years, 2 child)

This delay adds to the concern of parenting a child with atypical development also the anxieties related to the need for answers. 

Receiving the diagnosis. At the time of receiving the diagnosis, many contrasting emotions came into play. Some parents expressed feelings of “panic”, “loss of orienteering”, “surprise”. Alessandra described she felt “like in a heavy fog bank”. However, many also expressed feeling relieved to have a label, so that they knew what to do afterwards.

It was fundamental to me receiving the diagnosis, knowing what was there, give it a name you know…in order to start to work on it. (Chiara, 45-49 years, 1 child)

Once got the diagnosis, the search for the most appropriate treatment began. There are lots of treatment available for autism disorders but they are all extremely expensive. Moreover, there is no consensus on which treatment is the most effective. Thus parents would try several options and spend a lot of money while looking for the adequate treatment.

Then we started with therapies…we have tried hard, they are all quite expensive, and there is no financial support for the family...there are a lot of therapies but nobody agrees with each other…so you just have to try. Even though there are a lot of studies on the topic, there is no agreement. What the National Health System offers are speech therapy and physical activity, then is the family that has to shoulder the rest of it. (Patrizia, 50-54 years, 1 child)

Therefore, the diagnosis might be the initial stressor, but the search for treatments further challenge the parents’ situation.

Dealing with the child’s challenging behaviors. Surely, the core traits of autism are not always easily manageable and might lead to feelings of frustration or lack of control among parents. Many individuals with autism express their desires, needs or worries through behaviors, rather than words. Yet, such behaviors are difficult to understand and address. 

I could not find a contact with him and it was very frustrating at the beginning. You know, you’re used to communicate with others in a certain way which was not working with him. (Chiara, 45-49, 1 child)

This can create a tension that makes everyone in the family behave in ways that become problematic, forcing family members to adjust their daily routines to suit their new reality. 

..he does not speak or communicate in any way, he makes sounds...I don’t understand him, it’s hard for me to get what he wants, what he thinks...it is frustrating...Then all my energies are turned into him...I am always after him, trying to understand him...as he cannot communicate then he gets aggressive, and I get nervous as well, and then the family as a whole. It’s like all the family is autistic now...Everything turns around him. (Maria, 30-34, 2 children)

This highlights the burden that the lack of communication, which is typical in autistic children, poses to the parent’s wellbeing.

What also emerged from the parents’ life stories is that the amount of care that the child requires can be extremely burdensome, and it is usually mothers who shoulder it.

Well...I spend the whole day with M, you know, it’s burdensome. I don’t leave him with anybody else except for my older daughter, just for a little time. There are neighbors, grandparents...But I don’t feel like charging them of such a burden, because he demands too many energies that they don’t have anymore. You know, everything is on my shoulders. (Maria, 30-34 years, 2 children)

Moreover, according to the parents, the child’s behaviors might also have an on the functioning of the family as a whole. Indeed, caring for a child with any type of disability may challenge the family’s equilibrium. 

What is needed is psychological support to the family, because you are completely absorbed by your child...and you neglect yourself. But the parent’s wellbeing is fundamental...caring for a disabled within the family magnifies all daily challenges. (Giovanni, 50-54 years, 2 children)

This is the reason why many parents call for more support to the families who might feel inadequately supported by the social system in which they live, leading to feelings of isolation and distress.

Acknowledging the uniqueness of the child. An important theme that emerged from the parents’ accounts, and that the researcher felt they were particularly willing to share, is the need and importance of looking at the unique characteristics of the child, in that the experience of having a child with autism can be extremely rewarding. They seldom used the word “special” referring to their sons. 
Apart from verbal communication, parents suggested different ways the children use to manifest their inner thoughts. Maria reports that, when her son is happy, “he jumps all around, I mean, he does not speak but he still express himself...In that he is extremely communicative”.
Alessandra and Antonella discussed how their children are unique in their ways of expressing emotions, which are either exacerbated, due to impairments in communication, or “truly sincere”. 

