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Abstract 
 

Recent figures show an increase in the proportion of children with autism spectrum disorder globally, 

which affects parents and the family in many ways.  In this research, a case study methodology was 

used for a group of four Arab immigrant families who had a child with autism spectrum disorder in 

New Zealand.  Three were refugee background families and the fourth was a migrant family. The 

research aimed to identify the most important difficulties that Arab immigrants in New Zealand face 

with ASD children. Several themes were analysed such as the stress of migration as a cause of autism 

and developmental delay; the stress of raising a child with autism; managing the mental and physical 

challenges of family members other than the focus child; autism  in relation to culture, gender and 

language; the impact autism on marital relationships; autism in relation to isolation and stigma, early 

intervention programmes and accessing services; and finally, lack of family support and 

counselling. The stresses experienced by all four families included managing more than one child with 

a disability. 

The findings of the study revealed that immigration and language stressors were hugely impactful on 

all participating families. The quality of services provided in New Zealand was acknowledged, but the 

absence of support from their extended families in their mother country and isolation from the local 

Arab community (disability stigma) and the New Zealand community (discrimination) left all parents 

in a depressed state.  It is suggested that migration stress may have contributed to maternal distress 

as a cause of ASD. Lack of fluency in the English language formed a great barrier for families. There 

was a major need for parents to gain an initial understanding of ASD and be trained in living with ASD 

in their own language. Even once parents have become informed and aware of the services available, 

because of language and cultural difficulties, they need greater access to interpreters, Arabic speaking 

staff, counselling services, home support (particularly for the mothers), and support from the Arab 

community to be more accepted in community and religious activities.  
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Chapter 1 Introduction to the project 
 

1.1 Introduction 

Parents who care for a child with autistic spectrum disorder (ASD) suffer significant psychological, 

social, and financial pressures, however, the situation is more stressful when the parents are migrants 

or people from a refugee background, particularly where English is very limited, as with Arab 

immigrants to New Zealand, the group that is the focus of this research. ASD is a disability that needs 

long-term support and therapy aimed especially at improving communication and socialisation skills 

at home, school and in the community, enabling the Autism Spectrum Disorder child to have a positive 

and productive life (Russa, Matthews, Owen & Deschryver, 2015). 

The greatest responsibility for this lies with the parents. Caring for an autistic child has several 

consequences for parents, including a reduction of income, higher levels of mental health concerns 

such as anxiety and depression, and reduced levels of satisfaction with life with parents feeling 

isolated and locked in at home because of the challenges of supporting an Autism Spectrum Disorder 

child (Braga dos Anjos & Araújo de Morais, 2021) 

 Challenges faced by migrant families with an Autism Spectrum Disorder child include: a lack of 

knowledge of the nature of ASD, the stigma connected to disability and mental illness in their own 

culture and in the communities in which they live; the struggles of dealing with their new cultural and 

language environments; and challenges of access to education and health care services. Therefore, it 

is important to fully understand these issues in order to provide better support services for Autism 

Spectrum Disorder children and their families (Wang and Brown 2009; Hendricks, et al 2000). There is 

little research on Arab migrants in New Zealand, and a very limited number of studies conducted 

internationally with Arab migrant families that include a child with a disability. 

This project focusses on Arabic families with an Autism Spectrum Disorder child living in New Zealand. 

While there are studies that look at challenges faced by families with Autism Spectrum Disorder 

children in New Zealand (Bevan-Brown, 2004; Stace, 2011, Kasilingam et al, 2019), there is a gap in 

the international literature when it comes to Arab families who have Autism Spectrum Disorder 

children. The only similar study is from Alsayyari (2017) who interviewed five US Arab mothers of 

Autism Spectrum Disorder children. All these mothers were interviewed in English, some were second 

generation, and their partners were not necessarily Arab.   

 

The Arab situation is quite unique with its own challenges, because Arab migrants not only face the 

challenges of a different physical environment thousands of miles away from home, but also the 

challenges of being part of a small minority group with a different language, a different script, and 

coming from a very different religious and political environment. The aim of this research is to 

understand the experience of Arab families that include an Autism Spectrum Disorder child and to find 

solutions for the difficulties they face.  

I worked as a social worker in Saudi Arabia for six years with Autism Spectrum Disorder children and 

their families. I am Arabic and speak the Arabic language fluently and I can understand the Arabic 

culture that participants in this research come from. 
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The number of Arab families that include an Autism Spectrum Disorder child in New Zealand who will 

be prepared to participate in this research and whose children meet the age criterion is very small. 

