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Abstract 

This research systemically looked into the parents’ perceived experience of the initial 

news giving about their child’s Autism Spectrum Disorder [ASD] focusing on the relational 

experience between parents and professionals. Using a qualitative design, four couples where 

interviewed and analysed through Interpretative Phenomenological Analysis [IPA]. The 

examined personal lived experience and meaning they gave to the experience indicate that the 

news giving relationship may not limit itself to a onetime encounter but to a more subtle 

transitional support process to other professionals who will follow up the child and ideally 

extend itself to familial therapeutic support.  Participants focused less on the relationship 

between the news giving agent/s and themselves, but rather on the ongoing process of living 

disability and their experience of disability as a journey rather than the one-time encounter of 

the news giving relationship. Nevertheless they did suggest how the process could be more 

favourable and how better parent-professional relationships can alleviate their struggles. 

 

Key words: Systemically, Autism Spectrum Disorder, perceived experience, 

initial news giving, relational experience, meaning, transitional support process, parent-

professional relationships.  
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Chapter 1: Introduction 

1.1. Research questions/agenda  

The title for the research study is: Parents’ perceived experience of the initial news 

giving about their child’s Autism Spectrum Disorder [ASD] focusing on the relational 

experience between parents and professionals.  

1.2. Brief description of the research study 

Bringing up children in a family with a child with ASD adds another element to the 

complexity of being a parent (Da Paz et al., 2018).  ASD is not diagnosed at birth; it is 

generally diagnosed when the children are infants or toddlers and sometimes when the child 

is much older (Shen & Piven, 2017). ASD is one of the disabilities that requires intervention, 

support, adaptive equipment, accommodation and behavioural interventions (Lessenberry & 

Rehfeldt, 2004).  

The Diagnostic and Statistical Manual of Mental Disorders (2013) describes children 

with ASD as having “persistent impairment in reciprocal social communication and social 

interaction (Criterion A), and restricted, repetitive patterns of behavior, interests, or activities 

(Criterion B). These symptoms are present from early childhood and limit or impair everyday 

functioning (Criteria C and D)” (p.53, 299.00, F84.0). This qualitative research explores the 

recollected perceived experience of four sets of parents regarding their initial reactions to the 

news that their child has been diagnosed with ASD and the relationship that develops 

between them and the professionals who give them the news. It takes an interpretative 

phenomenological approach with the aim of eliciting themes to highlight the experiences and 

reactions of parents who have gone through the phenomenon and taking note of their 

recommendations. 
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Given the systemic nature of relationships, when looking into the relationship 

between the parents and the professionals I was also interested in exploring the relationship 

between the parents during and shortly after learning about their child’s disability, as well as 

their relationship with their child and any other siblings when they were given the news. I 

tried to elicit themes during this delicate period of news giving, known as setting the tone, in 

order to be able to identify the interventions that helped to ease this poignant initial phase 

(Turnbull, Timmons & Breitenbach, 2015).  These themes helped me reflect on the formation 

of the reciprocal relationship that eventually developed between the child and the parents 

(Marvin & Pianta, 1996).  

My interests for the purposes of this study include: how the relational experience 

between the news giver and the parents contributed to the period of shock; the meaning 

making process; individual and relational reactions and if/how the two parties reciprocally 

supported each other; when they turned to the child; and, how they eventually attended to the 

child’s needs within the context of the news giving event (Marvin & Pianta, 1996).  I was 

also interested in the period following the news giving event, particularly in how parents 

experienced sources of support (if any); how such support helped them manage their 

relationship as a couple and as parents and their relationship with any other professionals.  

These aspects were explored within the Maltese context of close knit family systems, so how 

the parents gave the news to members of their family and how this news was received was 

also of interest to me as a researcher.  

1.3. Biographical praxis and motivation for this study 

In this study I followed a systemic conceptual framework to help me reflect upon the 

ways in which my experience of being part of a family, with its own experiences, values, beliefs 

and culture, influenced the research process. My research was consciously motivated by my 
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personal experience of witnessing my sister receive the news that their child has ASD.  I 

witnessed her frustration when she felt that she were being treated insensitively by 

professionals. This led me to reflect upon the aspects that affected her relationship with 

professionals and significant others and the challenges of the lived experience that may have 

led her to form a negative perception of professionals. My presumption that the experience of 

learning that their child has ASD is negative for parents may be based on my own experience 

and the judgement I bring to the situation being explored. 

As stated by Miles and Huberman (1994) and Robson (2011, as cited in Maxwell, 

2005), “the system of concepts, assumptions, expectations, beliefs, and theories that supports 

and informs your research—is a key part of your design” (p.39). I would like to acknowledge 

that the subject I chose to research, the questions I chose to ask and the results and their 

interpretation are all influenced by such factors. Thus, although the meaning I gave to the 

experience has been significantly re-constructed since my nephew was given the diagnosis 

eight years ago, I am mindful that the experience may still have filtered through to my 

research. I feel, however, that through continuous self-reflexivity, I was able to detach myself 

sufficiently to be able to find an objective balance.    

As a non-parent and the youngest of three siblings, I do not have a typically 

developing child in mind against whom I might unconsciously be comparing the participants’ 

experiences. I may also have formed the idea that parenting youngsters is very challenging as 

I have not closely witnessed the parenting of a typically developing child at close quarters. In 

my work context I am also constantly in touch with parents who are struggling to deal with 

their children’s behaviour and, thus, I feel that I am surrounded by challenging experiences.  

This subjectivity and continuous self-reflexivity led me to a more informed subjective 

position (Bishop & Shepherd, 2011). I feel that reflecting about the experience allowed me to 
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be more reflective in hindsight (Mauthner & Docuet, 2003) which enabled me empathize with 

the  participants, but maintain objectivity (Bishop & Shepherd, 2011). This allowed me to be 

open to different interpretations, for example, that the parents may actually be relieved with 

the diagnosis as it helps explain their child’s behaviour. I have seen my own nephew show 

considerable improvement in communication and social behaviour, but I have also witnessed 

less positive progress made by children I have observed at work.  Thus in my work and maybe 

even implicitly in the interviews, I pass on a sense of realistic hope to the parents. 

My professional role played its part in choosing this topic. I am currently employed as 

an assistant psychologist and, thus, I am sometimes myself in the position where I need to 

give parents difficult news. Therefore, I felt the need to learn more about what parents go 

through in such circumstances and to find out what is most helpful and what hinders them 

during this difficult time of learning, acceptance and adjustment. Thus, through the insights 

gained from this research, I feel better equipped to manage my relationships with families 

and to support them. 

1.4. Aim and rationale of the study  

Becoming a parent is already a very stressful transitional period for all adults (Cohan, 

1992); it is especially so when the child has a disability. Even when it is not the first child, 

the arrival of a new-born is stressful and the family experiences another transitional phase 

which can be very demanding, adding to changes in the already formed relationships with 

existing offspring.  This study aims to shed some light on parents’ perceived experience of 

the initial news giving about their child’s Autism Spectrum Disorder [ASD] diagnosis 

focusing on the relational experience between the parents and the professionals and how they 

cope and co-construct meaning in the period following the news. Although local general 

guidelines already exist on how to best deliver news to parents regarding any disability,  
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(Kummissjoni Nazzjonali Persuni b’Dizabilita’ [KNPD], 2016), I want to systemically 

explore and gain a more relational understanding of the parents’ perceived experience with 

the news bearer when being given this news and their experience following the diagnosis by 

interviewing them directly. By using the interviewing method I aim to empower the parents, 

enabling them to give voice to their experience and the meaning they co-construct while 

going through the experience.  

I am aware that, as the interviewer, I have inevitably influenced the process and that a 

new dynamic was formed. Thus, I reflected on how I may have influenced the parents’ 

responses and the research process itself and how the family and research have influenced me. 

I also reflected on the relational experience created through my presence as a professional and 

on the themes and meanings which were co-constructed. In retrospect, I also carried out a 

systemic exploration of how the parents created and co-created meaning at such a delicate time. 

This study can help raise awareness about the importance of delivering news in a 

considerate way in order to avoid increasing the parents’ stress during this particularly 

distressing period (KNPD, 2016). As one may imagine, this is a particularly traumatic moment. 

Through my interaction with families who have gone through the process in my clinical 

practice, I am becoming ever more aware of the shock and anxiety that parents go through 

when they start to realise that their child may be different. The KNPD (2016) has also reported 

meeting people who were very disappointed about the way they were given the news about 

their child’s disability, both in the state and in the private sector.  

My research is also informed by similar experiences undergone by the families I meet 

at the Child and Young People Services [CYPS] clinic. Through this study, I want to create a 

space to explore how people experience the process and their thoughts and understanding of 

their reactions in relation to their context (Creswell, 2012). According to Harnett et al. (2007) 
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the impact of the news will continue to influence the prognosis of the diagnosis. Sometimes 

this even needs to be dealt with in therapy. A particular quote from a parent’s interview with 

these researchers which struck me was: 

…and it’s not just a sentence, every word is important because you are hanging on to 

everything they say and you will remember every word that they say, it sticks in your mind. 

They need to really plan their sentences and their words because this is going to stay with 

you for the rest of your life (Harnett, et al. 2007, p.7). 

I decided to focus on the earlier period of the experience in my research on the basis 

of Baxter, Cummins, and Polak’s (1995) finding that the period when the child is first 

diagnosed with ASD is the one that creates the most stress for parents. The parents need to 

adapt to the new stressor and adjust their future life depiction with a typically developing 

child to that with a child with ASD (O’Brien, 2007). The effort required may create more 

stress for parents until the parents accept the child’s condition (assuming they eventually do 

so) and feel that they can adequately deal with it (Brill, 2001).  Although the importance of 

adjusting to the child’s diagnosis for the wellbeing of parents keeps surfacing in literature, 

there is still a huge lacuna in research on the reaction of parents who receive the news that 

their child has ASD (Da Paz et al., 2018). 

1.5. Conceptual frameworks: 

1.5.1. Systemic Theory  

The family systems theory endorses the notion that families function as rule governed, 

self-regulating systems (Bronfrenbrenner, 1979). Hall and Fagen defined a system as “a set of 

objects together with relationships between the objects and between their attributes” (1956, 

p.81), “in which objects are the components or parts of the system, attributes are the 
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properties of the objects, and relationships tie the system together” (Watzlawick, Bavelas, & 

Jackson, 2011, p.101). Central to family life are repetitive patterns of behaviour (Jackson, 

1965). Family organisations are influenced by internal influences, such as the couple 

subsystem and sibling subsystem, and external influences, such as the school institution and 

religious institutions (Pinkus, 2006). These interact and influence the functioning of the 

family system as a whole and not just the actions of individual members (Turnbull & 

Turnbull, 2001).  

A systemic epistemology recognises that the whole family is influenced when 

something happens to even one family member and each family member lives the 

phenomenon in a different way (Hastings et al., 2005). Most of the studies on families of 

persons with ASD are unidirectional, in that they centre on how having a family member with 

ASD impacts the family members' level of anxiety and their welfare (Hastings et al., 2005). 

Yet, it is also probable that the behaviours of the family members themselves influence the 

person with ASD and other family members (Meadan, Halle and Ebata, 2010).  Since I 

acknowledge the importance of considering the potential bidirectional interaction among all 

of the subsystems, for the purposes of this study I decided to interview the parental subsystem 

together and focus on their experience with the news giver when receiving the diagnosis. By 

interviewing the parents together I was able to observe their pattern of interaction as it 

unfolds in the interview and appreciate their experience as individuals and as a couple within 

the perception of the experience of the news giver (Turnbull et al., 2006).   Although I am 

aware that including the person with disability, the sibling subsystem, the professionals and 

the extended family can create a richer understanding of the family dynamics around the 

period of diagnosis, for the purpose of this study and because of ethical considerations when 

it comes to children, I have decided to focus on just the parents and record the experience 
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from their point of view. This study thus explores the experiential relational process between 

the parents and the professional in relationship to the broader social systems and their 

reciprocal influences.  

1.5.2. Social Constructionist 

In this study, I attempt to understand the perceived experience of the couples’ initial 

reception of the news about their child’s ASD within a Social Constructionist epistemology. 

Social constructionism is a branch of postmodernism and fits with many of the tenets of the 

systemic framework. It does not aim to find an ultimate truth external to the observer 

(Williams, 1992) but asserts that the construction of realities is subjective and 

conversationally created and thus meanings change with the social context (Gergen, 1999). 

Given its focus on interaction, the social constructionist epistemology seemed to be a good fit 

for an exploration of the relationship and interaction between the parents and professionals 

regarding such delicate moment. Anderson (2012) stressed the inseparable reciprocal 

relationship between relationships and conversations; that is, as we engage in conversation, 

we create relationships with different people and, through the development of different 

relationships, we create different conversations. This can be seen within the context that 

“knowledge is not only shared in interaction, it is created in interaction” (Whiting, 2007, 

p.141). Thus the interaction between professionals and parents helps the couple to create 

meaning, creating a unique relationship, and the unique relationship creates conversations. 

The collaborative nature of social constructionism (Anderson, 2012) can parallel the 

collaborative relationship the professionals and parents can create (or not) during such a 

process, with an emphasis on patience and curiosity. The process can inevitably create 

misunderstandings (Whiting, 2007). This reminds us that adequate space and time is needed 
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for both parents and professionals to create a coherent meaning and make sense of the 

complexity of the phenomenon. 

1.5.2.1 The Social Construction of ASD 

An added stressor for the couple may be the perception of outsiders, that is, social 

construction and expectations. In the case of ASD, people expect children with this condition 

to obey social norms like typically developing children since they are indistinguishable by 

physical appearance (Chambres et al., 2008). Comments such as, “With a little discipline, I 

could turn her around” (Smith, 2011, p.117) indicate that people may perceive the child to be 

poorly-raised and misbehaving. The parents feel pressured to either divulge their child’s 

disability to reduce prejudice (Chambres et al., 2008) or disregard the comments and focus on 

the child (Brill, 2001).  Rodrigue et al., (1990, as cited in Dunn, Burbine, Bowers and 

Tantleff-Dunn., 2001) indicate that parents of children with ASD avoid public situations 

since they are infuriated and feel judged by outsiders’ reactions.  These parents may also be 

jealous of parents of typically developing children and irritated when they do not realise how 

fortunate they are (Brill, 2001).  

1.5.3. The Maltese context 

Nationally, a great deal of attention and investment was put into inclusive education 

for children with disability. Notwithstanding and despite the Education Act (National Law, 

Chapter 327), the Equal Opportunities (Persons with Disability) Act (National Law, Chapter 

413)  and the Commissioner for Children Act, (National Law, Chapter 426), some children 

remain at risk of exclusion. Inclusion often relies on the benevolence of particular teachers, 

LSEs and others involved in the education of persons with disability (Callus & Farrugia, 

2013) but still, significant improvements can be noticed in the education realm. On the other 

hand, support services “outside school, especially within the family home or in a residential 
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setting, still need to be developed to ensure appropriate support” (Callus & Farrugia, 2013, 

p.6) The Equal Opportunities Act permits the National Commission Persons with Disability 

[CRPD] previously called KNPD, to investigate complaints and to safeguard the rights of 

children with disabilities. CRPD’s move to create guidelines on how to give the news to 

parents that the child has a disability arose from the disappointment expressed by a number of 

families about how they were informed of their or their children’s diagnosis (KNPD, 2016).  

1.5.3.1 Guidelines for giving news of disability 

Delivering news of any kind is challenging and the person delivering news of a 

disability needs particular training.  Receiving such news may provoke strong emotions in the 

receiver which may be directed towards the news giver. Therefore, the disappointment with 

the way the news was delivered reported by KNPD (2016) may, in part, be explained by the 

strong emotions elicited. Having said this, this feedback suggests a strong need for better 

communication between professionals and clients. The aim of the guidelines is to encourage 

the learning and assimilation of positive attitudes ingrained in the practice of professionals 

(KNPD, 2016).  

Going into each and every guideline is beyond the scope of this introduction, but a 

general overview of CRPD guidelines would be useful as these give an indication of how 

some local families feel they need to be supported. It also contextualises the study since the 

research needs to be understood in the context of guidelines that are already in place. 

Researching this topic qualitatively and systemically with a focus on the experiential 

relational process between the parents and professionals in relation to the broader social 

systems and their reciprocal influences makes sense within the context of CRPD’s findings 

(2016). 
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The first appeal the parents in KNPD’s (2016, p.2) study make is “Give us HOPE and 

DIRECTION!” What they are asking for is realistic hope, reassurance and guidelines for the 

future. According to the guidelines, the first thing that needs to be assessed to ensure that the 

news is delivered in the least stressful way possible is whether the person about whom the 

diagnosis is being made is to be present when the news is first given to the parents. Whatever 

the decision taken, appropriate language must be used to maintain “compassion, respect, 

understanding and warmth” towards the person being diagnosed and their parents (KNPD, 

2016, p.2).  Facts and issues about which there may be uncertainty are to be shared in a way 

which is understood by the clients, without the use of any unnecessary jargon which may 

further confuse the clients. Sufficient time to discuss any questions and concerns is to be 

allowed and the news should be delivered in a place which allows for such discussion with 

least distraction possible. Some thought should be put into who should be present in the room 

when the news is delivered in terms of family members and professionals according to each 

particular family’s dynamics, preferences, characteristics and culture. People’s reaction to the 

news is unpredictable. Professionals need to respect people’s reaction and support individuals 

in the best manner possible and according to each individual’s wishes. Support such as 

appointments for follow-up sessions and provision of accessible information in written 

format before the clients leave the clinic would help to mitigate concerns and inform the 

clients about available services and support systems that they can access (KNPD, 2016). 

Apart from giving specific guidelines, Monden, Gentry and Cox (2016) also address 

the stance the professional needs to adopt to deliver news effectively.  According to this 

study, a client and family-centred approach in which the professional gives information 

tailored to the client’s and the client’s family’s needs is more effective than the emotion-

centred approach which highlights the sadness of the news and conveys excess empathy and 

sympathy. The former approach tailors needs according to the “cultural, spiritual, and 
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religious beliefs and practices of the family” (Monden, Gentry and Cox, 2016, p.101) where 

the professional relates with the family in an emphatic and understanding way, while the 

latter approach reduces hope and communication with the family. 

Despite their linearity, in that they focus on what persons with disability and their 

family needs without considering the reciprocal relationship between the service users and 

professionals, I chose to focus on these guidelines as opposed to the many others which exist 

including Harnett, et al.’s (2007), Monden, Gentry and Cox’s (2016) and Baile et al.’s (2000) 

because they are embedded within the local context and include the systems surrounding the 

individual. In fact, these local general guidelines were developed after the National 

Commission of Persons with Disability consulted with persons with disability, their families 

and professionals within the sector (KNPD, 2000).  