..we need to put apart prejudice. Once you manage to enter your child’s world, an amazing reality is opening up to you…even though M does not speak, or he behaves differently to what we define a normal behavior, his approach to life is special, and any display of affection, when he hugs you strongly for example, is a hundred per cent sincere. He is a guy like any other, he has just a different way to express his needs and emotions...and in doing so he is truly sincere. (Antonella, 45-49 years, 1 child)

Antonella’s narrative was found by the researcher to be extremely resourceful and representative of the parents’ interpretation of their experiences because it accounts for the idea that the adjustment process might be a long and frustrating one but it is worth it the efforts, as it can be extremely rewarding, once you manage to “enter your child’s world”.

On the other hand, while recognizing the uniqueness of their son, many of the parents eventually discussed their similarity with any other child: in behaviors, as for temper tantrum, and feelings, like that of love. Alessandra stated that ‘before being an autistic he is my child’, Patrizia stressed that ‘Sometimes I take so much for granted that M has a form of autism that I am surprised of his abilities’, whereas Chiara commented on her child falling in love with a girl.

..I see him looking at girls when we hang around, it’s a normal desire...He likes blonde girl, that I know...He fell in love with the girl working in the bar downstairs, he would start to blush...even though he is not telling me I got it…talking is not always necessary (Chiara, 45-49 years, 1 child)

Specifically, several parents portrayed their children as affectionate and empathic, two characteristics that are incompatible with the diagnostic criteria which suggest autistic individuals as lacking interaction with others.

..M loves to be among people... (Maria, 30-34 years, 2 children)

He does not face difficulties in being among people… (Sara, 45-49 years, 1 children)

…because he likes being surrounded by people. (Maria, 30-34 years, 2 children)

These accounts denotes a lack of fit between the parents’ perceptions of their child’s personality and what the diagnostic classification entails.

Hopes for the future. When asked to discuss to their hopes for the future, the parents expressed worries and anxiety. They call for life opportunities for the inclusion of their child in afterschool settings. Indeed, when it comes the time of leaving the school, the child’s chances are very few, mainly falling between daycare centers – which are more suitable for those who are not auto-sufficient and only need assistance – residential community (of which there are very few) or living at home with their parents for the rest of their lives. 
Though many parents had high hopes that their child will develop enough skills to live a near normal life, with the child’s increasing age their future residential location and supervision assumed importance in their concerns. 

Even though there is increasing awareness about it, what is actually lacking is concreteness…starting from economic support to families in order to access whatever therapy. Also, trained professionals in the schools…and post-school opportunities. Because once these guys grow older, what’s up for them? There are daily residential cares, but…for God’s sake! They are meant for those who are not self-sufficient, when the family is unable to care for them…But M does not fall within this category, because he is mainly self-sufficient. He needs something else, something that daily residential care does not provide him. He can handcraft, he can dress up autonomously, he can play, he can swim...you cannot institutionalize him! And there are more and more children diagnosed with autism, that will become adult...and their family will not be able to care for them forever...oh...it’s better not to think about it. (Patrizia, 50-54 years, 1 child)


4.2. The coping strategies utilized by Italian parents of children on the autism spectrum: 

Making meaning out of autism

Making meaning out of autism relates to the ways in which the parents who participated in the current study overcame the challenges brought about the child’s diagnosis and all that surrounded it. 
In terms of coping strategies, the current research found that parents used a variety of ways to cope with the stress brought about by their child’s diagnosis. However, they can be summarized in: changing perspective and educating others. 

Changing perspective. Changing worldviews helped several parents to successfully cope with the situation. In changing perspective, parents adopted three main strategies: looking at the “glass half full”, valuing little improvements as big achievements and taking it as an opportunity for personal growth, as summarized in Figure 5.

Figure 5. Changing perspective and related strategies


Specifically, what Alessandra usually does is looking at whom is worse off. This helps her to recalibrate her perspective. In the attempt of leading a “normal life”, she turns to families who, as she suggests, may face even greater challenges without having to raise a disabled child.