Because of the small numbers of potential participants, I am using a case study method. 

1.2 Aims & Objectives of the Project 

1. To explore the challenges and issues faced by Arabic parents of children with autistic spectrum 

disorder living in New Zealand. 

2. To find solutions to the key challenges faced by Arabic parents of children with autistic spectrum 

disorder. 

1.3 Key questions  

1. What were the family's expectations around autistic spectrum disorder prior to and immediately 

after their child was diagnosed with autistic spectrum disorder and currently?  

2. What has been the family’s ongoing experience of living with a child with autistic spectrum 

disorder in New Zealand?  

3. What has been the quality, from the families’ perspective, of support services for autistic spectrum 

disorder? 

4. What needs to happen, from the families’ perspective, to better support Arab families caring for 

a child with autistic spectrum disorder? 

 

1.4 Chapter overview 

1.4.1 Chapter 2 

In this chapter, autism spectrum disorder is defined and the reasons for higher rates of ASD in 

immigrants from countries suffering from political instability, civil wars, poverty, and natural disasters 

are explored. The challenges facing Arab families in New Zealand with an Autism Spectrum Disorder 

child are explained, including cultural and religious differences, language and financial issues and 

access to services.  The impact of autism on the family and parents is also presented. Also discussed 

are stigma and its capacity to isolate the family from the Arab community; Arab culture in terms of 

family structure and the strength of and roles within the extended family; and the role of Islamic 

beliefs around disability. 

An analysis is presented of the most important therapies currently practiced internationally and in 

New Zealand in the treatment and rehabilitation of ASD children including Applied Behaviour Analysis, 

Positive Behaviour and Support, Discrete Trial Teaching, medication and nutrition, early intervention, 

speech therapy, educational and school-based therapy, theory of mind, and theory of social inclusion.  

The Ministry of Health’s 2016 New Zealand Autism Spectrum Disorder Guideline’s multidisciplinary 

approach, which focuses on the importance of teaching families and developing the skills of 

practitioners in the field of ASD, is critiqued.  An overview of non-governmental organizations that 

help support Autism Spectrum Disorder children and their families is given along with recent 

evaluations on the effectiveness of current services. 

1.4.2 Chapter 3 

In this project, I used the case study method. This method was chosen to enable an in-depth study of 

the research topic through several interviews with the participants (parents, siblings, grandparents, 

friends, support person) with the use of observation and documentation as part of information 
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gathering. A second reason for using the case study approach was the small size of the Arab 

community and the sensitivity of the issue of autism in the Arab community making it difficult to 

recruit families. Four families were chosen, and semi-structured narrative interviews were the primary 

method of data collection.   

 

1.4.3 Chapter 4 

Profiles were created for the four participating families and the four focus Autism Spectrum Disorder 

children. The narratives collected from the participants were thematically analysed to address the 

questions of the study. One theme explored the impacts of the migration journey and, on arrival, the 

challenges of housing, education, and employment on participating mothers during their pregnancies 

as a possible cause of autism and developmental delay. A related theme for all participating families 

was the presence of children and adults with disability, health and/or mental health needs that 

required specialist support in addition to the support required for the focus Autism Spectrum Disorder 

child. A third theme explored the impact on parental relationships of caring for an Autism Spectrum 

Disorder child. A connected theme was on how the traditional roles of men and women in Arab society 

were expressed in these families.  

A theme was devoted to the impact of Arab cultural and religious beliefs about autism and disability, 

which was connected to the experience of stigma and social isolation associated with stigma, in a 

range of community settings both Arab and mainstream. A summarising theme was the relative lack 

family support. The theme of language difficulty, while extending the issues immediately above, were 

especially problematic in the family’s interactions with professionals and support services.  

The final themes related to stress stemming from the daily challenges families faced raising an Autism 

Spectrum Disorder child across the tasks around food, bathing, sleeping, communication and 

maintaining the safety of the child, and the effectiveness of support services for the families from early 

intervention through to the present. 

1.4.4 Chapter 5 

In this chapter, study findings and their consistency with literature review were examined.  Firstly, is 

the impact of migration. The results of the study showed that families left their countries because of 

unsuitable conditions for a safe life at a time when there was a sharp rise in global migration due to 

poverty, natural disasters, wars, and political instability.  The impact of the huge stress of migration in 

relation to maternal stress during pregnancy and ASD is discussed as are the many stressors 

participants experienced once in New Zealand.  