1.5.3.2 Local picture around parenting 

The National Strategy Policy 2016-2024 (Abela & Grech Lanfranco, 2016) on positive 

parenting recognises the importance of having professionals trained in breaking news regarding 

disability and supporting and empowering parents. CRPD was recognised as the national 

commission that was best placed to provide such training. The National Strategy Policy 

acknowledged the struggles parents face when welcoming their child with a disability and their 

needs for instant psychological support to accept their child’s disability and to raise the child. 

It recognised the lifelong nature of the experience and, thus, the ongoing need for reviews and 

support.  

The National Strategy Policy (Abela & Grech Lanfranco, 2016) dedicates a section to 

the services available for such parents, such as the Neonatal Paediatric Intensive Care Unit 

[NPICU] for children under the age of three; the CDAU which offers services through a 
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multidisciplinary team; the Perinatal Clinic, which offers assessment and treatment for the 

psycho-social wellbeing of women during pregnancy and after;  the CYPS service (previously 

the Child Guidance Clinic [CGC]) that helps children experiencing psychological difficulties; 

and, Aġenzija Sapport, that supports persons with disability and encourages parents with 

disability and their family to actively participate in the community through the social model of 

disability (Oliver, 2004). The need for a specialised psychologist on parent-infant 

psychotherapy to support parents with parenting and the parent-infant relationship, the need to 

reach families through services within the community and for screening for postnatal 

depression was highlighted in this document. It also emphasised the need for NGOs to work 

hand in hand with Aġenzija Sapport to help families build what is described as a network of 

support. 

The available services for parents of children with disability tend to work independently 

and are, thus, rather fragmented (Government of Malta, 2002; National Family Commission, 

2002). The strategic policy, thus, claim that “the way forward calls for better synergy between 

the Government Ministries, experts in the field and any other entities involved” which would 

help to maximise existing resources and avoid duplication of work (Abela & Grech Lanfranco, 

2016, p.15). Gozitan families are marked as having more difficulties to access such services as 

they either have to travel to Malta for appointments with their children or make do with what 

is available in Gozo.  Family therapy services specifically for families with disability are not 

yet existent on the island. The Foundation for Social Welfare Services (FSWS) and Home 

Based Therapy Services (HBTS) do offer family therapy services but these are unfortunately 

not specifically tailored for families with disability. 
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1.6. Layout of the study 

Following the introduction I will next present some of the available published 

literature about giving and receiving news of disability and the combination of emotions, 

thoughts and challenges experienced by families. Chapter 3 will then features the 

methodology chosen for the study, including the selection of the participants, ethical 

considerations and the data analysis methods used. The findings based on the perceived 

experience of four couples who experienced the phenomenon are then presented in Chapter 4. 

Chapter 5 presents the discussion of the findings and conclusions drawn in light of the 

findings drawn from the available literature. This chapter also provides recommendations for 

future studies and outlines the limitations and practical implications of this study. 
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Chapter 2: Literature Review 

2.1. The parent’s relational experience of ASD 

Families are challenged differently by different disabilities. Research indicates that 

parents of children with ASD report experiencing more stress and a lower quality of life than 

parents of typically developing children and, even, parents of children with other disabilities 

(Baker-Ericzen, et al., 2005 & Barroso et al., 2017). Individuals with ASD typically have 

limited communication skills, have difficulties with social behaviour and engage in 

challenging behaviours (Hastings et al., 2005).  This strain could negatively impact parents 

and increase the likelihood of “depression, anger, anxiety, and marital disputes” (Higgins, 

Bailey, & Pearce, 2005, as cited by Meadan et al., 2010, p. 8). Having said this, the 

experience of parents of children with ASD varies significantly. Those described as being 

psychologically resilient, fare better and are less distressed psychologically (Lloyd & 

Hastings, 2009). According to Sheeran et al. (1997), when parents are able to work through 

their initial shock on receiving their child’s diagnosis, they adapt better and start building an 

attitude of acceptance of their child’s disorder. Similarly, other studies (Lord et al., 2008) 

have found that parents of children with different kinds of disabilities report feeling less 

stressed, were better able to maintain a satisfactory marriage and received more social 

support once they had worked through their emotions regarding the diagnosis. These studies 

focused on the individual experience of resolving the emotional turbulence created by the 

diagnosis rather than on the emotions that emerged on hearing the news.  

2.2. The grief cycle  

The ‘cycle of grief’ model created by Kubler-Ross (1969), which was originally 

created to explain bereavement but was then applied to a variety of loss contexts, is often 

used to explain the series of feelings, cycles and the adjustments families go through when 
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they discover that their child has a disability (Blaska, 1998).  Boushey (2001), a mother of a 

then 10-year-old boy with ASD, discusses her experience, relating it to the framework of the 

Kubler-Ross model. First, she talks about the shock she felt when she received the diagnosis 

and her immediate denial of it. She then talks about her guilt feelings; feelings which many 

studies indicate that parents experience on receiving the diagnosis. Although research shows 

no evidence to support any link between parenting style and the ASD diagnosis (Allen et al., 

1971), early theories in the psychodynamic tradition did blame “inadequate parenting” for the 

“social, linguistic, behavioural” traits observed in children with ASD (Carr, 2015, p. 294). 

Carr (2015) found that this belief was still being spread up to the 1980s by authors such as 

Skynner and Cleese (1983), with the result that relatively recent studies (Boushey, 2001; 

Gray, 2002) found that parents still experience debilitating guilt and shame when receiving 

the news that their child has ASD as they worry that they might have inadvertently done 

something which might have contributed to this diagnosis during pregnancy or as the child 

was growing up. This leads them to doubt their capabilities as parents and puts useless, 

additional stress on them (Carr, 2015).  

In Malta, one must wonder how parents interpret the professionals’ insistence that 

parents attend parenting classes following such a diagnosis, possibly without an explanation 

of why this recommendation is being made. Are these courses being perceived by parents as a 

form of support or yet another source of blame? Goddard, Lehr & Lapadat (2000) found that 

parents interpreted such insistence on attending parenting courses when their child portrayed 

difficult behaviours as another source of blame being apportioned by professionals who did 

not take into consideration the fact that many had already participated in a number of such 

courses at no avail.  

Boushey (2001) also spoke about her loneliness, saying that she felt isolated and that 

only another mother of a child with disability could understand her. As described by 
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Swanepoel, (2003, p. 6.).    “Sometimes, the very nature of autism is projected onto the 

primary caregivers who, in a similar manner to their autistic child, feel themselves isolated 

from the rest of the world and unable to interact socially with other caregivers with similar 

concerns”. She describes her attempts to stay in control of her anger, to bargain with herself 

until, finally, she arrives at the stage of acceptance and hope.  

As useful as the ‘cycle of grief’ is to explain the turmoil of emotions parents 

experience, professionals need to take care not to downplay other factors which may be 

hindering communication and family involvement. Professionals may assume that families 

are still in “the grieving cycle” or “in denial” when they find them to be uncooperative or 

uninvolved (Ulrich and Bauer, 2003, p. 20). This may hinder communication and lead to the 

families not getting the support and guidance that they need (Diamond and Kontos, 2004). 

The grief cycle may be prolonged, persistent and leads to the family constantly reliving the 

news of the diagnosis and being stuck in grief given that ASD is a lifetime condition.  

Therefore, how grief is managed by the couple in the relationship and through the 

relationship with the professionals is of utmost importance: This is not a one-time loss, but an 

on-going lived/perceived loss (Turnbull, Turnbull, Erwin, and Soodak, 2006). 

Understandably, families go through a period of adjustment after they receive their 

child’s diagnosis during which they may or may not come to terms with it. When interviewed 

families have highlighted the fact that, over time, their needs and conditions change. They 

need to continuously adapt, adjust and re-adjust to the ongoing changes in their lives 

according to the child’s developmental age, stage in life and disability (Turnbull, Turnbull, 

Erwin, and Soodak, 2006). Families go through a process of ongoing growth and adaptation 

and professionals do well to recognise the family’s strengths and capitalise on them with the 

knowledge that everyone is working with the intent of helping the child (Turnbull, Turnbull, 

Erwin, and Soodak, 2006).  Thus, professionals need to steer clear of judgments that can 
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dismantle this process. This ties in with the concept of curiosity, as defined by Checcin 

(1987) when used in therapy. By remaining curious and asking questions, the therapist does 

not assume that any position is the ultimate truth but works collaboratively with the family, 

obtains information and explores different views (Anderson, 2004).  Therefore, instead of 

inferring that most families go through the same cycle or are stuck at a particular stage, and 

while keeping that knowledge at hand, professionals need to strive to understand the 

particular experience of each family. 

2.3. Family life cycle [FLC] 

The FLC model, that was based on Duvall’s and Hills’ (1957) ideas, with Parsons and 

Bales’ (1955) contributions and endorsed within the systemic framework by McGoldrick and 

Carter (1982), impacts society’s expectations of the normative development of a nuclear 

family (Erickson, 2000). From a social constructionist perspective, also considering the 

“interrelatedness of social discourse, meaning and reality” (Erickson, 2000, p.343), the FLC 

has influenced research, theories and therapy. Given that the social sciences influence societal 

views and behaviours, the FLC model has shaped the way professionals and society make 

sense of society and culture. 

McGrath and Grant’s (1993) study, although focused on the experience of having a 

child with a learning difficulty and not ASD, offers an interesting contribution since it looks 

at the problems and the sources of formal and informal support experiences by the carers of 

people with disability across the life cycle.  In this study, the researchers found that parents’ 

anxiety seems to increase when they first begin to compare their family life with the family 

life of other families and, thus, start to perceive an evident difference between their 

expectations of what a ‘normal’ family life with ‘normal’ children is and their own family life 

with a child with a disability. Thus, it is important for professionals to be aware not only of 
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the limitations their condition sets on a child, but also of the changes to the lifestyle which the 

members of the family have to make, such as limited vacation possibilities, difficulties 

interacting with immediate and extended family members, adjusted sense of self and family 

belonging, increased difficulty in accessing child care, having to meet the costs of therapy 

and possibly the need for either or both of the parents to earn more to cover the added 

expenses (Technical Assistance and Training System  [TATS], 2009).  

Such lifestyle changes occur throughout the life cycle, for example, when normatively 

developed adults leave the family to get married, or other ways, parents of children with 

disability continue taking care of their adolescents and adults above forty years of age and 

end up being more vulnerable (McGrath & Grant, 1993). Becoming a parent is often related 

to a decline in relationship fulfilment (Doss et al. 2009; Keizer and Schenk 2012; Mitnick 

et al. 2009); however, this seems to be more common for couples with a child with ASD (Sim 

et al., 2016). This decline in satisfaction seems to be perpetuated through the child’s 

transition to adulthood (Hartley et al., 2012), a time when other couples report an increase in 

satisfaction (Gorchoff et al., 2008; Keizer and Schenk, 2012). McGrath and Grant’s (1993) 

found that carers of adults with disability receive less support than those with children with a 

similar dependency and behavioural difficulties. The need to work with aging carers implies 

that professionals need to recognise that new service provision may not be in line with the 

values and attitudes the carers have held throughout their lives. Professionals need to be able 

to look at the circumstances in which aging carers live and their surrounding environment and 

assess the level of informal support that may be available to be able to create accessible 

services for people from all the different strata of society. Not all families fare well and learn 

how to cope with the disorder once they get over the hurdle of accepting the news of their 

child’s diagnosis. Having said this, not all couples with a child with ASD can automatically 

be described as distressed (Benson and Kersh, 2011; Harper et al., 2013). Some qualitative 
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studies that looked at levels of satisfaction of couples with a child with ASD ascertained that 

the majority became stronger when they manage to adapt (Hock et al. 2012; Marciano et al. 

2015; Markoulakis et al., 2012; Myers et al., 2009; Ooi et al., 2016; Ramisch et al., 2013). 

2.4. Feminist perspective: Shifting parenting roles 

The participants in this study all fit within the nuclear family arrangement often 

spoken about in the functional framework, in that they all are heterosexual married couples 

raising children. Locally the trend is towards a shifting male / female gender identity role, 

where both parents are employed and share the child rearing and home making roles. This 

scenario might not work for families who have a child with ASD who may require more 

direct interventions that may make it harder for both parents to work and may require one or 

both of the parents to work longer hours to meet increased expenses. These families, more 

than families who do not have a child with disability, are faced with contradictions and 

increased pressure created by messages and legal incentives that encourage both parents to 

work (Abela & Grech Lanfranco, 2016), adopt positive parenting techniques and nurture their 

relationship (Rizzo, 2009).   

In this context, grandparents often step in to support parents. This is a common 

practice both internationally and locally; so much so that there are now Local Parent Craft 

courses that target grandparents (Abela, Casha, et al., 2012). Cauchi (2013) explored the lived 

experience of grandparentss in a near-parenting role and found that the grandparents 

perceived that their relationship with their children and grandchildren had improved. In 

contrast, Abela, Casha, et al.(2012) and Lumpkin (2008) found that many grandparents report 

that they are stressed and felt obliged to take care of their grandchildren even when they felt 

they were not up to the task and often turned to social support to cope. In the context of a 

child with disability, although, as already indicated, many mothers adapt to the emerging 
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struggles (Seltzer & Krauss, 1994), it is still unclear how grandparents who have not had to 

deal with caring for a child with disabilities when they were parenting their own children, 

cope when faced with the new situation of caregiving demands of a grandchild with a 

disability (Heller and Gaanguly, 2002). 

Although it is known that family support, and specifically support from the 

grandparents, can help reduce stress in families with children who have ASD (Hastings & 

Johnson, 2001, Findler, 2000) there is lack of research, both locally and internationally, 

which focuses on the grandparents’ experience of having a grandchild with ASD (Margetts, 

Le Couteur & Croom, 2006). There is also a dearth of research on if and how support forms 

in relation to the news-giving. Internet searches generally led me to websites of support 

groups containing information for grandparents. 

Margetts, Le Couteur & Croom’s (2006) was one of the few studies which 

specifically focused on the experience of grandparents of children with ASD. The researchers 

were encouraged to carry out the study when they realised that, despite the fact that 

grandparents were rarely involved in the “ assessment, diagnosis and treatment of their 

grandchild with ASD”, they helped out with appointment related matters such as transport 

and child care (Margetts, Le Couteur & Croom, 2006, p.566).  The results of the study 

highlight the fact that the line between parenting a child and being a grandparent to a 

grandchild grew blurry when grandparents took care of a grandchild and that sometimes the 

grandparents found it hard to care for two generations, their children and grandchildren, at the 

same time. The grandparents in the study admitted favouring their grandchild with ASD as 

they found it hard to discipline them. They were unclear about the extent to which they 

should support their children and confused about why their grandchild had ASD, attributing 

its emergence to the MMR vaccine or to the genetic carrier of the condition. The study also 
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underlines the struggle between acceptance and the constant onset of new crises. Sometimes, 

families do not receive the desired support from the grandparents. These experiences, which 

parallel some of the experiences that parents of children with ASD go through, vividly show 

the extent to which grandparents are part of the experience of their children when they 

receive the news that their child has ASD, even if professional do not directly involve them in 

the process. Mirfin-Veitch et al.(1997, as cited in Margetts, Le Couteur, & Croom, 2006). 

p.566) suggest that the professionals giving the news of the child’s diagnosis “need to be 

aware of intergenerational relationships existing in particular families” since a lack of support 

from grandparents is often related to the relationship history rather than the child’s disability.   

2.5. Structural perspective 

Going to the roots of the systems approach, paramount to structural family therapy is 

the way the family is presently organized with its subsystems and the roles which family 

members adopt in the different subsystems they might simultaneously be in. Such subsystems 

are hierarchically organized in a way that stipulates the power and boundaries within and 

between subsystems. These boundaries are seen as being essential to the functioning of 

subsystems. They set implicit and explicit rules which govern behaviour and choices and also 

help distinguish between subsystems. Each different subsystem within the family has a 

different function and places different requirements on its members (Minuchin, 1974). For 

example, the sibling subsystem provides the environment within which children learn to co-

operate, compete, resolve conflict, cope with jealousy, and prepare for peer related activities 

and friendships as they mature.   

Professionals need to acknowledge the fact that these parents of a child with disability 

have the added complexity of parenting children without disabilities and managing sibling 

relationships. The book IT ISN'T FAIR! Siblings of Children with Disabilities edited by Klein 
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and Schleifer (1993) features a collection of articles and case studies by parents, 

professionals, children and siblings, reflecting on their experiences. The parents express their 

struggle to maintain the hierarchal organisation within their family. In one of the articles, 

"When the Youngest Becomes the Oldest," Connie E., the mum and author, speaks about her 

struggle with fairness, especially in cases where she has to discipline her younger daughter 

for actions which she feels unable to stop her brother with ASD from doing. The author 

describes her different expectations of her daughter, who she encourages to use words instead 

of throwing tantrums and to be neat when she is aware that this young child has to adjust to 

phenomenon that she does not even understand. The mum describes her efforts to make her 

daughter feel as important as her brother and to celebrate achievements with the same 

enthusiasm as her sibling’s achievements are celebrated. The author also describes her efforts 

to soothe her daughter when she gets upset about her brother’s rejection and by others’ 

reactions in social situations.  

In another article, “Brothers with a Difference” by Seidenberg, the mum, who is also 

the author, vividly describes her shattered dream of seeing both her children attending school 

together as professionals. She outlines her son’s difficulties with coping with regular 

schooling. She describes her anger at her husbands’ positivity and, in her eyes, unrealistic 

expectations of progress. She described her struggle to maintain the boundaries’ between the 

two sub-systems to avoid difficulties spilling from the parent-subsystem over to the child-

subsystem (Minuchin, 1974) and to protect Eric, her son without autism, from the pain, as she 

struggled with her other son’s difficulties communicating and relating within his social 

environment. She described her and her husband’s struggles to shield Eric from his brother’s 

upsetting behaviour while encouraging their closeness.  
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2.6. Conclusion 

This chapter presented some of the studies that focus on the delicate process of a 

parent receiving the news that their child has a disability, the emotional difficulties, dilemmas 

and needs of such families, the reciprocal relationship within the family and the implications 

on professional practice. The next chapter will present the methodology adopted for this 

study.  
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Chapter 3: Methodology 

3.1. Introduction 

This chapter presents the methodology used in this study, including the rationale, a 

description of the research design, the data collection and analysis methods used, the ethical 

considerations and my personal reflexive journey throughout the process.   

3.2. Research approach 

I adopted a qualitative design for this study so that I could voice the major themes that 

emerged from the data on how couples co-construct and manage the relationship with 

professionals and the meaning making process of their marital relationship, their children and 

wider family during the period when they receive news of their child’s ASD diagnosis. I 

relate the qualitative approach with the metaphor that compares qualitative research to an 

“intricate fabric composed of minute threads, many colours, different textures, and various 

blends of material. This fabric is not explained easily or simply” (Creswell, 2012, p.42). The 

various assumptions, interpretative frameworks and individuals with different perspectives 

that contributed to the study all added to the richness of using such an approach which 

allowed me to look into the phenomenon in some depth. I was able to examine how a couple 

make sense of the news as it is delivered by the professional/s, the meaning they give to and 

their understanding of the disability experience, which are not only formed individually but 

also relationally between the parents and professional/s and within the wider system. 