I mean…you keep on with your normal life, it doesn’t have to be overturned. We have a super normal life. Problems are there...like in any other family, some [family]has more [problems] and some less...but I have tried not to isolate myself...The solution lays in leading a life as everybody does, meaning going out for a pizza, going to the cinema, to the seaside, to the museum...Always with F...It depends on how you face things..I always look at who is worse off, there are families who face bigger problems than us, even without having a disabled child (Alessandra, 40-44 years, 2 children)

Alessandra and Maria also highlighted the importance of accepting that their children with autism would develop and achieve their goals differently compared with other same-aged, normally developing children. This required them to “value also small improvements” and to “acknowledge everyday little changes”. Despite the differences in development, they stressed that each milestone needed to be celebrated, as “it’s little things but one has to consider them as big achievements, because for him they are big challenges and big satisfactions”. In that, two parents reported how joyful it was to teach the children how to bike, which took them quite a lot of time before succeeding, but “it was a huge victory for him…I could not even believe it”.

I mean…last year he also learnt how to bike! Because he didn’t know how to. He was with his dad, on the speedway with the bike…and we tried it…a total disaster! I wanted to pull my hair out, he could not even manage to keep on standing on the bike and hold the handlebars…Ah…for an hour trying to teach him, a disaster. Though I am always quite optimistic I told to myself: we are never gonna make it, he is too far away from being able to do it. But, you know after repeated attempts to teach him…little by little…he made it! He was so excited! (Lucia, 45-49, 2 children)

Several parents also reported that they regarded their situation as an opportunity for personal growth. They learnt that ‘human relations works out without necessarily expressing a word’. Also, they learnt not to give up.

It is important to react, without getting angry with the entire world...But considering it as a precious opportunity for personal growth...Because satisfactions do come, eventually...And they are extremely valuable...Prior to that I used to give up when push came to shove…When I got the diagnosis I couldn’t escape anymore...Then, you see...when you face such big challenges you learn to fight. (Alessandra, 40-44 years, 2 children)


Educating others. Several parents advanced the necessity to “speak out loud”, “keep on talking” and “share the experience of those guys who seldom run the risk of being hidden and excluded”. Parents feel they need to be committed to advocate for the inclusion of the child. As depicted in Figure 6, their commitment aims at: raising awareness in the general public, promoting concrete solutions for families, fostering early interventions and stimulating a culture of diversity.
Figure 6. Educating others and related strategies


Parents advocate for the uniqueness of everybody, which has to be acknowledged as ‘we do not need to be similar to each other but still we are all special in our own way’. 
Parents would try anything to see their child’s potential recognized. This highlights the belief that their child has the ability to learn and grow as any other child. 

It is important to speak out loud...because it is fundamental to invest as soon as possible all the energies to stimulate all those abilities that the child has...which are there, they only need to be triggered, more than what a normally developing children would require. Otherwise they would be compromised, forever. We need to work together, it’s not only the family’s responsibility...Then we can really improve the child’s quality of life. Because they are actually able…it would be a shame if the context, the external environment, does not allow the children to pull his abilities out..(Alessandra, 40-44 years, 2 children)

They are willing to voice their experience to fight myths or misperceptions, encourage reasonable expectations, foster social and system change. Giovanni finds important to educate others about the importance of respecting the child with autism and his or her parents, and calls on the society as a whole to be more receptive to both the child and the parent. 

All those talking on the news about autism...things need to be put into practice. But, above all, a general shift in people’s way of thinking is needed…I refer to all those families who hardly accept their child’s diagnosis, I think there are many...They don’t because they are scared, because it is still scaring having a disabled child…this needs to change. (Giovanni, 50-54, 2 children)


4.3. The family’s social experience

The study examined a number of aspects of the families’ social experiences. Included among these were the issues of social support networks and stigma. The main aspects that were raised relate to: the benefits parents feel they derive from parental support networks, the lack of a clear understanding about the disorder among professionals and the general public, and fear and misperceptions regarding the child’s diagnosis. 

Benefits of social support networks. The parents who participated in the research, all except two, shared a common feeling of isolation and uncertainty when they received the diagnosis. The main form of social support that parents reported as beneficial was the support from parental organizations, which was found to be particularly resourceful in the first stage of their caregiving experience, right after the diagnosis, a phase that has been recalled by the majority of parents as emotionally distressing. The main reasons that parents advanced for calling on ASDs support groups are summarized in Table 3.