The challenges for these Arab families of caring for an Autism Spectrum Disorder child are more 

extreme than is generally found in the literature.  All parents were under additional stress supporting 

other family  members with a disability, resulting in increased levels of marital problems, depression, 

and anxiety. The participant’s Arab cultural and religious understandings of disability and ASD were 

consistent with Arab narratives. Stigma from both the Arab and mainstream community isolated the 

families. 

The poor quality of support for parents with ASD was exemplified by their struggle with the English 

language, making it difficult to understand the significance of the diagnosis and treatment of autism. 

A 2021 survey of caregivers (Van de Meer & Evans) supported the need for information on autism to 

be available other languages. The most important recommendations are discussed, which included 

wider use of interpreters and counsellors, improving access to services for autism and the importance 
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of social inclusion through initiatives with the Arab community. The limitations and the wider 

implications of the findings are discussed.  
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Chapter Two: Literature Review 
 

2.1 Defining ASD. 

Autism Spectrum Disorder (ASD) is a disability that needs long-term support to improve 

communication and socialisation skills, whether at home or school or with relatives and friends (Russa 

et al., 2015). The incidence of ASD has increased since it was described by Leo Kanner in 1943 when 

the ratio was 4 to 5 per 10,000 children. Pennington et al. (2014) have identified ASD as a 

developmental disability that directly affects social interaction and verbal and theoretical 

communication. As ASD symptoms appear at an early age, before the third year, and include 

stereotypical movement, resistance to environmental change, a need for strong daily routines, and 

sensory problems. According to DSM-5 (American Psychiatric Association, 2013) Autism Spectrum 

Disorder children must meet criteria which includes persistent deficits in three areas of interaction 

and social communication (social-emotional reciprocity, nonverbal communicative behaviours, 

developing and understanding relationships) and in addition meet at least two of four types of 

repetitive behaviours (restrictive hyper-sensory behaviours, inflexible adherence to routines, 

repetitive movement, and highly restricted, fixated interests). Prior to 2013 ASD was assigned three 

major subcategories (Fombonne, 2009): Autism (39%), pervasive developmental disorder (59%), and 

Asperger’s (2%). 

Currently, ASD is found in 1 in 110 people in the United States, and 1 to 64 in the United Kingdom, 

with a similar rate in the world, overall (Ratajczak, 2011). The US National Academies of Sciences, 

Engineering and Medicine (Thomas, et. al., (2015) reported that the number of children receiving 

special education for ASD has increased 26-fold between 1992 (15,580) and 2011 (406,597). Shattack 

(2006) explained that the probable main reason for the increase of children identified with ASD is a 

shift of diagnosis from intellectual disability to ASD possibly because the latter is less stigmatizing and 

possibly because of refinements in diagnosis. In New Zealand, Bowden et al. (2020) have found “an 

ASD identification rate of 57 per 10,000 children and young people (1 in 174 individuals) and 98 per 

10,000 eight-year-olds (1 in 102 individuals) (p. 2220). 

While Autism Spectrum Disorder children usually have difficulties or delays in three aspects of 

development, some children show severe problems in all aspects while others may be mild in all 

areas or have difficulty with only one or two areas of skill. The Ministry of Health NZ (2020) describes 

these areas as:  

• Language skills – limitations in the use of speech as well as an inability to use non-verbal 

communication such as body and facial expressions.  

• Cognitive and Thinking Skills - the inability to think and act in proportion to changing situations 

characterised by repetition of certain behaviours.  

• Social behaviour - obvious problems with social communication that affect their ability to 

understand social interaction, resulting difficulties playing and interacting with others.  

 

While all Autism Spectrum Disorder children have common characteristics, they may have big 

differences in abilities and strengths which affect their lives at different stages of development 

(Altogether ASD, 2021). Some Autism Spectrum Disorder children may have a dual diagnosis, such as 

ASD with attention deficit hyperactivity disorder or an intellectual disability, while others may have 

mental health issues such as depression and anxiety. No two Autism Spectrum Disorder children are 
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alike. This difference affects how we help each child because every child has their own needs. 

Providing the right support makes a big difference to the child's progress and being a part of the 

community.  