3.2.1 Choosing IPA over other qualitative methodologies 

After considering other methods within the qualitative paradigm, such as discourse 

analysis, thematic analysis, grounded theory analysis and narrative, I came to the conclusion 

that IPA would be the best fit for this research. My particular interest, when embarking on 
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this research, was in having a detailed account of the perceived experience of parents and 

their meaning making process (Smith et al., 2009). This aim would not have been served by 

grounded theory, which aims to generate theory around social processes (Glaser & Strauss, 

1967), thematic analysis which focuses on finding patterned meaning across the data (Wood, 

Giles & Percy, 2009), narrative analysis which looks into the way people use narrative as 

they construct and manage their accounts of their identity (Burck, 2005) or discourse analysis 

which looks into the language chosen by people as they constitute and re-constitute their 

identity (Burck, 2005). 

3.2.2 Rationale and philosophical underpinnings of Interpretative 

Phenomenological Analysis [IPA] 

Smith et al. (2009) describe the qualitative, experiential IPA design as being mainly 

informed by the philosophical areas of knowledge “phenomenology, hermeneutics and 

ideography” (p.11). IPA bases itself on these theoretical underpinnings to appraise its unique 

“epistemological framework and research methodology” (Shinebourne, 2011, p. 17). The 

main aim of IPA is to examine the personal lived experience of participants in detail and to 

discover the meaning they give to that experience (Smith, 2011).  Thus the IPA approach was 

consistent with the research aims of this study, as it enabled me to immerse myself in the 

perceived experience of parents who have received news of their child’s ASD diagnosis. This 

allowed me to look into the perceived relational experience with the professional news 

bearer/s and the parents, the parents’ way of negotiating and managing the news, their 

relational experience with their child, the service providers and the condition itself, as well as 

the larger context such as the parents’ and children’s relationship with the grandparents. 

Phenomenology seeks to elicit the subjective experience of participants since it 

presumes that individuals interpret and make sense of the experience rather than passively 
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give an objective description (Brocki and Wearden, 2006). This fits well with the social 

constructionist ideas I presented earlier that underlie one of the conceptual frameworks of this 

study. Thus IPA can be described as being both a phenomenological and a social 

constructionist methodology as it seeks to understand people’s constructions of reality (Efran 

et. al, 2014). Additionally, it surmises that I, as the researcher, can look into the participants’ 

perceived experience by interviewing them (Langdridge and Hagger-Johnson, 2009) and, 

through my own subjective lens, give meaning to the data. Husserl (1931), as cited in 

Langdridge and Hagger-Johnson (2009), favoured the transcendental approach in his work, 

meaning that he believed that, to be able to elicit the experience as lived by the participant, 

the researcher needs to be aware and set aside any pre-conceptions about perceiving the 

world, a process that is known as epoché. Although other theorists, such as Heidegger, Sartre 

and Merleu-Ponty, acknowledged the importance of bracketing such biases, they felt that this 

can never be fully done (Langdridge and Hagger-Johnson, 2009) and that I, as the researcher, 

will be influenced by my own background, culture and experiences (Cresswell, 2007). Thus, 

throughout the study, I have striven to provide an insight into my self-reflexivity. In the 

sections on the biographical praxis and the description of the self-reflexivity procedures I 

explain how such pre-understandings can influence the way the research is approached and 

define the meanings I generated through the interpretative process (Finlay, 2008). 

IPA is tied to the hermeneutic perspective since the researcher is carrying out an 

analysis of another person’s experience; thus, the researcher needs to engage in and interpret 

that experience. Additionally the experience is accessed from the personal accounts of the 

participant/s who have previously already engaged and made sense of the experience.  Thus, 

Smith (2011) describes using the IPA method as “engaging in a double hermeneutic, whereby 

the researcher is trying to make sense of the participant trying to make sense of what is 

happening to them.” (p.10). Such an approach enabled me to interpretatively analyse the 



Parents’ perceived experience of the initial news giving about their child’s Autism Spectrum Disorder focusing 

on the relational experience between parents and professionals. 

28 
 

participants’ perceived relational experience and connect it to the existing literature.  I am 

also influenced by the process of ‘multiple hermeneutics’ when interpreting the experience. 

While trying to emphatically understand the experience, I critically engage with it, 

irrespective of what the participant is capable of doing or willing to do (Eatough and Smith, 

2008). This can help me elicit a fuller picture of the phenomenon being explored (Smith, 

2004).   

The idiographic approach in IPA enabled me to thoroughly analyse each individual 

experience and identify the similarities and differences among the different experiences to 

bring out the thought processes of the participants and their interpretations (Shinebourne, p. 

2011). Since I interviewed couples, I took the relational experience between the couple and 

the professional and the couple and myself into account while engaging in the interview and 

later while analysing the data collected within the larger context. 

3.3. Research Design  

3.3.1. Recruitment of participants  

I chose the purposive sampling procedure as I needed to identify participants with 

specific characteristics who would be able to provide data that was relevant to the research 

question. It would have been futile to choose a random or representative sample to delve into 

the specific phenomenon being explored by this study and thus I needed to identify a 

relatively homogeneous population (Smith & Osborn, 2004). Thus, I emailed the Child 

Development Assessment Unit [CDAU] and Child and Young People Services [CYPS] who 

are both state service providers to explain the study and ask for their help in recruiting the 

participants (Appendix 1). After holding a meeting with representatives of both the CDAU 

and CYPS and once they had agreed to help in the recruitment of participants, I asked them 

formally to forward an information sheet (Appendix 2), written in both Maltese and English, 
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that contained all the necessary information about the study including my contact details, to 

prospective candidates asking those who were interested in participating in the study to 

contact me directly. The participants were given the choice of holding the interview at the 

clinic or elsewhere at their convenience, keeping in mind the needs of their child/ren.  

3.3.2. Inclusion and exclusion criteria  

 The sample comprised four Maltese couples who went through the process of the 

formal assessment1 of their child and have received the news that their child has been 

diagnosed with ASD.  I choose to focus on Maltese couples to capture the experience within 

the Maltese context since there is scant literature available specifically on ASD that focuses 

on the relational perceived experience between parents and professionals at the time of the 

news giving of the diagnosis.  

 I chose to base my study on a limited number of participants as this made the aims of 

the study more achievable. Crouch & McKenzie (2006) state that limiting the number of 

participants in a study can help the researcher build and maintain a close relationship with 

them and thus improve the exchange of information. The participants were chosen on the 

basis of their having experienced the phenomenon being researched and being willing to 

divulge this experience. For the purposes of the study, both members of the couple needed to 

be willing to participate. The couples were interviewed together with the aim of creating a 

circular and relational understanding which included the wider context. The interviews 

elicited the rich and unique perceived experience of each spouse and the differences, 

                                                           
1 Assessment process: a comprehensive multi-disciplinary assessment where a report 

was issued indicating that the child has ASD  
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similarities and spontaneity gave life to their experience.  Particular attention was also paid to 

how they formed common or different themes and the negotiation process they went through. 

Another criterion was that the couples chosen to participate in this study had to have 

received the news not more than one to two years before the commencement of the study. 

This was to enable me to gather retrospective data relating to an experience that had not 

happened too long before the interview for the participants to remember clearly and not too 

recently that they had not had time to adjust and make sense of the diagnosis following a 

period of shock. The one to two years criterion fell well within the range of six months up to 

two years  used in other similar studies (Boström, Broberg, & Hwang, 2010; Baird, 

McConachie, & Scrutton , 2000; Huang, Kellett, & St John, 2010).   

3.3.2  Data collection/ Research questions 

The data was collected through semi-structured interviews. As required by IPA 

epistemology, I formulated broad and open questions, since the aim was to look into the 

phenomenon in detail and not to test a pre-set hypothesis (Smith & Osborn, 2004).  

This study asks the following research question:  

How do the parents perceive their relationship with the professionals/news givers in 

light of the news giving that their child has ASD?  

The sub questions are:  

How did the parents manage their relationship during and shortly after learning about 

their child’s disability?   

How do the parents make sense of their child’s disability and how does the meaning 

that they have constructed help form their relationship with their child?   
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How do the parents manage their relationship in the context of the Maltese close-knit 

family?  

I designed an interview guide (included in Appendix 3) to use during the semi-

structured interviews with the participants. Following discussion with my tutor and a peer 

review some changes were made to the questions included in the guide to make them clearer. 

The questions were then piloted with the first family interviewed and only minor changes 

were made so decided to use the results gained from the pilot in the study as no major 

changes were made to the question guide following the pilot.   

The first few questions were aimed at gathering background information on the 

participants. I then moved on to asking them about their experience of the news giving by the 

professionals, what they made of the news and how they viewed their  relationship with the 

professional/s who gave them the news. The questions then proceeded to focus on the 

dynamics between the parents as a couple, between them and any other children, and between 

them and members of their extended family and society at the time of receiving the news.  

The aim of these latter questions was to find out about the perceived experience of the couple 

within the complex dynamics of the situation, in line with systemic theory. Circular questions 

were used as an aid to get a circular view of the experience within the family (Scheel & 

Conoley, 1998). 

 As my aim was to empower participants to share their perceived experience, I chose 

the interviewing method as it is a flexible method that gave me the opportunity to gather a 

sufficient amount of qualitative information to answer my research question. Although the 

interview schedule was devised beforehand, I was still able to delve into interesting areas 

raised by the participants themselves during the interviews (Lyons and Coyle, 2008). I 

listened actively to the participants during the interviews and did not stick rigidly to the 
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sequence of the pre-prepared questions but probed for further detail and clarified issues as 

they arose without being directive. This helped ensure the reliability of the data since I was 

able to clear up any misunderstandings and inconsistencies in the participants’ replies, help 

the participants recall information (Smith, 2009) and elicit relevant and comprehensive data 

(Bailey, 2008).  It also allowed me to create a comfortable atmosphere and build a close 

rapport with the participants, thus reducing the possibility of receiving socially approved data 

(Patton, 1990). Simultaneously, I tried to ensure that my use of probes did not contribute to 

leading questions that may have been more representative of my ideas than those of the 

participants. I sought to minimise the power relationship that exists between the researcher 

and the researched. One way of doing this was by asking the participants to collaborate on 

devising the interview questions (Maxwell, 2005).  

3.3.3. Data analysis  

After transcribing the interviews verbatim and reading through each transcript 

repeatedly, I proceeded with the data analysis by eliciting themes from each interview using 

the participants’ own wording as much as possible. I took note of my thoughts, my experience 

of the conversation and points of potential significance, trying to separate them from the 

participants’, and made every effort to identify and be aware of the preconceived notions I 

might have and reflect on how these influenced the way the data was being analysed (Smith & 

Osborn, 2004). I thought about how I position myself as a female, daughter, aunt of a child 

with ASD, non-mother, member of the CYPS team and my relationship with disability 

personally and in previous jobs and I made an effort to critically think about how my presence 

and probes may have influenced the interview and the subsequent data analysis.  

 A peer review was conducted to ensure that the themes elicited represented the voices 

of the participants as much as possible. I used triangulation of data to increase the data 
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analysis’ validity and reliability. The themes were then clustered to form sub-themes. Sub-

themes were linked to form groups of super ordinate themes. This created a more 

comprehensive table with sub-themes listed under their corresponding super ordinate theme 

and quotes complementing each sub-theme.  The elicited themes were then used to present 

the results (Smith & Osborn, 2004). 

3.4. Ethical considerations 

I took all the ethical measures necessary to ensure that the participants were not 

harmed, especially since the topic being studied had the potential to give rise to profound 

emotions. 

3.4.1. Informed consent 

 To start off the interview I made sure to explain my background and my research aim 

and reminded the participants what participating in the research would entail to make sure 

that I had their informed consent. I chose to focus my research on adult participants to ensure 

consent and be on the safe side as more ethical dilemmas may arise when interviewing 

children about such a sensitive topic. The appointment and location for each interview was 

set with the participants themselves at a place and time convenient for them. The participants 

had the option to choose to carry out the interview in either Maltese or English as they 

preferred and the interviews that were carried out in Maltese were subsequently transcribed 

and translated in a way that as much as possible remained true to the original text.  

3.4.2. Confidentiality 

I assured the participants of confidentiality and reminded them of their right to 

withdraw from the study at any point without prejudice, even after the interview had been 

completed if they so wished. After being informed of their rights verbatim, the participants 
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were asked to sign a consent form (Appendix 4). The interviews were audio-recorded to 

enable word for word transcription and all transcripts and audiotapes were kept in a secure 

location and will be destroyed on completion of the study. Only myself and my supervisor, 

Ms Helen Attard Micallef, handled the transcripts and audiotapes.  Although the context of 

each participant is provided to help readers interpret their perspective holistically, anonymity, 

confidentiality and protection of the participants’ data were ensured through the use of 

pseudonyms and removal of any identifiable data. The participants were made aware that 

direct quotes will be used in the study, but that these will not be linked to their identity. The 

participants will also be provided with a copy of the draft of the final thesis for their review.  

3.4.3. Potential distress 

During each interview, I was on the lookout for any signs of distress on behalf of the 

participants, I empathised with them and constantly checked if they wished to stop the 

interview. I offered to refer them to therapeutic support if they requested it, but none took up 

the offer. At the end of each interview I debriefed the participants keeping in mind that they 

had to go back to their families. 

3.5. Self-reflexivity procedures  

In the context of my personal experience with my nephew’s diagnosis of ASD, I 

strove to make sure to obtain the participants’ perceived experience and not impose my own 

experience on the participants. I tried to do this by allowing the participants to take the lead in 

the interview.  

I was mindful of the blurred boundaries between being a researcher, family therapy 

student and a team member of CYPS.  As the only professional in the room I could have 

positioned myself to take a totally different approach as if to prove that not all professionals 
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are the same. Had the parents recounted a negative experience when being told of the 

diagnosis, I might have felt the need to be extra cautious in order to be perceived as 

understanding, flexible and helpful. However, I was as careful not to identify with those 

professionals who I perceive to be doing their job according to the guidelines, as to dissociate 

myself from those who, in my view, are not. Thus, I can say that I was aware of how my 

work experience might infiltrate through to the study findings. In fact, after carrying out the 

pilot interview at CYPS, I opted to carry out the interviews with my participants in an 

alternative place and I noticed that this helped to de-role me from professional/therapist to 

researcher. Having said this, my position enriched me with knowledge and fuelled my 

curiosity to find out more about the phenomenon being researched, ask deeper questions and 

interact with parents on a deeper level. The change of location also accounted for any 

differences which may have emerged in my interview style with the first couple in my clinic 

and that with the others which occurred elsewhere. 

 Additionally, although I explicitly explained the intent of the interview, i.e. that it 

was research and not with a therapeutic session, I had to constantly remind myself to stay in 

the role of the researcher and not switch to that of the therapist. Many times I was very 

tempted to intervene therapeutically to facilitate change and I had to constantly make a 

conscious decision to stay in the role of a researcher where the questions asked are 

predominantly for the purpose of obtaining information (Scerri, Abela & Vetere, 2012). 

Although my role was clear to me and I tried to make sure it is also clear to the participants, I 

still had to keep an eye on the interactional process between the participants and I (Shaw, 

2010). For some of the participants, it may have been the first experience of having a 

professional actively listening to them about their perceived experience and relationship with 

other professionals and, thus, the interview may still have proven to be therapeutic.   
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3.6. Conclusion  

This chapter presented the methodology for the study, including the research design 

and rationale, the data collection and analysis methods used and the ethical and self-

reflexivity procedures that were followed. The main findings elicited from the interviews will 

be presented and discussed in the subsequent chapters. 
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Chapter 4: Results 

4.1. Introduction 

This section presents the results based on the main themes elicited from the data 

analysis. The seven super ordinate themes together with the sub themes are presented in 

Table 4.3.  This chapter will present the themes with verbatim extracts from the 

interviews.  As explained in the methodology, all names have been changed to protect 

anonymity. I tried to give a voice to parents who go through the experience of being told that 

their child has ASD by presenting the perceived experience and the meaning they give to it as 

much as possible in their own words (Smith, Flowers and Larkin, 2009).  I have consciously 

presented themes that are not related to the relationship between the couple and the 

professional giving the news because they were given importance by the participants. At 

times I quoted parts of a conversation between a couple or one of the participants and the 

interviewer to depict the way meaning and conversations were co-constructed. For the sake of 

non-Maltese speakers and to improve readability, I have translated all the quotes into English.  
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4.2. Introducing the families  

 Family 1 Family 2 Family 3 Family 4 

Participants Lara: 35 years 

Kurt: 39 years 

Eve: 42 years 

John: 46 years 

 

Amy: 34 

George: 33 

 

Mary: 31 

Martin: 35 

 

Status Married  Married  Married 

 

Married 

 

Children 

 

Peter: 14 years 

old 

Kelvin: 5 years 

old (diagnosed 

with ASD) 

 

Lewis: 16 years 

(Diagnosed with 

high functioning 

ASD) 

Jessica: 14 years 

 

Trisianne: 8 

Eric: 3 years 6 

months 

(diagnosed with 

moderate 

autism and 

suffers from 

SVT) 

Brenda: 3 

Clayton: 6 

(Diagnosed with 

ASD and ADHD) 

 

Occupation 

 

Wife: Front desk 

government 

service 

Husband: 

company owner 

Husband: Pastry 

Chef 

Wife: 

Operations 

Manager 

Wife: 

Housewife 

Husband: 

Electrician 

Wife: Housewife 

Husband: Printing 

Press 

Formal 

Diagnosis 

Received formal 

diagnosis 1 year 

6 months ago 

Received formal 

diagnosis 2 

years ago 

Received 

formal 

diagnosis 1 year 

ago 

Received formal 

diagnosis 2 years 

ago 
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4.3. Super ordinate themes and emerging sub-themes  

  

 

Superordinate Themes Sub-Themes 

1. News giving as a relational process 

 

Initial phases of the experience – suspecting 

ASD 

Receiving a formal diagnosis 

Navigating through acceptance  

Obtaining meaning through the diagnosis 

2.   The relational response of the couple 

to the diagnosis  

 

The contextual changes to the couple’s life 

and lifestyle 

The couple’s relationship with re-occurring 

and new challenges   

3. Continuous hope as a relationship 

between the child’s progress in terms 

of behaviour and feedback/response 

provided by professionals 

 

The dynamic between the child’s  perceived 

developmental progress and hope 

Renegotiating the meaning of milestones 

and achievements as special moments 

Professional hopeful discourse instigates 

hope for the future 

4.  The couples’ relationship to fears and 

uncertainties  

Parents’ concern about the future 

Educating the people within the system may 

alleviate parents’ concern about bullying  
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5. Relational experience between 

parents and professionals. 