Table 3. Reasons for calling on ASDs support groups
	Not to feel alone
Have positive examples
Emotional support
Motivating
Understand which treatment is most adequate
Have information about the disorder itself 
No support from family members or friends




However, few parents also stressed that strong community bonds, represented by living in “a small city like Reggio” were “everybody knows him and loves him”, positively contributed to their adjustment.

Lack of understanding about the disorder. A common thread recurring all the way throughout the interviews is the disappointment that parents derived from the inability of the external environment to understand their experience. This lack of understanding applies to both health professionals and the general public. 
The perceived society’s failure to allow for neurodiversity also plays a role in the parents’ experiences. As suggested by some participants, people would find it difficult to recognize as impairments those deficiencies in communication and socialization which are the core traits of autism. The inability of many autistic child to express their thoughts or emotions has often been misunderstood. As autism disorders are not linked to physical anomalies, what parents reported is that difficulties in social interaction were mistaken for arrogance and disrespect. 

...there is not enough knowledge of autism...those who have never dealt with autistic children do not know what is it, they would ask you what is wrong, they would look at the child…because their physical health is good, they are beautiful children and they are physically ok…it is difficult to understand that their impairment lays in the socialization with others. It is easier to think that it is the parents’ fault and that they did not teach the child good manners, or that the child is not kind enough. This is the most frustrating, when you find yourself in front of a wall (Maria, 30-34 years, 2 children)

Thus, the idea of autism as “invisible condition” contributes to the stigmatization that the parents sometimes experienced.

Fear and misperceptions. On the other hand, whereas neurodiversity is acknowledged, fear and misperceptions come into play. Giovanni and Monica reported that several classmates have been prohibited by their parents to approach their autistic sons, for fear of aggressiveness. Parents of normally developing students also manifested their disagreement about the participation of the autistic child in the class, claiming that it is not their child’s responsibility to care for their disabled classmate, and that their children were often shocked by their autistic classmate behaviors. 
Chiara was even suggested to drop her children out of school because of the misinterpretation of the child’s behaviors. Patrizia reports that ‘..people does not know what autism is, they get scared when M has some crisis, or they are totally indifferent’.
The stigmatization that participants experienced was also hidden in the expectation that autistic children are not meant to enjoy certain types of activities, because of their disability. Maria was blamed for having participated with her son to a crowded carnival parade. As her son started crying because he was pushed away from a carnival float, she was told ‘You shouldn’t bring your son here if he is not normal’. Antonella, who engaged in a campaign to raise public awareness through the sale of accessories handcrafted by children with autism disorders, denounces the widespread suspect that the objects were not made by the children themselves, as they were ‘too beautiful’. This attitude underlies the general presumption that competent people – those able to perform any task individually – have no physical or mental limitations.

The doubt that is often raised is that when people see a nice object, then it was surely not handcrafted by the children…this is very challenging because it is the common thread that kills every day these kind of realities...I mean, what matters is that – though in an extremely long time and totally unpaid – these guys can make it. The ability of the social worker is just that of sketching out the activity, split it into simple phases, to allow for time for the guys to create the objects, but then they eventually handcraft very nice accessories! But this is hard to be acknowledged, it is a matter of mentality, and it is frustrating…because this doubt or lightness is always there..(Antonella, 45-49 years, 1 child)

A relevant aspect of the parents’ social experience is also the child’s education. They often denounced the inadequacy of the school system to meet their child’s special needs, as the children eventually spend most of the time out of the class. This might be because, as suggested by Mariaelena ‘the majority of disabled children attend low-qualified schools where the teachers are to face a situation that is already difficult in itself, a situation that is typical of those classes where the presence of either immigrant-born students or students with family problems is higher than in high-qualified schools’. Thus the participation of disabled students in the class is not always welcomed. Moreover, those professionals who are meant to support the children in his educational career are usually not trained to deal with autistic special needs. 
Table 4 might give an idea of some of the most frequently mentioned problems faced by autistic children at school.