It is possible that there are many causes for ASD, but there are no definitive conclusions from many 

studies, although there is a lot of evidence indicating that the cause of ASD is both genetic and 

environmental (Kidd, 2002). Some have attributed the cause of ASD to a brain disorder such as 

multisystem metabolic disease (Jepson, 2007). There is also indirect evidence that harsh environments 

contribute to ASD. These studies focus on the sensitivity of the developing brain to external stimuli 

such as alcohol, lead and environmental stress, especially in the early stages of pregnancy (Landrigan, 

2010). The stress of immigration may increase the risk of developing ASD. Also, it is possible that ASD 

may result from poor social conditions experienced by the mother during pregnancy affecting the 

uterine environment. Crafa (2017) reported that recent studies indicate that children born from 

immigrant mothers are more likely to have Autism Spectrum Disorder children than children born to 

non-immigrant mothers. 

Gardener, et al, conducted a meta-analysis in 2009 of 40 international studies on factors that increase 

the risk of developing ASD, and migration stress was seem as playing a causal role ASD.  A Swedish 

study on a sample of 5000 Autism Spectrum Disorder children, showed an increase in Autism Spectrum 

Disorder children and intellectual disability among immigrant families from Africa and West Asia, at a 

rate of 1 to 5 – a rate nearly twice as high compared to families with parents born in Sweden 

(Magnusson, et al, 2012). Furthermore, immigrants from war-torn poorer countries may further 

increase the high rates of ASD seen in immigrants. Research focused on Somali immigrants in 

Minnesota, USA, showed ASD rates at 1 in 32 in Somali immigrant families compared to non-Somali 

immigrant children at a rate of 1 in 62 (Hewitt, et al, 2013). 

 

2.2 Migrant and Refugee context  

2.2.1 Introduction 

As this research looks at the problems faced by immigrant Arab parents bringing up Autism Spectrum 

Disorder children, it is necessary to consider the part that migration plays in this enterprise. Migration 

is generally driven by a search for a better life and more opportunities (Carballo & Nerukar 2001). 

There are several global factors that affect the increase in migration, including poverty, war, and 

natural disasters.  In the last 15 years more than 36 countries have experienced multiple major 

conflicts. These conflicts have left millions of people wanting to migrate with an increasing number of 

immigrants facing problems of resettlement and providing the economic necessities of life.  Modern 

life with easy communication with the world has also contributed to the increase in mass migrations.  

2.2.2 Definition of Migrants and Refugees 

In addition to the global factors above, there are many other factors that persuade people to migrate, 

including political, economic, religious, and social factors. The New Zealand Immigration Services 

defines an immigrant1 as " a person who leaves his or her country of origin to seek residence in another 

country" (New Zealand Immigration Services, 2000).  There are two types of immigrants: migrants and 

refugees.  According to Ward et al. (2001) migrants leave their country of origin by choice to search 

for better life opportunities, whether financial, personal, educational, or social, whereas people from 

 
1 I use the term immigrant to cover both migrant and refugee. 
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a refugee background have been forced to leave because of the political, economic, or religious 

conditions in their home country (Kadri, 2009).  

These differences are important because, by choosing, migrants have knowledge about the country 

that they chose for their new life based on certain specifications they had as they collected data and 

have sufficient know-how on how to choose their destination. Thus, they are somewhat prepared for 

the challenges that may face them in the country they choose. On the other hand, people from a 

refugee background leave their country quickly due to instability of their forced migration. They may 

have depression and stress related illnesses because of war and instability in their homelands. Several 

researchers have described how both people from a refugee background and migrants seek to protect 

their cultural beliefs while they live in their host countries whose culture is often completely different 

from their original culture (Ghaffarian et al., 2001). 

2.2.3 Arab New Zealanders  

Arab Middle East immigration to New Zealand began in the early 1900's and most were of Lebanese 

origin. In the early 1980's, 5,000 lived in different parts of the country. At present, most of the Arab 

immigrants are from Iraqi origin but also came from Egypt, Algeria, Tunisia, Syria, and Yemen, mostly 

to live in Auckland, Wellington, and Christchurch (Stats NZ, 2018). Most of them are Muslim, but there 

is a Christian Arab minority of Lebanese and Egyptian origin (Veitch & Tinawi, 2015). New Zealand 

statistics show that there are about 15,000 immigrants of Arab origin (Stats NZ, 2018). Muslim 

immigrants who are not from Arab speaking countries are not part of this project.  

According to Stats NZ (2018) of people identifying with the Arab ethnic group living in New Zealand, 

10.5% lived in an extended family and 82.4 % of dependent children lived in a two-parent family, with 

the rest living in a family with one parent (17.6%). They are a young population with a median age of 

29.2 years vs 38 years for the total population. 23.1% of Arab immigrant children were born in New 

Zealand and 76.9% were born overseas. Although well-qualified (86.4% aged 15 years and over had a 

formal qualification) $16,800 was the median income for those aged 15 years and over, which is well 

below the $36,500 median for the total population. 