Therapeutic relationships may be 

determined by the fit with professional/s  

Parents’ overall perceived positive 

professional support  

The belief that foreign professionals have 

better skills and wider experience may act 

as facilitator or barrier to the formation of a 

trusting parent-professional relationship 

Early – specialised intervention settings 

support the child’s academic needs  

Perceptions of professionals on parents and 

its impact on the formed confidence of 

parenting identity 

6.    Interpersonal relationships 

Relationship between the couple 

Relationship between the child and their 

peers 

Relationship between siblings 

Relationship between the parents and their 

other children 

Relationship with child with ASD 

Relationship with grandparents 

Relationship with society 

Dilemma about sharing the diagnosis 
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4.4. News giving as a relational process 

Whether or not the parents were aware of the child’s difficulties, news giving is not 

embedded and is not, in itself, limited to a one-time encounter with the news giver/s, but is a 

lifelong learning process.  However, the participants all claimed that they only had one 

encounter with the news giving team and there was no follow up to help and support the couple 

during the meaning making process following their receipt of the news.  

4.4.1. Initial phases of the experience – suspecting ASD 

The participants spoke about the initial phases of the experience when they first 

started to realise that their child was not developing normatively. Some of the participants 

tried to self-reassure and convince their spouse that the child was reacting in a particular way 

that did not seem normative because they were still young.  

Lara: You start realising that there is truly something, but obviously you start saying 

that maybe he is still young, he is still young 

When the parents first noticed that their child did not answer when called they started 

to suspect that the child might have hearing difficulties or a speech delay. They hoped that, 

eventually, the child would speak and the problem would resolve itself. When this was ruled 

out, following feedback from professionals and the setting up of appointments with the 

Relationship with other parents with 

children with ASD 

7.    Advice given to other parents who 

suspect their child may have ASD 
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CDAU and when, eventually, the child’s ability to express themselves started to become 

more evident, they had to face the possibility that something was wrong.  

Mary: … so when he turned three, on his birthday, we did the grommets and it 

resulted that he does not need, then you start to realise that there is something else … 

since the child’s hearing is good, something else is wrong 

Lara: I was the one who really wanted him to speak … my greatest wish for him to do. 

They told me that we have to wait until he turns seven so since he was only three at 

the time ... I used to hope since there was still a long way to go till he turns seven. 

Now that he turned five and a half I realised that the problem is not really because he 

cannot speak 

Kurt: nowadays he does speak 

Lara: he is able to say the words but he is not able to communicate his needs to me ... 

it is not because he is not able to say the words … so I started to realise that there is 

truly a problem since he is able to say the words but he is not communicating. 

Some of the participants took the referral to be assessed for ASD lightly as they did 

not think anything was wrong. 

Lara:  they referred us to CDAU and I thought … let me take him, but I didn’t really 

think anything was wrong 

Eve: I almost thought that we are doing the test just for the sake of doing it, not that 

anything of relevance will result from it 

Other participants immediately realised that their child has difficulties.  

George: we almost knew, we could realise through his symptoms 
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The parents stated that professionals at first indicated that there was a possibility that 

the child might have traces of autism and told them to wait as they could not give a definite 

diagnosis when the child was so young. When parents were told that the child might have 

ASD they started to do some research and compare their children to others with and without 

ASD attempting to sort out the confusion. 

Mary: When they told us that he might have ASD we immediately started to research 

and compare the symptoms   

George: we went on YouTube since the older daughter didn’t use to react in this way 

… when we saw his reactions we realised it wasn’t normal 

4.4.2. Receiving a formal diagnosis 

 

When the time came for the parents to be given a formal diagnosis, some of them 

were already expecting that the professionals will confirm that their child has ASD. 

Kurt: it was a shock, but the situation sort of developed little by little 

Lara: you process it bit by bit  

Kurt: slowly, slowly we started to expect that we were going to be told he has autism 

Lara: yes, because at first they suspect traces, then you start to research as the first 

instant is to research, then you start to compare the symptoms.  

Other participants still experienced the news as a shock.  

Amy: I was a bit alarmed, it took me a while to accept it 

John: Eve phoned me and she was in panic. 
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While some of the participants did not express particular concern about the way they 

were told the news or appreciated the direct manner in which they were told that their child 

has autism, one couple was very dissatisfied by the way it was given the news as it felt that it 

was not dealt with professionally. 

Eve: Lewis (son) and I were present for the meeting … they told us bluntly without 

introduction. At the time, it wasn’t something Lewis appreciated as he felt labelled … 

nowadays he says “this is what defines me and if I am autistic that’s fine it doesn’t 

matter, I am autistic but this is me don’t try to change me.” 

The same couple goes on to claim that although the label shocked them, it did not 

change the way they perceived their son. 

John: Yes, when I heard autism I was shocked, the title shocked me but at the same 

time I know Lewis, I know his abilities and after all although he was given a label we 

know that the child will remain as he was before … we know him … he is what he is. 

All of the parents who received the news together as a couple stated that this was 

helpful. One couple had a different experience.  Only the mum and the adolescent son were 

present when they were given the news. They felt that the professionals had underestimated 

the importance of who should be present when the news is given since the news was given to 

them in the presence of the child while only one of the parents was present. 

Eve One fine day we had our appointment with the psychiatrist … he didn’t turn up 

for the session, instead we met two assistants as far as I understood they were still 

under training and they literally told me that our son was autistic and he is there I 

mean Lewis, I mean it was me and Lewis not John! 
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Most of the participants claimed that the news that their child had ASD was given to 

them by a multidisciplinary team whose members sat on a board.  The professionals then 

explained the report, the need for an LSE to accompany the child at school and the severity of 

the child’s ASD. 

Mary: They do a report and they explain it to you … they tell you the severity of the 

autism 

Amy: They gave me papers and told me he needed a one-to-one LSA since he is still 

in his nappy and unable to eat on his own. 

The participants claimed that most of the people on the board were last seen on the 

day they gave them the diagnosis; that no parenting courses were offered at the time of the 

diagnosis and that OT was the only support given by CDAU following the diagnosis. 

Eve: we never met those students again  

Amy: we never met the psychologist after the board, they told us that we will be also 

discharged from the paediatrician 

Despite being specifically told that their child had ASD, some of the participants 

stated that the diagnosis was not clear in their mind and it only got clearer through research 

and autism classes.  

Lara: it was not clear for me when they told us the first time … they told us that they 

scored the assessment, asked us questions, told us the severity of autism and referred 

the child for further help due to behavioural difficulties … still I started to understand 

autism only when we attended the classes. 

The participants claimed that they were clear on the fact that the condition was lifelong.  
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Amy: he will never recover from autism because autism is not a disorder you can 

recover from  

4.4.3. Navigating through acceptance  

 

Negotiating acceptance is a different process when one receives professional input conjointly 

as a couple rather than as a parent alone. When only one spouse attended appointments it was 

more difficult for the other spouse to accept the diagnosis.  

Mary: I used to take him to speech therapy since he was a toddler before starting 

school and the speech therapist used to hint that he might have traces of autism and 

so I was more prepared … it was more difficult for him to accept 

The level of acceptance was also related to the degree of functioning ability of the 

child, which may be perceived as closer or more distant to normative behaviour. Noticing 

improvements easily confused the diagnosis, which further hindered acceptance. This was 

especially true for the couple who have a child with high functioning autism.  

Eve: I only knew basic things … a boy with autism would have social issues, would 

like to be on his own and lacks eye contact … If you observe Lewis closely you would 

realise that there are moments where he lacks eye contact but he’s a loving child, 

constantly worries about daddy, loves everyone, cuddles with grandpa, want to hug … 

being a non-professional I thought that Lewis was not autistic … Lewis is a high 

achiever … Lewis has a high IQ 

Mary: even simply food … all children go through a phase of fussy eating … so you 

start thinking it is not because he is autistic … my boy always wants pasta, he only 

has four kinds of food which he always wants to eat …You hear other parents of 
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normal children that even their child always eats the same food … so it is not because 

he is autistic 

 Mixed professional messages tend to prolong the acceptance process and perpetuate a 

sense of loss in the couple.   

Martin: they drive you crazy  

Mary: Ehe 

Martin: Sometimes they say he has autism then you start visiting different 

professionals and they claim that nothing is wrong or that he doesn’t seem to have 

autism 

Mary: thus you start to get uncertain and confused 

 

Eve: the psychologist who used to monitor him at school did not see many traces of 

autism but decided to carry the assessment to go along with the psychiatrist wishes 

Navigating acceptance is thus a relational process with the professionals following the 

child, the perception of normative/non-normative behaviour of the child and the clear or 

mixed professional messages. The participants said that at times they had to accept the ASD 

diagnosis to be able to help their child even though they remained uncertain of it.  

Mary: the uncertainty remains, although you accept autism to give him the needed 

help you still keep on wondering and being sceptical when observing children who 

are worse off and not autistic 

One of the participants recalled how she started questioning the permanency of the 

difficulties when professionals encouraged her to ask for a one-to-one LSA. 
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Lara: they [the professionals] came home to do an assessment … I didn’t really want 

a one-to-one LSA ... I used to tell her to wait but then she gave me the advice to 

accept since many families want an LSA for their child when they don’t really need 

one … I hesitantly accepted when she promised that I would be able to get her 

removed if I wanted to … Today, I thank God I accepted since later on he had many 

difficulties with the other children.  

 Navigating acceptance was also influenced by noticing further difficulties when the 

child started school and they could compare their child to other children. They could see that 

progress was slow and they started to make sense of what professionals had told them.  

Mary: At school they started to notice difficulties in his sitting tolerance, very short 

attention span, no eye contact and other problems of the sort  

Lara: the more he grows the more you realise that what they told us is true, it takes 

long to accept it … I used to attend for parents meeting and get upset when seeing 

what the other children created 

One of the participants spoke of her struggle when she learned of her child’s diagnosis 

that added to his heart problems. She feels that she has not yet fully recovered from the shock 

of the first diagnosis and is currently struggling with nerve pain and fibromyalgia while also 

receiving psychiatric help.  

Amy: I took the shock that he has heart problems and then as soon as I started to 

accept it, I got to know he has autism … I was upset since I thought … having one 

condition isn’t enough, he has to have another one!  

Some of the participants tried to attribute a cause to the emergence of the ASD or try 

to find symptoms in their family which are similar to those they could see in their child.  
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Amy: when he was one … we never noticed any difficulties in behaviour … he was 

just attempting to call his sister even though she has a long name, he had good eye 

contact … then after giving him the MMR vaccine, everything changed. Some 

attribute autism to the vaccine and other don’t …  I don’t know … at times I also 

blame it on the medicine he had to take due to his heart, maybe the side effect since 

all medications have side effects … maybe it helped him in one way and damaged him 

in other ways 

John: I remember that when I was young I disliked certain textures … I used to try 

and put them to my teeth and if I dislike the texture I don’t wear the garment … I used 

to tell my mum to remove it, I don’t know whether it is related 

4.4.4. Obtaining meaning through the diagnosis  

 

Diagnosis tends to ground the couple and help them to make sense and put their 

child’s behaviour in context. Alongside being upset or shocked with the diagnosis, they felt a 

sense of relief knowing that they could assign a different meaning to the child’s behaviour 

and that it is not the child’s character or because the child is simply being mean.  

Lara: I start to think, alright he has autism … I know why he is reacting in this way … 

not because he is not hearing … not because he is being naughty 

Kurt: he does not respond to calling him because of autism and not of a hearing 

impairment 

Lara: he used to go and hit children, and then you start to make sense of it, you start 

to understand that due to autism instead of taking to them he hits them.  
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John: “You start to understand Lewis better. I understand him more and realise that 

he is not trying to act up, or doing it on purpose, he is doing it due to the condition 

thus the diagnosis might help you to understand him better”. 

This suggests that parents remain in need of lifelong support, guidance and 

understanding; suggesting that the news giving process may need to be shaped differently as 

a lifelong process rather than being limited to a one time professional-couple encounter. 

4.5. The relational response of the couple to the diagnosis  

The couple’s relationship tends to suffer the needed connecting space for a longer period of 

time, while contextual limitations present themselves repeatedly both in social contexts as 

well as in terms of finding supportive caring contexts.  

4.5.1. The contextual changes to the couple’s life and lifestyle  

The participants spoke about the various lifestyle changes they had to undergo since 

their child started to show symptoms of ASD. One of the greatest challenges they face is not 

being able to relax when they get home.  

Kurt: when you get home, you cannot even speak to your wife, you have to endure the 

same routine of shouting and banging … it gets so hard 

Mary: he started to speak at the age of four … he didn’t even utter a single word 

before … he expressed his needs through banging with the fridge … he gets so frustrated that 

he would want to literally want to destroy the fridge … he tried so hard to communicate and 

cried … he got so frustrated when he couldn’t express what he needed … he couldn’t even 

say mummy 
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The participants commented that they choose the places they go to carefully to try and 

minimise the difficulties faced on outings with their child and that, at times, they are 

uncertain about how to act in public situations. The couples said that this has had a huge 

impact on their social life.  

Amy: I was interested in taking him to the movies but then decided not to as I didn’t 

know how he might react in the dark. 

Kurt: it leaves a huge impact on you … going home to a tranquil place is impossible, 

going to the swings and speaking to your wife while they play … is not possible. It is 

not possible to take him to a play area and have some coffee whilst he plays or go for 

a walk, social life has become impossible. 

The couples also said that finding childcare for the other sibling was easy, so they 

could go out, but when it comes to the child with ASD they do not feel as comfortable 

leaving him behind as the child does not cooperate. 

Lara : a problem, we had a big problem to find someone who can take care of him 

especially as much as possible we try to sort it out between us since we know he is a 

weight on grandparents   

One of the participants mentioned that she had to brush up her English to be able to 

communicate with her own son since he comprehends English better.  

Amy: When I speak to him in Maltese I realise that he barely understands me, so I try 

to speak to him in English, maybe to help him.  

Participants mentioned the sensory difficulties that their child has to endure and how 

they try to overcome them. At times they are successful while at other times such difficulties 
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escalate leading to challenging behaviour which can be difficult to stop. Although they try to 

handle the situation calmly, at times they lose their temper.  

Eve: I let the moment pass and then explain to him that what he was doing was 

related to autism and that he needs to control it, then he realises … at times he starts 

jerking his hands 

Amy: when I used to try to feed him, he used to run around and I used to spend forty 

five minutes trying to give him food … now I am stricter and give him short movement 

breaks. I do not give in easily when he tries to run around immediately, and 

encourage him to sit down after two minute movement breaks. At times he ignores me, 

and when I shout at him a bit he obeys immediately … at times I wonder whether this 

is the only way to make him obey! I do try to remain calm but at times I lose my 

temper!   

Due to work commitments, it is hard to attend the many appointments the children 

have every week and, thus, couples often opt for only one parent to attend. In the case of 

these participants, this is almost always the mums. The parenting classes which they were 

eventually offered were declined for the same reason. They also commented that the 

government services coincide with school hours.  

Amy: Next week I need to attend a conference at Inspire, I have another meeting at 

Inspire with the OT, I only have Tuesday off from appointments next week … He 

doesn’t come with me for OT and so on, I always go on my own with the child ... I 

can’t make him miss work every time ... even for speech therapy  

4.5.2. The couple’s relationship with re-occurring and new challenges   
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Parents expressed their ongoing difficulties with re-occurring or new challenges. 

Mary: At school they started to observe more difficulties since the LSA started to 

realise that a shared LSA in the same class was not enough since as he grows older 

his needs will increase, so now we are waiting so that they re-assess him so that he 

gets re-diagnosed with needing a one-to-one LSA … When one thing settles another 

thing crops up. 

One of the couples realised that as when the child was young, he had started 

panicking at exams again. They took him to a private psychiatrist since they were aware that 

it was not possible to have frequent appointments within the government service.  

Eve: we realised that he was panicking a lot for exams … this was in November and 

he was panicking that he was not going to manage to study for his O levels … we 

discussed and tried to find a way forward.  

4.6. Continuous hope as a relationship between the child’s progress in terms of 

behaviour and feedback/response provided by professionals 

The complex dynamic between the perceived improvement and acquirement of new 

milestones and the encouragement and hopeful conversations with professionals help parents 

to persevere and fills them with much needed bouts of hope when new challenges discourage 

them.   

4.6.1. The dynamic between the child’s perceived developmental progress and hope 

 

The participants said that hope rekindles when the child improves or reaches a new 

milestone. When they see slow but continuous progress they rekindle the hope that by next 

year the child will have improved. 
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Kurt: till this very day, I still hope that maybe next year he will be better …  in certain 

things he was much worse … he is much better now … you always hope that next year 

he will be better 

Amy: he used to rock on the sofa, this reduced a lot, he improved a lot 

At times professionals and other people notice the progress before the parents since 

they see the child less frequently.  

Kurt: you would be around your child daily and so you wouldn’t really realise he is 

making progress … at times we meet someone and they tell us that the child calmed 

down and then you start to realise that before he could barely sit down and you 

realise that he got better 

Amy: When Joanne used to come once a week, she used to observe progress and she 

gave me lot of courage, she never discouraged me, she always told me that he is 

getting better … I used to get really happy   

4.6.2. Renegotiating the meaning of milestones and achievements as special 

moments 

 

The participants said that what is normally considered to be a small achievement in 

other families, is considered an extraordinary achievement in theirs.  

Kurt: he recently started talking … for us it is a huge thing, the fact that you ask him 

what his name is and he answers … you ask him about his surname and he tells you 

… Where do you live? … He tells you where he lives… for us what is expected and 

common for a five year old is a huge achievement  

Eve: I was worried on the day, since although I knew he was intelligent, I knew he 

can underperform due to panic … remember that I went to wake him up slowly and 
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calmly so that he wakes up peacefully and not panicked, he opened his eyes and I told 

him … “dear it is time to wake up” … he sat on the bed and told me … “mummy 

today I will shine”. When he told me mummy today I will shine, although I knew that 

he will shine, he is really good in maths, when I heard him so convinced I realised 

that something is really happening in him, our work is reaching somewhere, what we 

were doing was not in vain 

4.6.3. Professional hopeful discourse instigates hope for the future 

 

Professionals’ hopeful discourse encouraged parents to remain striving for future 

improvements. 

Lara: they told us that there is hope for the future … there will be improvements and 

he will adapt better, they told us that although autism will remain forever, with 

therapy and support the child will get better 

Mary: they don’t dishearten you … when we used to go to speech therapy they used to 

tell us that till he turns six it might only be a speech delay, so we kept hoping that till 

he turns six he will speak …You cannot give up, if I give up, the child will not 

improve, I need to be strong for the child, and although he is still young he will pick 

on my determination and make more effort. They always encouraged us, they told us 

that there is a possibility that he does not manage to speak but that if so, there are 

still other options, although it is very hard to accept, at least you would know that 

there is always a plan B”   

Parents’ hope also rekindles when meeting other children who have made a great deal 

of improvement. 