Table 4. Case study of a parent reporting about his autistic child in the school setting
	
When I discuss about school I always get mad. What annoys me the most is that learning support teachers change every year. And they are often teachers coming from the outside, waiting for a long-term contract, and they are not prepared nor stimulated to care for my child, they don’t even know what is the support teacher’s role, thus I am always putting myself into it, every year the same story, explaining them what to do. I know that is hard to deal with my child, and it is also physically demanding. But this is a waste of time. Because you might think that five years of high schools are a lot, but then they run quickly. Moreover, some teachers are not even inclined to teach, in my opinion. I will give you an example. My child has difficulties in socializing, he is often out of the class, in a little room, with the support teacher, because they don’t want him to participate in daily school activities. After a while he started to speak, to say something. He started to interact with his classmates. The few times he was in the class, he started to mess around like anybody else. I was very happy then. However, I happened to know that one of his professors once proposed to punish him, because he was messing around! I mean, my child finally started to socialize, to play with his classmates, to speak, and for that he has to be punished? Meaning that all the work that is behind, can be demolished within a second.  
Also, something still missing that I consider extremely important in order to let my child blow off his steam and frustrations is enjoying physical activity classes. But they can’t include him in the class, I don’t find it that impossible. But if you, as a teacher, say: what I am teaching is the only way it can be, then my child cannot fit in. But my child also asked me if we can promote at school one of his after-school activities. He wants to show his classmates that he is eventually able to do sports. He learnt how to play with the ball, how to throw it, not to be scared of it, he appraised his ability to play. Now that he learnt this, he has more chances of socializing! Because, even though he does not speak, he can at least play with his classmates. Otherwise he would spend the whole time out of the gym, hanging around. And the few activities that he enjoys are with other children with disabilities. I acknowledge that the schools now don’t have financial support to promote inclusive projects, but eventually my child spend the majority of the school hours out of the class.






4.4. Parents’ adaptation


Overall, the parents participating in the study can be regarded as positively adjusted to the child’s diagnosis. Though time is stretched in the parents’ narratives, as suggested in Table 5, they all eventually expressed very positive views about their child, given all what they went through. 

It is always difficult to accept a diagnosis that will have a life-long impact on your and your family’s life…but once the hurdle is overcome, it is an amazing adventure. (Sara, 45-49 years, 1 child)

This might be partly explained by the fact that all children, except for one, received the diagnosis five years or more prior to the current study. Thus, it might be that their increased coping skills resulted in less self-reported emotional distress at the time of the interview. Indeed, successful coping is a long-term process: those faced with stressors progressively acquire skills and resources to manage the problem. Even though it can only be inferred from the data because of the lack of information over time, the parents’ comments make it seem likely that such a process may have been operating.


Table 5. List of issues related to the concept of time
	Aspects
	Examples from the data

	Diagnosis and treatment characteristics
	‘It took us an entire life to have the diagnosis’
‘It was a long and frustrating process’
‘The more the time passed, the more we wanted to know’
‘We were moving from one therapy to another, and the time was running fast’
‘Early interventions are essentials ’

	Child’s development and learning
	‘He just develops slower than his same-age peers’
‘It took him a year to learn how to bike!’
‘He slowly learnt how to play’
‘they can handcraft, though with longer productive processes’

	Parents’ adjustment to the situation
	‘Then I slowly managed to interact with him’
‘We adjusted our life, little by little’

	Coping strategy
	‘I have learnt to be patient’
‘I have learnt to appreciate slower improvements in his development’

	Waste of time
	‘With no trained professional at school a lot of time is wasted to teach them how to cope’
‘All the time he spends out of the class is a waste of time’
















5. Discussion

The aim of the research was to explore the caregiving experience of Italian parents of children diagnosed with ASDs: how they cope with their child’s diagnosis, which challenges do they face, and how much support they perceive as available. 
The research questions were addressed through a qualitative approach in the form of semi-structured interviews, which allowed the researcher to get insights into the parents’ personal experiences. Also, a review of the literature and a conceptual framework used to frame the research were presented. Finally, the methods of data collection and analysis were discussed. 
Analysis of the interview data culminated with the emergence of three main themes: entering the child’s inner world; making meaning out of autism; and the family’s social experience. The key findings within these themes will be discussed with reference to the original questions that this research addressed:  

· How do Italian parents of children with autism disorders cope with their children’s diagnosis?

· Which strategies do they utilize to overcome the challenges brought about the child’s diagnosis?

· What are the most meaningful aspects of the parents’ social experience?