2.2.4 Challenges for migrant families with disability child in New Zealand 

The Child, Women and Family Services of the Waitemata District Health Board found strong social 

stigma connected with disability, particularly in relation to migrant and refugee background families 

with settlement problems (Black, et al., 2011). This group, coming from stressed and disengaged 

communities, has a lack of understanding of the New Zealand health system resulting in social 

isolation. One of the examples in this report refers to helping migrant families with Autism Spectrum 

Disorder children needing housing support (“fencing and housing modifications”- p. 30) and a cultural 

ASD support group. Outcomes from the study highlight the difficulties faced by culturally and 

linguistically diverse (CALD) families to obtain health and disability related services, whether for 

themselves or for their children.  

Mortensen’s 2011 literature review of the experience of CALD families confirms “there was evidence 

that the delivery of health services was not necessarily a coordinated process and sometimes proved 

confusing and overwhelming for families” (p. 7) causing high level of stress and anxiety and difficulties 

in adapting to new life in New Zealand. Black et al.’s (2011) report said there was a need for the 

provision of health and disability support services with cultural caseworkers, language and cultural 

support services, cultural education and case coordination. 

2.2.5 Challenges for Arab migrants and people from refugee backgrounds in New Zealand 

The number of Arab migrants and people from a refugee background in New Zealand has increased 

due to political and religious instability in Arab countries. All immigrants have their own cultural and 
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religious needs as well as other social, psychological, employment and financial needs (Nghe et al., 

2003). Arab Muslims have specific needs because they are Muslim, and Islam plays a major role in the 

organization of their lives. This can be in relation to clothing (e.g., wearing the hijab), drinking (e.g., no 

alcohol), eating (e.g., halal food) and social life (e.g., more separation of men and women); and 

managing daily activities (e.g., any food cooked in animal fat must be checked that it is halal). These 

factors may contribute to delays when trying to feel at home in non-Muslim countries (Kadri, 2009).  

Hasnain et al. (2008) point out that many ethnic and minority groups including Muslims, have their 

own cultural and religious beliefs that influence their practices with people who have a disability. Thus, 

their definitions of disability and chronic disease may be different from those of Western cultures 

defined within a Western medical diagnosis-treatment paradigm. Muslim cultures can offer 

alternative ways of addressing needs.  

 

2.3 Impacts on parents and families  

2.3.1 Introduction 

Previous research shows that raising a child with Autism Spectrum Disorder may greatly affect the 

parents, especially the mother. Dabrowska & Pisula (2010) present data showing that mothers of 

Autism Spectrum Disorder children are under greater stress than mothers of a child with Down 

syndrome, also, mothers who have an Autism Spectrum Disorder child may have more marital 

difficulties than mothers with a neuro-typical child. Moreover, external factors such as the time spent 

seeking intervention, financial costs and limited placement in social activities may contribute to 

parental stress. Parents often report that there are a range of challenges and limitations they face 

with an Autism Spectrum Disorder child at different stages of a child's development. Lolla (2008) and 

Sim et al. (2018) reported that in general caring for an Autism Spectrum Disorder child can result in a 

decreased quality of life for the family, higher levels of mental health concerns such as anxiety and 

depression for the parents, and reduced level of satisfaction with life among parents who are feeling 

isolated and locked at home because of challenges such as taking their Autism Spectrum Disorder child 

out in public.   

Currently, effective treatments are concerned with the improvement of the child's skills and require 

significant parent participation in therapeutic interventions to make good progress (Quill, 2000).    

However, parental stress and poor parental mental health may have negative impacts on therapeutic 

interventions (Hartley & Schultz, 2015). In addition to meeting these support needs through formal 

support services (e.g., involving professionals), increasing informal support through encouraging 

spouses to discuss differing support needs and finding ways to better support one another, may be a 

powerful intervention strategy. Increasing spousal communication about discrepancies in 

perspectives of support needs also has relevance for strengthening the marital relationship within 

families of children and adolescents with ASD (Dabrowska & Pisula, 2010).  