George: I met a child and barely recognized that he has ASD 
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Amy: He is ten now 

 4.7. The couples’ relationship to fears and uncertainties  

The uncertainties and anxieties surrounding the unknown nature and the future implications 

of the disorder, which presents differently in different individuals, and the uncertainty 

regarding the severity of the condition leaves parents concerned about the child’s present and 

future difficulties and about their ability to alleviate them.  

4.7.1. Parents’ concerns about the future  

 

The participants said that at times they cannot help but ruminate about the future. 

Lara: When it is time to sleep I start to wonder whether he would be able to make 

friends … I worry about his future. I wish that in the future he manages to become 

independent … not rely on us all the time  

Kurt: this is what we fear the most 

 

Eve: you would want your children to live a normal life and not suffer … we’re 

always worried and discuss that he will suffer since although he is intelligent he will 

still suffer   

John: he will suffer because he wants everything by the book and he is so fair and 

knows no badness, sometimes if you know no badness you suffer …  

Some of the participants commented that they try to live day by day and not look very 

far ahead since future improvements are unknown. 

Amy: I am trying to move one step at a time, I don’t want to look very far ahead, day 

by day and then we will see what happens 
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Kurt: when he is sleeping, I kind of pity him but he does a lot of things, I take him to 

work with me and he gets involved and helps me and at times he manages to wash the 

cars, then when he decides to stop he just stops, but he is only a child, it is useless 

worrying about when he is ten or eight, you have to take it one time period at a time 

4.7.2. Educating the people within the system may alleviate parents’ concern about 

bullying  

 

The participants expressed worries about possible bullying at school now and in the 

future. They were concerned about their reaction if their child had to be bullied and that they 

would not be able to contain their anger. 

Amy: I did not have him to suffer … no one deserves to suffer 

One of the couples expressed their wish that children be taught from a young age, 

both at school and at home, about ASD and acceptance. They believe that explaining a child 

with ASD’s reactions, repetitive behaviour and lack of speech might reduce bullying as it is 

natural that children wonder about such behaviours.  They referred to bullying as a lack of 

awareness and questioned whether secondary school teens really know what autism is. 

Amy: I don’t know whether they told his peers, I think it is best if they gather children 

and speak about autism and ADHD … although they are still young they need to know 

… maybe in the future they can do a lesson about it. 

George: In this way children can become more conscious about why children with 

autism are reacting in this way, as you do start to wonder when you see his strange 

reactions!  
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4.8. Relational experience between parents and professionals. 

Having a child with ASD resulted in the formation of some brief relationships which 

much resembled a seller-buyer service based relationship between professionals and parents, 

while some relationships with professionals who were working with the child where 

maintained longer. The parent-professional relationship, as lived and remembered by the 

parents, comprised a mixture of different experiences that were mostly positive with very few 

negative interactions.  The tone of the experience depended mostly on the fit between the 

child and the professionals and the parents and the professionals, the skills and disposition of 

different professionals and parents, the needs and beliefs of different families and the timing 

of service access.  

4.8.1. Therapeutic relationships may be determined by the fit with professional/s  

 

The participants spoke about how a different fit with different professionals 

influenced the readiness of the child to work.  Personal attributes and the professional’s 

positive disposition determined the change in the therapeutic process and the response of the 

child and the parents. 

Eve: she was a young woman … anyways she was a very nice person but Lewis didn’t 

really love her ... he used to love Dr John ... I think he used to think she is too 

bubbly... and he is serious so he wants seriousness.  

When professionals were not ready to work collaboratively with the parents, the 

relationship between the child and the professional and the parent and the professional was 

hindered. One of the couples recounted how a particular speech therapist was not ready to 

give the child movement breaks despite being asked to do so by the parents who had gotten 

this advice from other professionals.  
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Amy: With the speech it is the problem ... since the first day he didn’t want to work 

with her ... I don’t know why but when I told her that from CDAU they got my 

attention that with the boy we need to work in this, this and that way … to give him a 

two minute break since he needs it ... she told me “no, this is how I want to work” ... I 

told her if I’m telling you what they told me why do you want to still do what you head 

tells you!  

4.8.2. Parents’ overall perceived positive professional support  

 

The participants stated that, most of the time, they found support from CDAU and 

CYPS and other government professionals,  including speech therapists and occupational 

therapists, when it came to their child. They said that the quality of the service varied 

according to the personal qualities of the professionals, the severity of the case, the parents’ 

ability to help the child and the waiting lists. One of the couples also mentioned that the 

professionals offered support over the phone to the parents if needed after the child was 

discharged and that the professionals do make immediate contact when left a message. Easier 

access to professional support even after official contact has terminated provides reassurance 

to the couple. 

Eve: When it comes to Child Guidance, as I told you we have been going for many 

years and we always found lots of support … has it been always the right way … 

depends also on who is taking care of Lewis in the particular period … we realise 

that it is a public service and there are limitations … limitations of time … of waiting 

list … and there are also priorities, not everyone is in the same level … not every 

child has the same kind of parents … when you are there you see many things.  



Parents’ perceived experience of the initial news giving about their child’s Autism Spectrum Disorder focusing 

on the relational experience between parents and professionals. 

60 
 

Lara: They sent for us … they do some kind of assessment … like a questionnaire … 

they went to observe him in school and speak to the teacher and then they do some 

kind of test.  

Kurt: they do things  

Lara: we found help from CDAU together with CYPS  

Kurt: We did find help 

Participants found it particularly helpful when professionals told them which 

symptoms to look out for. Since they were parenting a child with ASD for the first time, they 

did not really know what to look out for.  Thus, clear instructions facilitate the parents’ 

understanding and response. 

Kurt: it helps since they ask you about whether he does certain symptoms … yes, we 

used to call him and he does not look at us or he remains staring at something … we 

didn’t know about these things … they help as they start telling you and you get to 

know.  

The participants perceive that they learnt how to cope with situations and behaviours 

through therapy and professional guidance.  

John: After all, therapy was helpful over the years  

Eve: It served as a lot of help … even help for us … I remember for example we used 

to take Lewis to therapy … for example when he used to play a piano piece and not be 

able to get it right … he gets angry and continues trying and get angry … through 

therapy we learnt that we need to stop him, speak to him and explain … so these 

things I learnt through listening from therapy  
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Bridging what happens in therapy to other contexts is challenging. Some participants 

struggle to apply the techniques learnt in therapy in the home especially those who have other 

children to care for. 

George: sometimes it proves impossible to do all that is needed 

4.8.3 Parents’ perceived needs from professionals  

 

Clear, detailed descriptions are yearned for by the parents, not only in relation to the 

current stage of the child’s life but also describing future life cycle processes. Since none of 

the couples had any experience with ASD, they needed professionals to explain and prepare 

them for what they might experience in terms of sensory issues and behavioural difficulties at 

different stages of the child’s life. Some also wished to have a better explanation of the 

different severity levels and not just be told that their child falls on the autism spectrum.  

Lara: that they explain more what can happen in the future … like they told me that he 

is in autism … at that time he used to be quiet and I used to think … maybe more 

knowledge that he will be having some sensory issues … that this or that may happen 

… I was not prepared for these things … for example when he went to school and he 

started to do these things of behaviour problems and so on, I was not prepared … I 

didn’t know that he will do these things … I think it is much better that they inform 

what might happen  

A clear description of the services available and direct guidance offers not only 

reassurance but gives the parents the opportunity to make more informed choices.  

Lara: that they prepare you immediately about the services available … not for 

example … how shall I put it … for example I went to the statementing board and they 

asked me if I wanted the child to go to INSPIRE and I told her no since there might 
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only be traces, he might not actually need it … they don’t tell you … listen yes, it is 

good if he attends … so, I wasn’t really yes sure what it was 

The role and an officially recognised qualification of the news giver was considered to be 

very important in the perception of the couple who was dissatisfied with the news giving 

encounter. The parents would have wished to hear the news from the psychiatrist or at least a 

person they had already met not two students who they would never meet again.  

 Eve: The first thing is that the fact that two students give you an envelope and tell you 

that this was the result because that’s how things were … your child falls under the 

umbrella of autism … I don’t know … as a parent I would have appreciated that first 

and foremost the psychiatrist meets me to tell me something of the sort … and that he 

tells us that listen there are different levels … as then when you continue reading you 

get to know that there are different levels 

Another couple commented on their lack of knowledge about the area of 

specialisation of the professionals working with their child. This led to uncertainty about 

whether the professionals had the ability/credentials to work with her child and this led them 

to question whether their child’s lack of cooperation with the speech therapist might be 

related to this. Given their growing scepticism about the service this particular professional 

was providing, they felt that there is the need for supervision on professionals to check that 

they are doing their work vigilantly.  

George: one knows how to get along with him but with the other he doesn’t stay … 

why maybe even if she does not have the grade to be with children with autism do they allow 

her to work with autistic children?  
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The need for more specialised professionals in the field was emphasised. One of the 

couples insisted that more than teaching parents, professionals need to consult with Ministers 

to provide more services for children. 

George: I believe that it is better if he spends more days at INSPIRE … it needs to 

come from the professionals’ side to consult with ministers because really and truly we don’t 

have much to learn … they tell you what you can do and with internet nowadays you get to 

know everything … I think that more help needs to be available… if not free we pay for it no 

problem.  

Long waiting times due to unavailability of the services leads to unnecessary worry 

for the parents. The waiting time was difficult for the parents because they had to now 

knowing how to help their child. One of the couples said how researching and hearing 

different opinions during the waiting time was very confusing and frustrating since they did 

not know the kind of treatment that their child would be given, for example, whether they 

would be given medication. At the same time, the couple was consoled by the waiting time 

since it indicated to them that their child’s case was not urgent and that there were others who 

needed the service more as their case might be more severe. 

Amy: The one from speech has not seen him in a month …  

Martin: The length of time that they take to send for you …  

Mary: the fact that appointments get postponed  

Martin: postponed, postponed, postponed, he ended up seeing him in March 

Mary: even if then they tell you listen he has autism … then we start working to help 

him … but until you know, you do not know what you have to do to help this child, you 

don’t know why he is doing those reactions … why is he doing this or that … is it 
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because he has ADHD or it is his character … that type you wouldn’t know where you 

are at  

4.8.4. The belief that foreign professionals have better skills and wider experience 

may act as facilitator or barrier to the formation of a trusting parent-professional 

relationship 

 

The perceived discrepancy between the skills and experience of local and foreign 

professionals may not provide the necessary reassurance to the parents. One of the 

participants expressed great trust in foreign professionals and local professionals who studied 

abroad. He believes that his friends’ child improved because they were being treated by an 

American professional who he deems more knowledgeable and experienced but unaffordable. 

George:  it is because they went to study abroad and got certificates and every year 

they go again to continue studying and renew their course ... how many others are 

there ... I don’t think there are others like them  

4.8.5. Early – specialised intervention settings support the child’s academic needs  

 

Parents describe different helpful and less helpful experiences in schools and private 

services. Two of the couples interviewed emphasised the point that, although they are upset 

that their child is not doing the same things as other children, they would prefer their child to 

attend the Applied Behaviour Analysis [ABA]2 school more regularly than the primary 

school. In spite of their mixed emotions, they think that it is better to receive help now and 

advise that when ASD is confirmed, the child is better sent directly to an ABA school as they 

believe that if theirs had gone there earlier he would have made bigger strides by now. One of 

                                                           
2 Applied Behavior Analysis (ABA) is a therapy based on the knowledge of learning and behavior. The aim is to 
augment behaviours that are helpful and reduce behaviours that are detrimental or impinge on learning. 
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the participants said that in a regular school other children labelled him ‘the hitting boy’ 

which was hurtful for the parents even though their son remained oblivious. 

Lara: For example he had a problem at school since he used to hit ... at first I thought 

... I wished that he attends to that school as it was a pilot project where 12 each year are 

chosen and they have a year ... and I went to speak ... I went to tell him myself ... since the 

headmaster used to call us very often from school “he is hitting, he is doing this and that” ... 

but as parents what can we do more? No one likes it that he hits children ... then they told us 

that in the break he is also not going to be left with the other children ... we wanted him to be 

around other children ... then they took it in turns to stay with him ... then they told us to 

attend this special school ... I like the idea of being only with twelve kids ... only twelve kids 

are chosen  

These participants said that they felt the need for more personnel specialised in 

working with children with autism and for more resources to be available. They claimed that 

they are more able to teach and discipline children in specialised services. One of the fathers 

claimed that he is ready to pay for a specialised service if there was the option to attend more 

frequently as he is not convinced that his child is learning very much at school.  

Kurt: When you have a child with autism ... yes its true he has an LSA ... but it is not 

enough, you cannot work with just having an LSA ... you do find these people, they 

are people of great patience but children with autism ... it depends what kind of 

autism they have ... they wouldn’t really be prepared for it 

George: Even when we went … they looked like they were well educated because even 

the school is adapted for them not like in a class with an LSA ... she cannot, she has 
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limitation ...there, it is a place where it is literally adapted for them since they built a 

whole floor for them  

Amy: Even the way they speak to the children... Do you know who they speak to 

them? Have you ever been to Inspire? 

Int: Yes, I used to work there. 

Amy: Ehe so you know how they speak to them, you barely hear them, they go down 

to their level, isn’t it true? They have specialised training  

Parents emphasised the fact that there is a big demand for this service and the need for 

more centres like INSPIRE so that children can attend specialised sessions more regularly. 

One of the couples would prefer their child to attend the ABA school only as the couple is 

afraid that their child will not cope with mainstream schooling and would be excluded once 

again. 

Lara: I wish that my child remains in the same school as I am much afraid that what 

he learnt will be lost if he goes back and for example that he was not being with other 

children at school … I don’t want that … I don’t want the same thing to happen, I prefer if he 

is around other children similar to him maybe a bit more or less  

Parents questioned the adequacy of other therapy places and commented that those 

which are adequate are likely to be too expensive.  

George: there are as well … I am not saying there aren’t but those who are good I 

imagine you have to go privately and they are expensive … I understand them as well 



Parents’ perceived experience of the initial news giving about their child’s Autism Spectrum Disorder focusing 

on the relational experience between parents and professionals. 

67 
 

On the other hand the two other couples claimed that, although it is challenging at 

times, through the help of school personnel, their child is coping well in mainstream 

schooling.  

Eve: at the church school … I mean … they worked a lot, they gave him a lot of 

attention … for example one fine day during an exam they literally took him out of 

class because he was crying a lot and he went to continue the exam next to the head 

mistress on the desk but he sails through, he sails through the exam,  he is scared of 

the final outcome basically erm … eventually from the school said we managed to 

overcome this but the teachers always gave him more attention and every now and 

then they tell him … “you are doing well, you are ok, you are on time, you will 

manage”  

Mary: they always helped him even at school … even from nurture classes, he is 

attending nurture classes … LSA’s always helped him … no even teachers and head 

and so on … he always found help  

4.8.6 Perceptions of professionals on parents and its impact on the formed 

confidence of parenting identity 

 

The participants spoke about the perceptions of the professionals about them. One of 

the couples felt that professionals believed in them as parents and in their ability to make the 

right choices. This positive perception empowered them to continue persevering in the right 

direction.  

Eve: I don’t know … every time I spoke to Dr. Nadia and before her Dr. John since 

with Dr. Alex we only had a contact for a short period … I always felt that they 

believed in us as parents that we are doing the right thing. I don’t remember any 
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situations that they gave us a different direction or told us what to do differently for 

Lewis benefit.  

In contrast, another couple felt that the professionals thought that they were not able 

to take care of the child as they questioned their parenting and home routines until they were 

satisfied that all was well. The couple made sense of this by considering the possibility that 

other parents do not have the same skills as them or rely on LSAs. 

Martin: it’s like they think you are not able … I think … since for example, how shall I 

put it … they ask you do you do that at home? What do you have at home or do you spend 

long hours at work, do you stay at home? … They ask you these things and then when you 

start to answer alright … I think it is because some people do not bother or rest on the LSA 

whereas we are always, she is always pushing him  

4.9. Interpersonal relationships  

In the circular nature of relationships, the participants had to juggle between attending 

to the child’s needs and maintaining relational connections. They also had to maintain a 

family identity with the emerging challenges specifically related to the situation and the 

normative hurdles of family life. The need to become child centred impacted the participants’ 

connection as a couple, within their family, with their extended family and friends. The 

struggles and ensuing exhaustion of attending social gatherings at times makes them feel 

disconnected. The support they manage to obtain and new coping skills helps them to re-

connect.  

4.9.1. Relationship between the couple 

 

Couples reflected on the constant need to live this experience together so that the 

process of mutual understanding is built together in context of the ongoing complex needs of 
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the child, where the couple is completely devoid of the couple space.  Having a child with 

such complex difficulties and needs focused their energy on establishing what is best for the 

child. As they have to do this concurrently with managing work, the home, childcare and 

fixing damage in the home, they were drifting apart without realising.  

Amy: It disrupts you … you wouldn’t be able to concentrate on the relationship as 

you would focus more on the needs of the child … that’s how I feel 

 

Lara: last year we were not doing well, I don’t know how we ended up that way … you 

try to manage everything … you try to manage work  

Kurt: the house 

Lara: we had a huge problem to find someone who could take care of him as we tried 

to take care of him ourselves as it is difficult for grandparents to take care of him.  

Kurt: going home, not able to speak to each other, always following the same routine 

of banging and shouting, it gets very difficult  

Lara: that is how we grew apart 

Kurt: lots of anger, breakages and damages at home  

Lara: at times he regretted coming home 

Kurt: I used to dread going back home 

 

Once they started to argue about petty things and react to things in unexpected ways 

as the child’s challenges started to take over, the couples realised that they had to start 

communicating with each other and reflect about what they needed each from the other. This 
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realisation brought them to a make or break moment. One of the participants said that he had 

to learn how to cope by separating work and home problems and realised that he could not 

continue to lash out at home. Other couples said that they started to have arguments about 

having a messy house since it was not possible to keep the house in order. One of the 

participants decided to quit work to better manage her family when the second child was 

born. 

Kurt: then when I was on my own at work I started to reflect and question my 

behaviour … I spend a lot of time on my own at work … I started to think about why 

am I reacting in this way now whereas before I did not use to react in this way? … 

Why am I doing this now? … It gets very hard when you cannot go home, eat and 

speak to your wife.  

Lara: then we spoke in depth and realised that we were drifting apart, we were never 

going out and we decided that we will try to go out together as a couple once a month 

 

Mary: When we had the young one I quit working and I could focus 100% on the 

house … this helped a lot as my mind was more relaxed … before I had to wake up 

very early to go to work, not sleep enough, be tired and stressed but now I give my 

100% at home with my family and it helped a lot since I am less stressed 

 

The couples said that, although they have come to see the need to go out on their own, 

finding child care is sometimes difficult.  

Lara: we managed to go out three times … we are getting along better … at times we 

plan that we are going out but something crops up and the person who was going to take 

care of him suddenly cannot  
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Preparation for possible life changes and relationship struggles and couple therapy are 

yearned for by the couples on this journey. The couples were offered and found help for the 

child, but no one ever spoke to them or suggested/offered family or couple therapy. This is 

concurrent with the fact that they saw most of the people on the board last when they gave 

them the news. The couples also emphasised the importance of providing help to 

grandparents and letting them know that their children might go through a rough time and 

that they might need support in this stressful time.  