5.1.  How do Italian parents cope with their child’s diagnosis?

As previously noted the parents interviewed looked positively adjusted to the situation. This results provide further evidence concerning the positive aspects of parents’ experiences of having a child with autism. Overall, the parents’ caregiving practices resemble that of the “hero story” by Fleischmann (2005) or that of “autism as a journey” by Jardine (2008). Indeed, among the parents’ accounts there were some common stages that constituted key points in their process of raising their child. These stages relates to making sense of the child’s symptoms, receiving their child’s diagnosis and eventually adjusting to it, as previous literature found (Midence and O’Neill, 1999; Fleischman, 2004; Jardine, 2008; Fleischman, 2004).
When raising some sensitive issues, they explicitly manifested anger and exasperation. The most negative feelings that the parents expressed relates to the process to diagnosis and the search for treatments, the child’s lack of communication and the distribution of care within the family.
Midence (1999) and Osborne (2008) suggest that receiving a diagnosis is a complex process that frequently begins when parents recognize that there is something different about their child and their behavioral development. This applies also to the parents interviewed in the current study.
The feeling that something was not right led parents to search for an explanation for their child’s behavior. Confusion over diagnosis then resulted in family difficulties to the extent of being isolated by other relatives and friends. Gray (2003) and Hastings (2005) too found that autism can have a direct effect on family functioning in terms of the behavioral symptoms of their child’s autism, and their need for practical advice on how to manage these.
However, though greatly challenging according to the parents’ narratives, caring for a child with autism was finally regarded also as extremely rewarding. As in Woodgate’ (2008) and Jardine’s work (2008), the parents discussed about a number of gains they feel deriving from their experience of raising an autistic child. 
Compared to American parents of newly diagnosed children (Sanders and Morgan, 2008), who held a strong view that their child had negative characteristics, parents who took part in the current research showed an extremely positive view about their child. They highlighted the uniqueness of their child as well as his similarity with any other child. By reframing their expectations about their child, the participants were able to attach increased value to any development their child made. 
However, when the question about the future was raised, parents in the current research showed a certain concern, especially with regards to problems that might arise when the child reach adulthood. Contrary to Sander and Morgan’s work (2008), who found parents more pessimist than concerned, the anxieties that the parents here expressed relate to the lack of life opportunities after school years, and the child’s future residential location once they, who are the main caregivers, will pass away. The participants call for an urgent need to deal with the issue, as the increasing prevalence of autism means that in the coming years, the number of adults with the disorder is likely to rise sharply. Thus, improvements in life opportunities for autistic child will benefit more and more people. Also, without continued support, the skills that children have been taught can be lost, leading to a huge waste of funds. Moreover, by failing to support young people to continue learning beyond school, the children are prevented from fulfilling their potentials, enjoying their lives, living independently, making as full as a contribution to society as they can. This may also end up creating large long-term costs to the whole society.
The participants in this study have provided further insight into what the experiences of raising a child with autism can mean.  However, despite the commonalties that occurred across these participants’ experiences, it is important to keep in mind that their experiences associated with raising a child with autism were unique to every parent. 




5.2.  Which strategies do they utilize to overcome the challenges brought about the child’s diagnosis?

The main challenges that the parents faced relate to the long and frustrating process to diagnosis and choice for treatment, a negative societal attitude toward the child, the lack of economic support to families and a yet exclusive educational environment.
Many parents stressed the need to lead a life “as normal as possible”, as found in Woodgate (2008) and Midence (1999). In doing so, they changed their worldviews, by looking at whom is worse off, appreciating small improvements in the child’s development, and regarding their situation as an opportunity for personal growth.
In line with previous literature (Sanders and Morgan, 1997), the fact that autism disorders are generally not identifiable by physical appearance is a matter of concern for the parents, who relate it to the lack of understanding from the wider community of behaviors associated with ASD. Thus, one of the strategies that recurred throughout the interviews is the parents’ need to advocate and educate others about the child’s uniqueness.