Kurt: that they inform you … they tell you listen your life will change a bit (laughing) 

and you will be prepared that maybe the things between you and your wife might not 

be as they were before.  

Lara: That’s true 

Kurt: because then you realise and say that professional was right … we are arguing  

Int: that they prepare you 

Kurt: that even if they don’t prepare you, at least there would be meetings only for 

parent … for the husband and wife  

Lara: True 

Kurt: listen how is your relationship ever since you had a child with autism? Are you 

often arguing?  How are you together? Are you understanding me? Things like this   

The couples spoke about the importance of professionals encouraging the parents to 

attend appointments together. Although this is not easy due to work commitments, it helps to 

have both spouses present so that they can both be made aware that there is a problem. One 
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of the couples mentioned how the GYGNET3 group helped the husband to be more 

understanding. The fact that both were attending appointments connected them when 

speaking about the child as the husband no longer dismissed what she said. The couple said 

that the wife was happy that he accepted to be interviewed for the study as she perceived it as 

a sign that he is getting involved instead of asking her to try and go on her own. 

Lara: You can’t, can you? We had just this and I told him come on … that’s how 

things help. For me it’s about things that involve not just an appointment for my son 

and like this, like they involve both of us 

Kurt: It’s always better, isn’t it? 

Lara: it’s always better, that’s what I felt was good that he was involving himself 

more, understanding me 

The spouses emphasised the need to support each other since at times stress gets in 

the way of understanding each other. 

Amy: the support … when a person understands what I’m going through, what I’m 

feeling, even though I’m laughing, laughing but inside I’m in pain 

Kurt: I used to go home, used for example things running around on the floor, I used 

to tell her, “Wow how many things!” then she tells me this, “Can I clean?” Then the 

argument starts, the fighting starts. Then, sometimes on Saturday or when I wouldn’t 

be working, I stay with him myself … I say she’s right in this.  

Mary: you understand each other more, you understand each other more because for 

him since I’m home so house chores have to be done all by me … sometimes the day 

                                                           
3 GYGNET groups are groups focused on helping parents understand their child with ASD   
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would be all right, but at other times it’d be a period where my/our son is difficult 

especially … it didn’t help, it doesn’t help the situation … it’s like you have to 

understand more each other but there comes a period where the family suffers, a 

period comes where the family suffers and you feel that bit by bit you are distancing 

with … with … like we don’t understand each other.  

4.9.2. Relationship between the child and their peers  

 

Educating and supporting the child’s peers within the education context would 

facilitate relationship building. The participants all expressed their concern about the impact 

of the disorder on their child’s interaction with peers. 

Lara: the children in class, heq, if these see someone like this, obviously they’re not 

going to stay with him. That’s why it’s not so good. That’s a challenge. I’d like him to 

be with other children but obviously if they see someone about to run … they’ll scold 

and like this obviously.  

Eve: Lewis wasn’t being that happy with friends but he wasn’t happy with friends … 

don’t know how to explain it to you … not when you say autism, a boy that doesn’t 

integrate, he used to just feel that even if you speak to him, he used to be more 

mature, for example he tells you that that they don’t like the things that I like … we 

take him to football, he doesn’t like football … give him a book … he reads a book in 

a day.  

Mary: he’s that type that to play instead of going to talk to them or similarly … he 

pushes them in his excitement because even the LSA used to tell me that he’d be so 

happy to play that he pushes them  
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Having said this, one of the couples said that as their child grew older he managed to 

make friends who shared similar interests with him and, although at times he is unwilling to 

go out and gets rather pressured by friends, his friends do seek his company. He 

communicates well with them and they come over to his house and he goes out with them 

occasionally. 

4.9.3. Relationship between siblings  

 

The siblings’ seemingly automatically positive response to the needs of the child with 

ASD was witnessed by all the couples. All of the participants smiled while they emphasised 

the beautiful relationship their children have with each other. The siblings got used to their 

behaviour and are no longer surprised.  

Amy: No, his sister goes down to his level a lot 

George: his sister knows what he needs 

Amy: she understands 

George: she understands things and she’s not going to say, “What is he doing?” 

Everything has become normal for her that he does these things 

Amy: in fact, even for example if he’d want the mobile, she knows that he’s not going 

to understand her … she gives it to him.  

 

The parents said that the siblings had had to mature earlier than their peers. At times 

they adopt the role of caretaker of their sibling and get overprotective since a child with ASD 

has no sense of danger. The siblings learn to understand their sibling’s difficulties and ask 

mum to watch out.  
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Lara: the autism no … we told him that it’s like his brother loves him … thus 

overprotective … he was a bit dangerous, it’s like … how shall I tell you … the young 

one doesn’t have a sense of danger so his brother is immediately overprotective with 

him … then when you understand that he’s autistic and the like … indeed his brother 

himself tells me to take care of him in case he does this or this … no he knows and 

immediately on the contrary he became overprotective  

One of the couples explained how responsible and compassionate the other child 

learnt to become and she even stands up for her school friends who are on the spectrum.  

Amy: We have two in her class … I don’t know what’s their condition but she caught 

someone mocking him … she didn’t let it go … that is I told her not to stay butting in 

just in case, God forbid, they hit you, do you understand? But she’s so … so she’ll get 

hurt more because she knows that she has a brother …  

One of the couples interviewed decided not to share the news with the boys’ sister so 

that they continue to relate normally.   

Eve: Jessica knows that Lewis is different but I never let that word get into her head 

so she won’t label him 

4.9.4 Relationship between the parents and their other children 

 

A sense of debt towards the other children was reflected by the couples due to the 

perceived imbalance in their parenting input. The participants said that they felt guilt towards 

the other children because they are not able to give them the attention they need since the 

child with ASD needs a great deal of attention. The participants said that, sometimes, they 

may unconsciously expect a bit more from the other children. They also feel guilty about 

being too short tempered with them because they are already agitated.  
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Lara: it has affected the elder one, the elder son because we took him for granted … 

not for granted like he’s now independent, etc. … poor boy, he too has his own needs, 

so it’s like 

Amy: and my daughter wants the attention too … that is she’s in year 4, that is she 

has exams, that is you have to give her more attention, don’t I … when I can  

Kurt: because you know what happens? You’d be a bit angry; you see the other son in 

his room playing and you tell him, “Come and help us a bit!” The stress would be 

there …  

One of the couples took a more comparative apprehensive stance with the other 

daughter.  They were more concerned and attentive when their daughter was born hoping that 

she does not have the same difficulties as her brother with ASD. They felt the need to 

compare milestones and behaviours to watch out for any signs of difficulty or signs of hope. 

Mary: Yes, in fact, if he used to do something, even when she was a baby, Clayton 

didn’t used to do that, or Clayton was older when he started doing it … it’s like you’ll 

be more observant of certain things  

4.9.5. Relationship with the child with ASD  

 

Most of the participants claimed that their child needs a great deal of attention to 

manage challenging behaviour or attend to sensory needs, which at times put strain on the 

relationship with their child. One of the participants claimed that her mood is dependent on 

her child’s behaviour.  

Amy: my mood depends on how the child is … if he works I am happy … if the 

doesn’t work I will be upset … I have this relationship with him.  
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The participants do not want pity for their child as he is loved. 

Amy: He can thank God that he found loving parents as some end up abandoning 

them.   

The participants all claimed that they have a strong loving relationship despite the difficulties 

encountered.  

Int: What helped you to accept it?  

Amy: The love that you have for the child. 

Kurt: you would love him more … just like you have a normal child  

One of the couples considers having the child with autism as a blessing and expressed 

the privilege and beauty of having such a son. 

Eve: I feel really lucky to have him, because then he ...if I’m at work till very late ... 

like I was a few months ago in hotels, the other one remains asleep ... relax... she 

doesn’t care mummy is at work so what? ... Lewis waits for me even when I come late 

... I come late, he comes down to hug me ... mummy how are you? You must be so 

tired ... come sit next to me so that we eat ... he doesn’t leave me alone; it’s a 

privilege that I have a son like him.   

4.9.6. Relationship with grandparents 

 

Couples yearn for adequate support from the grandparents who might not be 

sufficiently educated and informed about the disability and, thus, not in tune with the family’s 

needs. Some of the participants said that the grandparents have not yet accepted the 

diagnosis. Some of the participants feel that family members are sometimes not helpful as 

they downplay the difficulties encountered. 
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Mary: Grandparents never accept it, never ... that is they are till this very day ... the 

type that say, “His father was like that, don’t you remember when he was young, 

that’s what he used to do, if not worse.”  Grandparents never accept it.  

Lara: and if I had to tell you.... grandparents like, you go speak to them “Listen they 

told me this, they told me that” ... because you do speak with your parents ... and she 

tells me “ don’t take any notice ... probably he doesn’t have anything”.  

Kurt: even because he bangs … he is still young …  

Lara: but now they seem to be realising  

One of the couples did not feel the need to discuss the diagnosis with their parents. 

Grandparents know that they take him to therapy but probably think it is because of his 

behaviour. 

Eve: like, I didn’t feel the need to for example discuss it with my parents ... listen  

Lewis went through sessions but Lewis is just their grandchild without any 

differences, he is the person that if he visits his grandparents he would go and tightly 

hug grandma, the first thing he does with grandpa is give him a tight hug, he is that 

type, just like any other child, very outgoing and very caring ... so we thought ... what 

difference will it make to label him? It will make no difference, Lewis will remain 

Lewis.  

While some of the parents feel that they cannot ask grandparents to baby sit as they 

worry that the child will not cooperate, other participants claimed that the child only accepts 

to be sat by grandma. Some grandparents accompany the mum to appointments so that the 

husband does not miss work.  

Int: You would have to miss work every time to join her in appointments  
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Amy: No, no, my mum joins me instead  

4.9.7.  Relationship with society 

 

Contextual lack of awareness and an inadequate response tends to push the family to 

isolated social choices. The participants emphasised the fact that society’s lack of awareness 

and tolerance is one of the worst pains that they have to endure. At times, participants get so 

upset by people’s reaction and stares that they decide to leave the restaurant, stay at home in 

the first place or go out, for example to the swings, late so that there would not be other 

people around. 

Martin: People bother you 

Mary: yes, the people 

Martin: they look at you... we used to go to a restaurant and he wouldn’t want to 

behave,  at times we just stood up and left ... everyone looks at you  

Mary: It really bothered me ... even when going to the swings ... he is much less now 

ever since his sister was born, he changed a lot ... but even if you take him to the 

swings ... it’s like you opened his cage ... he runs around aimlessly, not knowing 

where he is going ... and in that moment, the child never went out of the house? ... the 

way they look at him ... I don’t know maybe I was very sensitive ... when I see them 

looking at him ... What are they saying? ... maybe she is saying this or she is saying 

that ... it used to hurt  ... hurts a lot ... I pay a lot of attention, it bothers me ... it is my 

character ... so I use to feel it more.  

At times the spouses’ response to society is different and they end up getting upset with each 

other for wanting to leave.  
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Kurt: For example, even when you are at a restaurant ... everyone looks at you or they 

say “how long is he going to bang for” do you understand me? It effect you ... these 

things effect you ... then I end up telling her to leave ... she tells me “how do you do 

things? Are we just going to leave?!” and I tell her I’m just getting fed up.  

One of the couples commented that Maltese society is less understanding than other 

societies. They also commented that Maltese parents do not encourage their children to be 

tolerant of such children’s behaviours when at the swings. The couple added that their 

difficulties when carrying out basic errands are worsened by the fact that people do not allow 

them to skip lines, even when they see that the child is getting irritable. One of the couples 

claimed that it is not them who need the most help from professionals but society in general. 

George: Maltese people continue to stare 

Amy: Foreigners don’t 

George: the Maltese pay more attention, its like foreigners know what he has, the 

Maltese continue to stare. 

The participants commented that some people are emphatic and do realise that the 

child has ASD without the need to tell them while others keep looking or commenting.  Since 

it is as invisible disorder, people expect the child to behave like a typically developing child.  

Kurt: When you go somewhere ... to the swings or so ... some people kind of realise 

and when you remark that he has autism ... some of them tell you that they realised  

The need to educate society is emphasised by the couple since lack of awareness 

affects them directly. The participants emphasised the need for professionals to help society 

understand, since it is hard for those who are not going through the experience to understand. 

One of the participants recalled that, in the past, when she observed children misbehaving, 
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she used to think they were just naughty. Now that she is going through the experience she 

withholds judgement. The couples emphasised the need to teach society through 

programmes, information talks on ASD and schemes like supermarket autism hour as, 

although there is more awareness, it is still not sufficient. 

4.9.8. Dilemma about sharing the diagnosis  

 

The participants said that, at times, they face the dilemma of whether to share the 

news with others and, if so, with whom to open up. Although it is difficult to tell others, at 

times, when the child reacts differently or finds difficulty communicating, they feel the need 

to share the news so that they shelter him from being perceived as strange.  

Amy: and you don’t speak with everyone because you think … not everyone loves 

you, some people are happy no? This is life, some people are happy with others 

misfortunes and so I am careful with whom I speak to, for example my neighbour   

speaks to him and I tell her that he is distracted that’s why he is not talking to her … I 

still can’t say it … because I don’t know who loves me or hates me and so I only tell 

those I thrust … those I don’t I tell them that he is distracted or he doesn’t feel like 

talking  

On the other hand, one of the couples prefers not to reveal that their child has a 

condition, even if people might perceive him as strange, as they do not want to give him a 

label. 

Eve: We thought ... what difference will it make to label him? ... it will make no 

difference ... Lewis will remain Lewis  

John: You aren’t going to keep blabbering about what he has, maybe our friends 

might think it is his type of character that he wants everything to be done exact ... they 
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get used to him on their own ... maybe yes, we know that it is because he has a 

condition ... others might say it is his type of character and wouldn’t know exactly 

where he is coming from.  

Eve: Some might say he is strange for example as in reality at times this trait comes 

out ... he has an opinion and you wouldn’t be able to change it for him ... for example 

... but once again it doesn’t stick out as much that you realise he has autism  

4.9.9. Relationship with other parents with children with ASD  

 

The Autism Parents Association was perceived as supportive by most of the 

participants as it gave them a sense of belonging. Facebook pages such as ‘I am Diego’ 

helped the parents keep up-to-date on what is happening. 

Lara: Through the APA ... the autism parents association ... it’s like you don’t feel on 

your own 

On the other hand, one of the couples, although aware of available groups, did not feel 

the need to join any. 

Eve: I was aware that many groups are around ... since I am one of those that if 

someone lets me know of something I try to look into it ... but once again I didn’t feel the 

need to join  

 4.10. Advice given to other parents who suspect their child may have ASD  

The participants encourage other parents to accept the condition and, although it is 

very difficult, to try and move on with life. The parents emphasised the need to intervene 

quickly even if the condition is hard to accept; to take the children to get tested and be open 

minded about treatment and therapy to be able to find new ways of dealing with them and 
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helping them and not let them suffer. They encourage parents to recognise their child’s needs 

and act upon them.  

Amy: to make courage, whatever they have, they are their children … you have to 

accept it … it is hard but that is the condition, you have to accept it  

John: to take them for testing … for tests … it is better than letting them suffer … to 

understand the situation not let him suffer … in the end of the day you have to face 

him every day on your own and you have to learn how to deal with him and see what 

is best for him.   

Eve: I think that the most important thing is that you always seek help, for example, 

when it comes to Lewis if we hadn’t listened to what they told us from a very young 

age I thinks that the situation wouldn’t have been as under control at this point … do 

you know how? Even for example, I never hid that we are taking Lewis to a 

psychologist, I was never bothered to say that Lewis takes antidepressants, some look 

at it as stigma, I was always very open minded in that aspect … so what? He needs 

this type of help … I don’t know how to explain but I think that as parents that is 

important … that you get to know what you need   

The participants advised other parents not to give up in the face of slow progress as 

they might get to see improvements and the achievement of new skills when the child is 

ready. The parents need to slowly find a balance between pushing the child and allowing 

them to achieve milestones in their own pace. 

Mary: It is all beneficial even when he goes for lessons and he is not paying attention 

and you think you are taking him for nothing … he went through a period where we 

thought he is going for nothing  
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Martin: we spent a period during speech  

Mary: it wasn’t for nothing 

Martin: I used to tell her shall we stop him he is going in vain every time  

Mary: It wasn’t for nothing because then he gave everything back at once, it was all 

in his mind  
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Chapter 5: Discussion 

  

In the following section I will discuss the findings which emerged from the 

participants’ experiences in light of the available literature, my self-reflexive process and the 

chosen conceptual frameworks.  In general, parents focused less on the relationship between 

the news giving agent/s and themselves and more on the ongoing process of living with the 

disability, suggesting that the news giving relationship may not limit itself to a one time 

encounter but to a more subtle transitional support process that leads to other professionals 

who will follow up on the child and ideally extend itself to familial therapeutic support.  The 

parents indicated a need to talk about their experience of disability as a journey rather than 

the one-time encounter of the news giving relationship, yet they did suggest how the process 

could be made more beneficial. 

5.1. News giving as a relational process  

One of the recurring themes that underlie the results is that news giving is a process 

and not a one-time occurrence. When I came up with the idea of the research, I understood 

that parents receive the news in a similar way that parents receive a diagnosis of a health 

condition of their children. This challenged my own beliefs and own social construction 

about the news giving process. I became more aware that, since ASD is not diagnosed at birth 

and the symptoms in youngsters can easily be confused with those of other disorders, the 

available guidelines as regards to giving news might not be capturing the complex process.   

Through this study I explored how participants experience the process and their 

thoughts and understanding of their own reactions in relation to their context (Creswell, 

2012). Participants shared their experience ranging from the moment they started to suspect 

that their child might not be typically developing and relating not just from when they 

eventually received the formal diagnosis. The initial moments of finding meaning for the 
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child’s challenging behaviour and lack of social interaction proved to be the most confusing 

and challenging for parents. This tallies with Baxter, Cummins, and Polak’s (1995) finding 

that the period when the child is first diagnosed with ASD is the one that creates the most 

stress for parents. Having said this, the participants indicated that stress actually starts way 

before parents are given the formal diagnosis. Some of the participants tried to self-reassure 

and convince their spouse that the child is reacting in a way that is not age-appropriate or 

normative because they are still young. Other participants thought that the child might have 

hearing difficulties or maybe a speech delay and all of these had to be ruled out through the 

many appointments that they had to attend before actually being given the formal 

diagnosis.  This process was made more complex by the bouts of hope every time the child 

mastered a new skill and the hope that the child would finally speak and or that the 

professionals where simply wrong.  