5.3. What are the most meaningful aspects of the parents’ social experience?

The parents who took part in the research positively considered the benefits deriving from parental organizations, as a way to gain information and examples from which to draw on in order to cope with their situation.
Contrary to previous findings (Gray 1993, 1998; Woodgate 2008) the study did not reveal a strong sense of isolation but rather a great desire to advocate for the inclusion of the child. Indeed, several parents expressed their unwillingness to isolate themselves from the outside world, as well as their need to speak out loud and share their experience. One possible explanation could be that parents in the current study were recruited from a support group of families of children with autism. Also, as suggested by some parents, strong community bonds resulting from “living in a city as small as Reggio” might have helped their coping process. Eventually, the strong feelings the parents have about their children’s positive characteristics might have placed them at lower risk for social isolation.  
Moreover, though the research has been carried out in a context that seems to be particularly sensitive to the issue of inclusion and autism, it has been shown that inclusion is more complex than attending mainstream schools or involving in community activities. Indeed, attendance of mainstream school does not implies that the children will participate in school activities and be included. The majority of children spent most of the time out of their class, and the activities that they enjoy are mainly with other disabled peers. This can be partly explained by the fact that schools are unequipped with money to propose more inclusive activities. This lack of concrete chances for participation in daily school activities demeans and diminishes the child as it further compromises his socialization deficiency, eventually weakening his independence. It also decreases his opportunities to acquire the same theoretical and social knowledge as other children.  Moreover, it prevents normally developing students from contacts with any degree or type of impairment, eventually discouraging societal respect and acceptance of disability and thus contributing to the cultural stereotyping of those affected by mental or physical impairments.
Furthermore, the parents interviewed reported that their children were seldom stigmatized: when engaging in community activities such as selling handcrafted objects for fund raising or enjoying a carnival parade, and in the school setting. As found in a large amount of literature on disability and ASDs, the findings showed that stigma is still attached to children with autism disorders.


5.4. Recommendations

From the discussion it can be concluded that a better knowledge and collaboration among health professionals might be needed to improve the child’s quality of life. Further training and support are needed for learning support teachers to understand how to meet the child’s educational needs. Also, the school should promote more inclusive activities within the class. Moreover, additional commitment is needed to implement policies for full integration, such as specific laws on education and on financial support to families and schools. Finally, parents’ organizations needs to be supported in developing communication and advocacy plans, as they play a major role in supporting the family.
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Appendix 1
Interview guide

Introduzione
Lo scopo della ricerca è quello di capire cosa vuole dire prendersi cura di un ragazzo che ha ricevuto una diagnosi sullo spettro autistico in Italia ad oggi.
Lo studio mira in particolare a capire come i genitori di ragazzi con una diagnosi sullo spettro autistico rispondono alle sfide che la loro situazione gli porta da affrontare: che ostacoli hanno incontrato sul loro percorso, quanto credono di essere adeguatamente supportati dal sistema sanitario e sociale, e che strategie adottano per superare eventuali difficoltà.
Tutto quello che mi dirari verrà utilizzato esclusivamente  per questo progetto di ricerca, e non verrà condiviso con nessun’altro. Il tuo nome non verrà usato, in modo da assicurarti il completo anonimato. Hai bisogno di qualche altro chiarimento prima di iniziare?

Background information

n. intervista

sesso
età
occupazione
diagnosi del/la figlio/a
età del/la figlio/a 

Opening questions

Partiamo col parlare un po della tua famiglia:
1.	Con quante persone vivi?
Probe: hai altri figli oltre ......, tuo marito/moglie vive a casa? E i nonni (se ci sono ancora)?
2.	Quando e come ... ha ricevuto la diagnosi?
Probe: quanti anni aveva, a chi ti sei rivolta...
3.	Avevi mai sentito parlare di autismo prima di ricevere la diagnosi?
Probe:com è cambiata la tua percezione/comprensione dell’autismo nel tempo?
4.	Che barriere, ostacoli hai incontrato da quando hai ricevuto la diagnosi?
Probe: a scuola, in termini di assistenza..
5.	Ci sono stati dei comportamenti/episodi di persone attorno a te che ti sono dispiaciuti?
Probe: credi sia cambiato il comportamento di qualcuno, come reagiscono le persone al tuo bambino
6.	Quanto credi che le persone intorno a te e nella società in generale siano sensibili al tema dell’autismo?
Probe: mi riferisco sia a parenti e amici ma anche a scuola o a lavoro..
7.	Chi ti più ti aiuta nella cura e assistenza a .....?
Probe: nella routine quotidiana, quando sei malato/a, in caso di imprevisto a lavoro..come ti organizzi?chi o cosa è più d’aiuto?
8.       Conosci qualcuno che sta vivendo la tua stessa situazione?
Probe: famiglie con bambini autistici, li incontri?
9.	Quanto credi sia effettivo il supporto, l’assistenza che ricevi?
Probe:quanto senti di poter contare sui servizi disponibili, sulle persone che ti stanno intorno..
10.	Cosa suggeriresti ad una famiglia che ha appena ricevuto la diagnosi di autismo?
11.	Qual è la tua speranza per il futuro?







Appendix 2
Interview guide - translated

Introduction
The purpose of the research is to explore the meaning attached to the diagnosis of autism disorders. 
Specifically, the study aims at understand how parents of children with autism disorders respond to the challenges brough about their child’s diagnosis, whether they perceive being adequately supported, and which strategies do they use to overcome potential barriers.
Whatever you will say will be used for the purpose of the research only. Any identifier will be removed, to preserve your anonymity. Do you need any further information before we start?

Background information

n. interview

sex
age
employment
child’s diagnosis
child’s age 

Opening questions

Let’s start to talk about your family:
1.	With how many people do you live?
Probe: other children, housband/wife, grandparents..
2.	When and how did you receive the diagnosis?
Probe: how old was....to whom did you refer to..
3.	Had you ever heard about autism prior to ...’ diagnosis?
Probe: how did your perception and understanding changed over the years...
4.	Which challenges have you faced since you got the diagnosis?
Probe: at school, in the health system…
6.	Have you ever experienced some sort of discrimination when you were with...?
Probe: do you think that somebody’s attitude negatively changes, how people react to your child…
7.	Do you think that people in the society as a whole are aware of what autism is?
Probe: either parents, friends, colleagues...
8.	Whose contribute is the most heplful in caring for ...?
Probe: in the daily routine, when you’re sick..
9.       Do you know anybody who is experiencing the same situation?
Probe: other families with autistic children
10.	Do you feel you are adequately supported?
Probe: in terms of social support, institutional aids....
11.	What would you suggest to a parents who has just received the diagnosis?
12.	What are your hopes for the future?









Appendix 3
Informed consent
Consenso informato

Lo scopo della ricerca è quello di esplorare le esperienze di famiglie con bambini che hanno ricevuto una diagnosi di autismo, e il loro livello di inclusione nel tessuto sociale. Il ricercatore si pone l’obiettivo di individuare le strategie adottate da tutti gli attori coinvolti nella loro cura e assistenza.
La ricerca prevede una breve intervista di massimo 30 minuti. Tutto quello che mi dirà verrà utilizzato esclusivamente  per questo progetto di ricerca, e non verrà condiviso con nessun’altro. Il suo nome non verrà usato, in modo da assicurarle il completo anonimato, ai sensi del Decreto Legge N° 196/03 (Art. 7 e 13) relativo alla tutela delle persone per il trattamento dei dati personali.
La sua adesione è completamente volontaria e potrà ritirare il Consenso alla partecipazione in qualsiasi momento.

Accetto quindi liberamente di partecipare all’Indagine, avendo perfettamente compreso tutte le informazioni sopra riportate. Sono consapevole che la mia partecipazione all’indagine è volontaria e che ho la facoltà di ritirarmi in qualsiasi momento. Sono inoltre consapevole che secondo il rispetto della normativa vigente i Miei dati personali saranno utilizzati esclusivamente per scopi di ricerca scientifica. 
Data ……………………………….. 
Firma del Partecipante……………………………………………………………………. 




Entering the child's inner world


Recognizing the symptoms


Receiving the diagnosis


Ackowledging child's uniqueness


Hopes for the future


Dealing with the child's challenging behaviors

























































Changing perspective


Looking at the glass half full


Valuing little improvements as big achievements


Taking it as an opportunity for personal growth














Educating others


raising awareness among the general public


Promoting concrete solutions for families


Fostering early interventions


Simulating a culture of diversity
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