5.2. Navigating through acceptance  

 As the lack of ability of the child to express themselves started to become more 

evident, comparisons with other children were made and the parents embarked on research in 

an attempt to sort out the confusion. The parents had to constantly juggle between accepting 

and questioning the diagnosis. Acceptance was not considered as being a linear process and, 

as written in Turnbull, Turnbull, Erwin, and Soodak (2006), if I had to parallel the 

participants’ experience with the grief cycle I would find that some parents go through 

prolonged, persistent, relived grief or get stuck in grief. The participants commented on the 

fact that at times they had to manage the polarities of accepting the presence of autism to be 

able to help the child whilst retaining uncertainty with the diagnosis.  

As indicated by O’Brien (2007), the parents need to adapt and adjust their 

expectations and dreams about how their life will unfold in a different way now that they 
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have a child with ASD while maintaining hope that the child will make progress every year. 

In McGrath & Grant’s (1993) study, which focuses on having a child with a learning 

disability, it was observed that parents’ anxiety seems to increase when they compare and 

notice an evident difference between their family life and that of other families, and how their 

current situation does not match their expectations of what a ‘normal’ family life should be.   

5.3.The couple’s contextual changes in life and lifestyle  

Linking to this, the participants spoke about the various lifestyle changes they had to 

undergo since their child started to show symptoms of ASD. Thus, it is important for 

professionals to be aware, not only of the direct implication of ASD on the child but, as some 

of the participants said, that what might be run-of-the-mill activities for other parents, such as 

going to have a coffee, going shopping or going to a restaurant, may be stressful for them. 

This tallies with the findings of the TATS (2009) report that having a child with ASD leaves 

its toll on the possibility of going on vacation, on the relationship with the immediate and 

extended family, on finding child care and on the financial situation of the family. Thus, grief 

entails the loss of a dream of a previously socially constructed idea of a normative family life, 

which now needs to unfold in response to the needs of the child and the social context. 

Therefore, how grief is managed through the couple relationship and the relationship with the 

professionals is of utmost importance since it is not a one-time loss, but a perceived on-going 

lived loss. 

5.4. Relationship between the couple 

Added to the emotional turmoil, uncertainties and disappointments, was the practical 

limitation of not having a serene environment in which to unwind. This was deemed to 

impact the couple relationship and the relationship with the children. Couples said that having 

a child with such complex difficulties required them to focus on what is best for the child, 
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making it difficult to focus on their relationship. As stated in Kurdek (2005), relationship 

satisfaction has to be viewed in the context of the couple’s experience as parents, at home and 

at work. The participants described how they were drifting apart without realising as they 

tried to juggle work, home, child care and home maintenance. This comes as no surprise in 

view of the available literature. Quantitative studies, such as Risdal and Singer (2004) and 

Hartley et al. (2010), indicate that divorce rates are significantly higher in couples with 

children with ASD and qualitative studies, such as  Higgins et al. (2005) and Brobst, Clopton, 

and Hendrick (2009), report that parents of children with ASD experience less social support, 

need to deal with their child’s challenging behaviour, experience less marital satisfaction and 

struggle to adapt as a family, when compared to parents who do not have a child with ASD.  

As the problem started to take over, the participants said that they started to react 

unexpectedly to petty things, which did not use to bother them before. It was a challenge to 

keep the house in order and this was an added hurdle that the couples had to face; so much so 

that one of the participants decided to quit work to manage her family when the second child 

was born. Although such stress can be seen as a result of having a child with ASD, studies 

such as Kluwer and Johnson’s (2007) who devised the Integrative Model, suggest that the 

difficulties that occur following the birth of a child reflect underlying difficulties in the 

couple relationship which existed before the child was born. Although the study does not 

specifically focus on a child with the complex challenges ASD offers, which adds another 

element to the complexity of being a parent (Da Paz et al., 2018), it might offer another 

perspective to understanding the lack of coping mechanisms in these families in the face of 

such adversity. It might explain why some families, that are described as being 

psychologically resilient, fare better (Lloyd and Hastings 2009) and able to work through 

their initial shock (Sheeran et al., 1997). Some of the participants said that they did manage to 
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find ways of coping through increased communication, listening to their spouse and 

separating work and home problems. 

Another understanding of the situation can be arrived at using a feminist paradigm. 

Although studies such as Abela & Grech Lanfranco (2016) indicate that locally the trend is 

towards shifting male female gender identity roles where the parents both work and share 

child rearing and home making roles, the female participants indicated that most of the house 

work and child care remains their main responsibility. This division of roles could also be 

observed in the conversations created in the interviews where female participants were more 

verbal than their husbands when it came to discussing the children’s development, disorder, 

appointments and work-home conflict. The husbands were more participatory when it came 

to the provision of services, the local lack of awareness and adequate response from society 

and did not express a similar struggle when it came to managing child care, housework and 

work. The traditional roles of the nuclear family arrangement where the wife is mainly 

responsible for housework and child rearing and the husband is the main bread winner seems 

to still be ingrained in the values of these families despite claims to the opposite. This is 

similar to the findings of Borg Xeureb’s (2008) study which deals with the transition to 

parenthood, though it does not specifically focus on having a child with ASD, where even 

when females decide to return to work, over the long term they take on the greater 

responsibility for housework.  This may have been instigated even further due to multiple 

needs of the child, which may have required one of the parents to choose to stay home to 

better manage the daily challenges of raising a child with disability.   Thus, the disability may 

have led couples to revert to more socially constructed traditional identity roles as a way of 

coping with the added struggles.  When arguments about the state of the house were initiated, 

it was usually the males criticising females for the state of the house despite both being in full 

time employment. As found in Azzopardi (2007), men tend to perceive being the 
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breadwinner as their main role in the family. This might have led the female participant to 

quit work altogether as balancing the contradictory messages to work and to cater for the 

needs of the children and the house might have been deemed unattainable (Rizzo, 2009). 

Similarly husbands might also have to deal with the contradiction of being perceived as doing 

a good job as a male and father while trying to challenge traditional gender roles. A study by 

Cowan & Cowan (1992) found that society might look strangely towards the active 

involvement of husbands in housework and child rearing. Although the participants in this 

study welcomed the husband’s support in child rearing, studies such as Cowan & Cowan 

(1992) found that mothers might perceived the skill and active parenting ability of fathers as 

a threat to their role as a mum. This also occurs in the context where the public narrative 

seems to hold on to the idea that women naturally know how to mother (Miller, 2000); this 

idea is a challenge to live up to in any family let alone in a family dealing with ASD, a 

condition which most parents are facing for the first time. At present couples might be 

“caught in transition between different cultural value systems” (Abela, 2014, p.150) and it 

would be interesting for future studies to explore deeper how this evolves 

similarly/differently in families of children with ASD. This disparity also indicated that 

sharing these roles may have helped the couple to foster mutual understanding of the 

experience since there would have been more reciprocal equity in the formation and 

understanding of the disability journey rather than having one parent, in this cases of the 

participants of this study,  the female, feeling more burdened than the other.  

5.5 Relationship between parents and their children 

The participants also spoke about their relationship with the other siblings. Despite 

the fact that some of the siblings were too young to understand the implication of the news 

that their sibling has ASD and some of the participants actually decided not to share it, the 
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couples spoke about how their children understood the needs and responded positively to 

their brother with ASD. At times they adopted the role of caretaker of their sibling. At times 

the parents tended to reinforced this due to the overwhelming nature of the experience. Their 

children seem to have needed to mature earlier and become more responsible and 

compassionate in comparison to their school peers. At times participants said that they 

expected a bit too much from the other child.  As the child with ASD demanded the parents’ 

attention and professionals encouraged parents to do tasks with them at home, the parents had 

to deal with the guilt of not being able to give sufficient attention to the other child.   

Such dilemmas tally with Klein and Schleifer ‘s (1993) findings that highlighted the 

difficulty of giving due attention to siblings who are perceived to have less urgent needs in 

maintaining the hierarchal organisation and boundaries in such families. This suggests that 

parents experience a sense of indebtedness towards their other children, which also adds to 

their social construction of their parental identities. In the literature, the phenomenon where a 

child is given more individual attention by parents in the family than their siblings is termed 

‘differential attention’ (Tudor, Rankin, & Lerner, 2018). The children who receive less 

attention tend to act out as a way to grab parental attention and exhibit “externalizing” and 

“internalizing symptoms” (Shanahan et al., 2008, p.481). This phenomenon seems to be 

common in families with a child with developmental disabilities (Stoneman, 2005) as more 

parental attention is required by the child to help them reach milestones, to ensure that they 

are safe and to deal with challenging behaviour (Barker et al., 2011; Carter et al., 2009).  As 

can be inferred, this is much the same in families with a child with ASD, especially when 

combined with maternal depression (Tudor, Rankin, & Lerner, 2018).  

Despite the challenges, all the participants emphasised the beautiful relationship that 

their children have with one another. Although some research indicates that siblings in 

families where ASD is present are less close and less warm towards one another (Kaminsky 



Parents’ perceived experience of the initial news giving about their child’s Autism Spectrum Disorder focusing 

on the relational experience between parents and professionals. 

92 
 

& Dewey 2001), there is  diverse evidence towards the impact of ASD on the quality of 

sibling relationships (Stoneman, 2001). Factors such as the severity of the ASD and the 

degree of challenging behaviour present seem to influence the relationship created between 

the siblings (Orsmond et al. 2009) which also influence and are influenced by parental stress 

(Feinberg et al., 2012) and level of adjustment. None of the participants described a 

conflictual relationship between the siblings and, as explained earlier, all the participants 

claim that siblings find a way to get through to their sibling with ASD. This tallies with Knott 

et al.’s (2007) finding that, although children with ASD may be difficult to play with and 

engage in less reciprocity and social interaction, they seem to have more enhanced interaction 

skills, eased by the reciprocity in sibling relationships, than in peer relationships.  

5.6 Grandparents’ role and experiences  

The participants also spoke about their experience with their parents, i.e. the 

grandparents of their children. They said that the grandparents’ tended to deny the diagnosis, 

despite the many times the parents explained that professionals had given them the 

confirmation that the child truly has ASD. This was often perceived as a lack of support, 

especially when grandparents downplayed the intensity of the hardships undergone by the 

parents. This is in line with MirfinVeitch et al.’s (1997) finding that some families do not 

receive the desired support from the grandparents. The study encourages the professionals 

giving the news to be aware of the intergenerational relationships within families, since the 

lack of support from grandparents is often rooted in the pre-existing relationship between 

parents and grandparents, rather than the child’s disability. One of the couples decided not to 

share the news with the grandparents, to spare labelling the child, as their child’s difficulties 

were not so evident and could easily be attributed to the child’s character.  
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One of the participants spoke about their struggle to find alternative babysitters since 

it is hard for grandparents to deal with the child’s behaviour, while another couple claimed 

that only the grandparents were able to baby sit the child. This makes sense in the local 

context where Maltese families still turn to the grandparents as the first source of childrearing 

support (Cauchi, 2013). Although extended family support is known to help lessen stress in 

families with children who have ASD (Hastings & Johnson, 2001; Findler, 2000) there is a 

lack of research, both locally and internationally, which looks at the grandparents’ experience 

of having a grandchild with ASD (Margetts, Le Couteur & Croom, 2006), let alone on the 

dynamic formed in relationship to the news-giving process.  

5.7. Parent-professional relationship  

It was evident during the interviews that talking about the relationship with their 

spouse, child and extended family came more naturally to the participants than talking about 

the relational experience between parents and professionals, especially the news giving 

professionals. I perceived that the concept of reflecting on the relationship built with 

professionals who actually gave them the news was rather new to the participants and it 

seemed that no one had ever questioned them about it before. The participants replied in 

terms of what they needed from the service providers or what they had already received from 

them. The bi-directional nature of the relationship was not considered and was not referred to 

as an inter-relational experience. Although this might be particular to the local context, this 

lack of recognition of the importance of the relationship might influence the way parents 

relate to professionals which in turn might encourage professionals to continue adopting an 

aloof position which is often attributed as the stance some of the professionals adopt. 

At first, I thought that the participants were not particularly concerned with the way 

they had been told the news. Although this is a possibility, upon reflection I realised that it 
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might also be that they have not had the opportunity to imagine the experience to be 

otherwise, to the extent that two of the participants claimed that there could be no particular 

way of giving such news since the situation is what it is. Their criticism was mainly 

channelled towards the need to receive more information, something which they could have 

found online as they eventually actually did. Their criticism also focused on the long waiting 

time between appointments, which left them in the position of having a diagnosis and not 

knowing what to do about it and getting more confused the more the more they researched 

and heard different opinions. This led to worry and distorted social constructions, which 

could have easily been avoided had there been more adequate assistance and reassurance. 

Some other needs mentioned included the need for professionals to explain sensory issues 

and behavioural difficulties in schools and how to handle them. The parents would have 

preferred to be given a more comprehensive life-cycle perspective which would have 

clarified their expectations of what was to come, not just stage by stage guidance.  Some 

would have also appreciated a better explanation of the different levels of autism and not just 

be told that their child falls on the autism spectrum. The participants also mentioned the need 

for professionals to inform them about available services as some of the participants felt that 

if they had known at the outset what the best therapy for the child would be they would have 

been in a better position to reach out.  

On the other hand, the participants failed to talk about how they would have liked the 

relationship with the news givers to develop. This might be because they were aware that 

they were unlikely to see the professionals again after they had given them the news and so 

they might have not expected the relationship to develop. The participants claimed that they 

did not receive support as a family from the news giver and that, had they received some 

support, they would have struggled much less to cope with the diagnosis as a couple, as 

parents and with their own parents. Having said this, they did not see this as being the 



Parents’ perceived experience of the initial news giving about their child’s Autism Spectrum Disorder focusing 

on the relational experience between parents and professionals. 

95 
 

responsibility of the people sharing the news; they did not state that it should be expected that 

the news givers follow up the family. This may be a reflection of the local context where 

parents are not aware that they deserve to be given appropriate service guidelines, not only 

within the disability sphere, but also within the sphere of care.  

The KNPD guidelines (2016) also indicate that there is a need for support in the form 

of appointments for follow-up sessions and provision of accessible information in written 

form before the clients leave the clinic as this would help to alleviate worries and inform 

them about available services and support systems that they can access. Although it might be 

argued that the participants were simply satisfied with their experience, another perspective 

might be that they had inadvertently colluded with the already existing system and not 

questioned the way things are done. Through my questions, I felt that the couples were giving 

a new meaning to their experience and their needs as they started to realise that if, for 

example, they had been told that their child will struggle with friends at school or that they 

might struggle to parent a child with ASD, they would have been more prepared, less 

shocked and more able to access the right services in a timely manner. However, none of the 

participants, for example, came up with the idea that they needed to be followed throughout 

the experience and commented that no further support was given to them only when I asked 

specifically about it despite the apparent need for support in these aspects.   

Although this is not a quantitative inquiry and, thus, the results cannot be generalised, 

I was struck by the fact that only one of the couples expressed deep disappointment with how 

the news was shared. Having said this, the expectation that more couples would claim that 

they had been dissatisfied with the way they were given the news might have been influenced 

by my own experience when I witnessed my sister’s disappointment in how the news about 

her son was delivered to her. This could have been because she was well informed and aware 

of the standards of care due to her experience working within government services. The 
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couple who was dissatisfied said that if the professionals had put some thought into who 

should deliver the news they would have realised that it should have been the child’s 

psychiatrist or at least a person already known to the family and not two students the couple 

had never seen before. They also felt that the professionals underestimated the importance of 

who should be present when the diagnosis is communicated, as the news was given in the 

presence of the child with ASD and in the absence of the father. The KNPD (2016) 

guidelines specifically indicate that some thought should be put into who should be present in 

the room when the news is delivered, both in terms of family members and the professionals, 

according to each particular family’s dynamics, preferences, characteristics and culture. The 

same couple decided not to share the diagnosis with anyone, including their other daughter 

since they felt that it labelled their child. This indicates that the couple had quite a negative 

perspective of the diagnosis. Given the inseparable reciprocal relationship between 

relationships and conversations (Anderson, 2012) and that “knowledge is not only shared in 

interaction, it is created in interaction” (Whiting, 2007, p.141) I wondered whether the 

negative experience associated with receiving the news might have conditioned the couple to 

embrace a negative view of the whole phenomenon. Thus, when considering the collaborative 

nature of social constructionism (Anderson, 2012) the meaning the couple might have created 

of the diagnosis might be paralleling the lack of a collaborative relationship between the 

professionals and the parents. Although the process can inevitably create misunderstandings 

(Whiting, 2007) this experience reminds us that the impact of the news will continue to 

influence the prognosis of the diagnosis (Harnett, et al., 2007). 

The rest of the participants, despite being re-focused through questions, chose to focus 

on their experience of having a child with ASD and the relationship with their significant 

others rather than on the relationship with the professionals who gave them the news. 
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Amongst different explanations this might indicate that 1).  their experience with their child 

with ASD and their other family members is at the forefront of their minds; 2). they were not 

particularly concerned with who gave them the news and how; or, 3). they were satisfied with 

the way things were done or maybe unsatisfied but have worked through it. As previously 

mentioned, it might also reflect the local context and the lack of awareness of service users of 

the required standards of care. One of the couples stated that it appreciated the fact that the 

professionals offered support over the phone should they need it after their child was 

discharged and that the professionals immediately got in touch when they left a message. An 

important difference between how the couple who was dissatisfied received the news and 

how the other three couples did was that the latter got the formal diagnosis from people they 

saw occasionally. This may have made a difference in their perceived experience, despite the 

fact that the couples had last met most of the professionals on the day they received the news. 

This may also suggest that a previously formed therapeutic rapport with the news givers may 

ameliorate the news giving process. 

5.8. Professionals working with children 

 Having said this, the participants felt comfortable discussing their experience of 

professionals who worked with their children following the news giving. The participants 

spoke about how the fit between the family and the professional and collaboration with 

different professionals influenced the readiness of the child to work. Having a good fit 

appeared to influence the parent-professional relationship. Despite the fact that building 

collaborative relationships between the parent and professional is known to benefit the 

children (Audit Commission, 2002; Rathbone Trust, 2002; Wellard, 2002 as cited in Pinkus, 

2006) by leading to a stronger motivation to work and better academic outcome (Haynes, 

Comer & Hamilton-Lee, 1989) the participants still recounted instances where this 
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collaboration did not happen. This is also in line with findings relating to a positive 

therapeutic relationships as one of the best predictors of success rates in therapeutic contexts 

(Thomas, 2006). The participants felt that when professionals were not ready to work 

collaboratively with the parents, the relationship between the child and the professional was 

hindered. One of the couples recounted that the speech therapist was not ready to give the 

child movement breaks despite being asked to do so by the parents who got the advice from 

other professionals. The need for a working collaborative fit fits in well with Anderson’s 

(2012) concept of the non-expert role and the idea of client and therapist creating knowledge 

together, known as relational expertise. “They [parents] have unique strengths, knowledge 

and experience to contribute to the shared view of a child’s needs and the best ways of 

supporting them. It is therefore essential that all professionals [schools, LEAs and other 

agencies] actively seek to work with parents and value the contribution they make” (Needs, 

2001, p. 16). Anderson’s (2012) idea of collaboration where the clients and therapist have 

different expertise, the clients about their lives and selves and the professionals on the 

therapeutic process and relationships fit within the goal of working collaboratively on the 

premise that “parents and professionals know children in different yet complementary ways” 

and, thus, through this collaboration the complex needs and strengths of a child can be 

addressed (Pinkus, 2006, p.156). One of the couples commented on the fact that it did not 

know the area of specialisation of the professionals and thus did not know if professionals 

working with their child had the ability to work with children with ASD. This couple 

questioned whether their child’s lack of cooperation with the speech therapist might be 

related to this. Given their growing scepticism about the service that a particular professional 

was providing, the couple added that there is the need for follow ups on professionals to 

check that they are doing their work vigilantly. The parents compared dedicated professionals 

with those who were perceived as only doing the job for the pay.  This lack of information 
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and awareness about appropriate service provision may also give rise to lack of reporting of 

perceived malpractice, which unfortunately allows for the perpetuation of inappropriate 

professional services.  This may also be particular to the Maltese context where professionals 

may still be put on a pedestal and their qualifications and methods unquestioned, let alone 

reported.  

 The parents reported that from those professionals with whom they managed to build 

a good relationship, which was the vast majority, they learnt how to cope with situations and 

behaviours through therapy and professional guidance. With regard to working with their 

child, the participants felt that most of the time they found support from CDAU and CYPS 

and other government professionals, such as speech therapists and occupational therapists. 

These professionals served as a good source of support since they gave hope of future 

improvement. This fits well with the first preamble the parents made in KNPD’s (2016) study 

where they called for the professionals to give them realistic hope, reassurance and direction 

for the future. One of the participants expressed her gratitude towards the early intervention 

teacher who gave her weekly encouragement when she observed the child’s progress every 

time she visited them. The parents also appreciated the times when professionals offered Plan 

B, for example, Augmentative and Alternative Communication (AAC) devices that are 

available in the unlikely event that the child does not manage to speak.   

5.9. The relationship with school professionals 

The parents spoke about their interactions with school personnel and professionals 

who attend to the child’s academic needs. Two of the couples interviewed emphasised their 

preference that their child attends an ABA school instead of, or at least more regularly than, a 

regular primary school. Although they would have wished for their child to attend a regular 

school like other children, experience taught them that their child gained much more through 
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the specialised service and was less prone to be picked upon. One of the participants 

recounted how, since the child did not know how to relate with other children, he sometimes 

hit them. Thus, the school came up with the solution of leaving him on his own during the 

break and not encouraging him to relate with other children.  When the parents opposed this 

idea, the school came up with the compromise of having a different child stay with him in 

turns in class, while the others played outside. The professionals disagreed with this plan. 

This mirrors Callus & Farrugia’s (2013) statement that “Students with social, emotional and 

behavioural difficulties tend to be isolated from their peers and feel excluded from school 

life” and, that, children with ASD are particularly more at risk of “being taken out of the class 

and receiving lessons in an isolated setting within the mainstream school” (p.12). This 

experience continued to reaffirm the parents’ idea that the child is better off in special 

services with children who have similar challenges that can be dealt with professionally.  

Such examples connect to the idea that, although a great deal of attention and 

investment was put on inclusive education for children with disability, it seems that schools 

are not yet truly inclusive for all children with disabilities. This highights the fact, reported by 

Callus and Farrugia (2013) , that, although Malta adopted an inclusive education policy in 

1993, is a signatory to the Salamanca Statement and  has included  the right of children with 

disabilities to attend mainstream schools in the Education Act (Chapter 327) and the Equal 

Opportunities (Persons with Disability) Act (Chapter 413), some children with disability are 

still being excluded. This also reinforces the fact that inclusion is not limited to putting the 

child in mainstream schooling and supporting him individually, but should also include social 

education within the whole system and context so that reciprocity is perpetuated to respond 

inclusively to the child’s needs.  Having said this, there was noteworthy progress made in 

Malta vis a vis acknowledgment that all children have the same rights with different needs. In 



Parents’ perceived experience of the initial news giving about their child’s Autism Spectrum Disorder focusing 

on the relational experience between parents and professionals. 

101 
 

comparison with other countries in the European Union, Malta has one of the highest rates of 

children with disabilities in mainstream education (WHO, 2011). This is usually achieved 

through the provision of an LSE to assist the child with disability once a Statementing 

Moderating Panel [SMP] has seen the child and issued a statement of individual educational 

needs. One of the participants spoke about her anxiety when attending one of these meetings 

with her child. She expressed her disappointment when the decision of the board regarding 

the level of support that the child is to receive at school was taken on the basis of the child’s 

behaviour during the five minute assessment where the child happened to be calm. Having 

said this, parents have the opportunity to appeal if they do not agree with the decision of the 

panel. This is also suggestive that a child’s assessment may need to be an ongoing process 

carried out in the child’s different contexts. 

The Country Report on Malta for the study on Member States' policies for children 

with disabilities mentions other services aimed at supporting children one of which is 

specifically tailored for ASD, namely, the Autism Spectrum Support Team within the 

Directorate for Educational Services. However, none of the participants mentioned this 

service. The participants mentioned the Early Intervention Service and one of the couples 

knew about the possibility of using gadgets in the event that the child does not develop 

speech. The two other couples claimed that, due to the support of teachers and particular 

school personnel, their son was coping well within mainstream schooling. This seems to fit 

with the idea that good experiences often rely on the goodwill of particular teachers, LSEs 

and school personnel (Callus & Farrugia, 2013). 
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5.10. Clinical and practical implications and recommendations 

This study suggests that professionals might need to widen their view about the 

conceptualisation of the notion of news giving.  This would imply that the relationship 

developed between parents and professionals from the very moments that parents are greeted, 

is an imperative tool for engaging parents in working collaboratively with professionals and 

school personnel and with helping parents to receive, process and accept the diagnosis. The 

great emotional turmoil, despite being rather unavoidable due to the nature of the disorder, 

might be mitigated by lessening the confusion about the implications of the diagnosis, about 

the available services and by providing the necessary support when it comes to relationships 

within the family, such as the couple relationship. A preventive approach which weighs risk 

factors, rather than a reparative approach, may do more justice to these families who need to 

adjust and continue with a normative yet different family life. Moreover, it might be wise to 

look into respite and community services for parents who struggle even to do basic errands, 

let alone to have quality time alone as a couple.  

The study indicates that there is a need for more national awareness since local 

society generally exhibits a lack of understanding of the reactions and behaviours of a child 

with ASD as well as standards of care. I found something similar when I researched the 

mothers’ perceived experience of social communication with their young child with ASD as 

part of my degree back in 2014. It seems that, although parents comment that awareness 

campaigns are on the increase, when they are with their child in social situations, they are still 

met with stares, comments and a lack of consideration. As one of the participants suggested, 

professionals might need to look into the idea of educating youngsters from an early age, to 

instil a culture which is knowledgeable, understanding and considerate.  
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5.11. Benefits for future research 

Some recommendations for further research are: 

Research focusing on the reactions of parents who receive the news that their child 

has ASD is very limited, despite knowledge of the importance of the parents’ need to adjust 

to the child’s diagnosis (Da Paz et. al, 2018). This is especially when it comes to research 

focusing on the relationship formed between professionals and parents. Looking into the 

perceived experience of such relationships from the professionals’ and parents’ perspective 

might give a better insight into how parents and professionals should be informed and 

supported, on how meaning is constructed in the interaction between the two and on the need 

for professionals in different sectors, training and specialisations.  

A quantitative study would be able to assess the general public’s awareness of ASD 

and standards of care and target awareness campaigns on the need of society to become more 

informed on these subjects. 

One of my greatest hopes as a researcher is that, one day, I am able to carry out a 

study which gives voice to the children who are experiencing going to appointments, meeting 

with professionals and listening to conversations about them. Much has been said about them, 

but little has been heard from them.  I am aware that this can prove difficult, both due to the 

ethical implications and the difficulties with self-expression the disorder creates for these 

children.   

5.12. Limitations of the study  

One of the limitations of the study is that all of the couples come from a heterosexual 

relationship, are married and in a stable relationship. In these families, at least one of the 

spouses is in full time employment, all live in a decent household with all the necessities and 
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have access to online information. All the children with ASD were boys.  Thus any possible 

gender differences were not able to be picked up by this study. 

Another limitation might have been my presence as a professional during the 

interview. Although this might have helped me to create a comfortable environment which 

might have proven to be therapeutic, I might have also unconsciously conditioned 

participants to be cautious, or maybe more or less critical, when speaking about other 

professionals and services. 

5.13. Conclusion 

The study was an attempt at adopting an approach which allows for a complex 

exploration of the experience of the dynamics between parents and professionals as perceived 

by parents, in retrospect, together with other relationships within their family, extended 

family and society.  By reviewing results elicited through the IPA in light of the available 

literature, I challenged some presuppositions I had regarding the parents’ perceptions and 

needs and became more aware of how participants experience the same phenomenon in 

different ways. The research has shed light upon a different understanding of the process of 

news giving, which was described as a lived process rather than a one-time occurrence. The 

initial news giving, as I termed it in the research question, does not encompass simply the 

formal meeting which occurs with a multidisciplinary team where the team actually confirms 

the diagnosis. Every interaction from the moment any professional hints that the child might 

need to get assessed until the actual diagnosis and thereafter contributes to the meaning 

making of families who are making sense of their child’s disorder.   As can be inferred from 

the results, professionals would be forming a relationship not just with parents who need to 

accept their child’s ASD diagnosis but with families who need to deal with the complexity of 

changes in their daily routines, the reactions of their extended family, taking care of their 
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couple and children relationship, the reaction of outsiders, manage hope and uncertainties and 

carrying on despite the hurdles of daily living.  
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6.2. Legislation  

6.2.1. International Law  

 

United Nations Convention on the Rights of the Child.  

United Nations Convention on the Rights of Persons with Disabilities.  

6.2.2 National Law  

 

Chapter 0 The Constitution of Malta. 

Chapter 327 The Education Act.  

Chapter 413 The Equal Opportunities (Persons with Disability) Act. 

 Chapter 426 The Commissioner for Children Act.  
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Appendix 

 

Appendix 1: Covering Letter for organizations 

I am Angelle Vella, I am currently reading for Masters Training in Systemic 

Psychotherapy, with the Institute of Family Therapy, Malta. I currently working on my thesis 

which will focus the parents’ experience of the initial news giving about their child’s Autism 

Spectrum Disorder [ASD].  

I would like you to invite the service users of CYPS/CDAU to participate in the 

research process through an interview. The criteria for participants is that the child diagnosed 

with ASD has older siblings and that the diagnosis was made around a year earlier. 

 The interview is approximately a one and a half hour interview with parents of children 

with ASD. The interviews will focus on what the parents experience when they are given the 

news of their child’s ASD diagnosis by professionals and how they cope and co-construct 

meaning in the period following the news. This study aims at exploring the experiential 

relational process between the parents and the professional, in relationship to the broader 

social systems and their reciprocal influences. Due to its systemic nature, when looking into 

the relationship between the parents and professionals I would also be touching on how the 

parents manage their relationship and their relationship with their child and other children at 

the period of being given the news. For the purpose of the study both members of a couple 

need to be willing to participate. The couple would be interviewed together with the aim of 

creating a circular understanding. 

The interviews will take place at a location chosen by the partcipants and the language 

used will be Maltese or English, as preferred by participants. The interviews need to be 

recorded for the purpose of transcription. All information given during the interviews will 
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remain confidential. The participants’ responses will not be linked to the participants’ names 

in any written or verbal report of this research project and their name will never be revealed to 

third parties. A fictitious name will be used instead. Information will only be handled by myself 

and my tutor, Ms Helen Attard Micallef.  All the data obtained during the interviews will be 

destroyed on completion of the study. I will provide the participants with a copy of the findings 

after the finalization of the work, upon request. A copy of this thesis will also be available at 

the Institute for Family Therapy – Malta (IFT). 

May I notice that the interviews are causing distress to the participants, I would kindly 

ask the participant to withdraw from the study at any point in time and direct to support and 

local psychology services if necessary. Participants can stop their participation in the study at 

any point without the need to justify their decision.  

Participants will be given the opportunity discuss any concerns or doubts before 

deciding whether to participate in the study and during the research. Participants will also be 

given time to process the research experience following the interview.  

This research proposal has been reviewed and approved by the IFT Research Ethics 

Committee, which is a committee whose task is to make sure that research participants are 

protected from harm.  

Participation in this study is voluntary. If the participants want to take part in the study 

or have any questions or concerns about being in the study, they can contact me by telephone 

on 21666562 or 79289698, by e-mail on angelle.vella@hotmail.com or by post at ‘Oleander, 

Giuseppe Micallef Street, Zabbar’. The participants will be asked to sign a consent form. 

Regards and thank you in advance,  

Angelle Vella (230493 M)  
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Appendix 2: Covering Letter for parents 

 

I am Angelle Vella, I am currently reading for Masters Training in Systemic 

Psychotherapy, with the Institute of Family Therapy, Malta. I currently working on my thesis 

which will focus the parents’ experience of the initial news giving about their child’s Autism 

Spectrum Disorder [ASD].  

I would like to invite you to participate in the research process through an interview. 

The interview is approximately a one and a half hour interview with parents of children with 

ASD. The interviews will focus on what the parents experience when they are given the news 

of their child’s ASD diagnosis by professionals and how they cope and co-construct meaning 

in the period following the news. This study aims at exploring the experiential relational 

process between the parents and the professional, in relationship to the broader social systems 

and their reciprocal influences. Due to its systemic nature, when looking into the relationship 

between the parents and professionals I would also be touching on how the parents manage 

your relationship and your relationship with you child and other children at the period of 

being given the news. For the purpose of the study both members of a couple need to be 

willing to participate. The couple would be interviewed together with the aim of creating a 

circular understanding. 

The interviews will take place at a location chosen by the you and the language used 

will be Maltese or English, as preferred. The interviews need to be recorded for the purpose of 

transcription. All information given during the interviews will remain confidential. Your 

responses will not be linked to the your names in any written or verbal report of this research 

project and your name will never be revealed to third parties. A fictitious name will be used 

instead. Information will only be handled by myself and my tutor, Ms Helen Attard Micallef.  
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All the data obtained during the interviews will be destroyed on completion of the study. I will 

provide the participants with a copy of the findings after the finalization of the work, upon 

request. A copy of this thesis will also be available at the Institute for Family Therapy – Malta 

(IFT). 

May I notice that the interview is causing you any distress, I would kindly ask you to 

withdraw from the study at any point in time and direct you to support and local psychology 

services if necessary. You can stop your participation in the study at any point without the need 

to justify your decision.  

You will be given the opportunity discuss any concerns or doubts before deciding 

whether to participate in the study and during the research. You will also be given time to 

process the research experience following the interview.  

This research proposal has been reviewed and approved by the IFT Research Ethics 

Committee, which is a committee whose task is to make sure that research participants are 

protected from harm.  

Your participation in this study is voluntary. If you want to take part in the study or 

have any questions or concerns about being in the study, you can contact me by telephone on 

21666562 or 79289698, by e-mail on angelle.vella@hotmail.com or by post at ‘Oleander, 

Giuseppe Micallef Street, Zabbar’. You will be asked to sign a consent form. 

Regards and thank you in advance,  

Angelle Vella (230493 M)  
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Appendix 3: Interview schedule  

Introductory questions after thanking the participants for accepting to be part of the   

study.  

* How old are you?  

* How long have you been together?  

* How many children do you have?  

* What is your working status?  

Major questions 

1. Can you tell me about your experience of being told that your child has ASD?  

2. Can you describe who, how and in which context you were told the news?  

3. How did the news given impact on your relationship, your relationship with 

the child and your relationship to the professional/s?  How did it influence on 

the way you delivered the news to significant others/support system/network?  

How did it set the tone to your management of the disability experience? 

4. How did you respond to the news? Can you tell me about your reactions when 

you received the diagnosis of your child?  

5. Asking about each other: How did you perceive that your wife / husband / 

partner experience the news?  

6. On hindsight how did you perceive your individual and reciprocal needs at the 

time of the news? How did you reciprocally attend/respond to each other’s 

needs? 
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7. How old was your child when he was diagnosed with ASD? 

8. What led you to seek assessment? (Probes if needed: Referral by teacher? 

Referral by friend? any specific characteristics/behaviours that they noticed in 

their child)  

9. Which service for assessment did you opt for? (public or private therapist)  

10. Where you given an explanation about how the diagnostician reached the 

conclusion that your child has ASD?  

11. What was helpful and least helpful about the way the information was 

delivered to you and what would you have liked differently? 

12. How did you experience the professional’s after the initial diagnosis? How 

did you experience the support/availability offered? What would have you 

needed similarly or differently?  

13. Did you have any prior experience of ASD? 

14. How did you perceive the news was given in terms of hope? How would you 

describe the level of hope for the future the therapist expressed? (Probes if 

needed: did they imply the condition would go away? Did they talk about 

people/past clients who succeeded in spite of having ASD?) 

15. What beliefs did you perceive the professionals hold about you/ your children 

from the way the news was delivered to you? Do you hold similar or different 

beliefs and how are you managing the difference if any? 

16. Is there anything you would like professionals to know about you and your 

children or about the way that the news would ideally be managed?  

17. Where there any challenges that you faced in the process of seeking help after 

the diagnosis?  
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18. Were you offered parental classes or any other kind of support? How did you 

respond to such support? What were your reactions to being offered these 

classes? 

Additional prompts  

* Do you have any suggestions about the process currently used in breaking the news to 

parents and supporting them after?  

* What suggestions can you give other parents who suspect that their child might have 

autism?  

* Is there anything else that you would like to add?  
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Appendix 4- Consent Form 

I, _______________________ accept to sign hereunder so as to express my wish to 

participate in the interview that Ms Angelle Vella will be carrying out regarding parents’ 

experience of receiving news that their child has ASD. The researcher explained what the 

interview is about and that any relevant information shall be used solely for the purposes of 

the thesis as partial fulfilment of MA in systemic psychotherapy with the IFT - Malta 

I understand that I will be involved in this research and that I will remain anonymous 

at all times, and that no personal information shall be disclosed before, during and after the 

research is carried out. I am aware that the interview will be recorded and that all recorded 

material shall be destroyed after completion and correction of the project.  

I understand that I am allowed to withdraw from the project at any time, even in 

hindsight and without having to provide a reason. I have been briefed about the nature and 

aims of the study, and have had the opportunity to ask further questions and seek 

clarifications.  

_______________________                                                          _______________________ 

Signature of participant                                                                      Date  

Details: Angelle Vella (230493M)  

‘Oleander’, Giuseppe Micallef Street, Zabbar.  

Telephone: 79289698                                           e-mail: angelle.vella@hotmail.com 

__________________  

Angelle Vella  

  Researcher  