2.3.2 Social Stigma 

Among the most prominent challenges for parents is social stigma. Parents with Autism Spectrum 

Disorder children are at high risk of experiencing stigma from community members. Goffman (1963, 

p. 3) describes stigma as “an attribute that is deeply discrediting, this attribute stigmatizes one type 

of possessor which can confirm the usualness of another” which means that stigma reduces the well-

being of people with ASD and their family members all over the world, through a demeaning view, 

poor access to social support services, health, and mental health care, as well as the lack of 

opportunities (Woodgate et al., 2008).  
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In terms of ASD, the concept of stigma has been used to describe the feelings of shyness, social 

isolation, and shame of parents with Autism Spectrum Disorder children (Farrugia, 2009; Gray, 2002a). 

Parents with Autism Spectrum Disorder children complain about stigma from the local community 

around them. One of the reasons for stigma is that Autism Spectrum Disorder children do not show 

any physical, observable mark of disability (Quinn, 2006). When a child behaves inappropriately at a 

social event with no sign of physical excuse for their behaviour, they are seen as badly behaved, and 

their parents are judged accordingly.  (2017) notes that all parents of Autism Spectrum Disorder 

children have experience with social stigma which affects their mental health and well-being. Gray 

(2002b) names two forms of stigma that parents experience: “avoidance by others, hostile staring, 

and rude comments [and] internalized stigma experiences - feeling embarrassment, unaccepted, and 

that others were critical of their care-giving abilities” (p.17).  

Stigma has many social and health consequences for the patient and the family.  Social aspects include 

reducing the possibility of work and marriage, problems in marital and family relationships, and 

exclusion from social life (Weiss et al., 2006).  In terms of health outcomes, stigma may prevent people 

from seeking help and seeking treatment options, which contributes to delaying diagnosis or stopping 

treatment at its early stages. Therefore, people with health stigma tend to hide it from others (Phelan, 

et al., 1998).  

ASD is a highly stigmatized developmental disability in both Western and Eastern societies (Gray, 

2002a; Mak & Kwok, 2010), but Gray (2002b) and Davidson & Henderson (2010) have shown that 

people with ASD are especially stigmatized in countries where ASD is not well understood. For 

example, McCabe (2007) and Liu et, al. (2016) claims that in China there was clear discrimination 

against people with ASD and this was due to the lack of public awareness of ASD and the lack of social 

support for those with ASD and their families. In Hong Kong, Mak & Kwok (2010) concluded that stigma 

has a significant negative psychological effect on parents, which affects their competence in caring for 

a child with a disability. Alsayyari (2017) found that Arab mothers in US experienced stigmatisation for 

being Muslim and additionally were typified as bad mothers when their Autism Spectrum Disorder 

child behaved inappropriately. 

 

2.3.3 Behavioural problems 

Another general challenge faced by families with ASD that can influence family functioning is that 

Autism Spectrum Disorder children often have difficulties with skills such as eating, using the 

bathroom and toilet correctly, and challenging behaviours (Abbeduto et al., 2004; Bromley et al., 

2004). Woodgate et al. (2008) state that “temper tantrums, repetitive behaviours and aggressive 

behaviours might be the major problem areas facing parents. Tantrums were described as often being 

unpredictable and difficult to manage” (p. 704). McCracken (2002) states that most Autism Spectrum 

Disorder children suffer from various behavioural disorders, including aggression, tantrums, self-

injury, and impulsivity. Self-injurious behaviours are one of the greatest challenges facing parents and 

caregivers (Fee and Matson, 1992). These are self-directed actions that lead to physical injury that 

may be mild, such as light head scratching, to severe, hitting the head, which threatens the safety and 

life of the child. These behaviours are usually repetitive and rhythmic (Mandell, 2008). 

One study of Autism Spectrum Disorder children revealed that another very challenging behaviour for 

caregivers is aggression towards others, with one of the reasons given being the reduced ability of 

Autism Spectrum Disorder children to communicate their needs (Woodgate et al., 2008). Research 

was conducted on a sample of 68 Autism Spectrum Disorder children, and the results showed that 

there is a correlation between poor language communication and the inability to express oneself with 

higher levels of aggression towards oneself and others (Matson et al. 2007). 
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In addition, there are many problems related with sleep, including irregular sleep at a certain hour at 

night, late sleep, and intermittent periods of awakening at night, as well as lack of commitment to 

sleep in the bed assigned to this child. These behavioural issues of ASD children limit the family's ability 

to organize the daily life schedule, for instance, meeting friends, shopping, eating out, going to the 

cinema, playground, beach, etc. or routine medical appointments (Polimeni et al., 2005; Williams et 

al., 2004). Woodgate, et al. (2008) state ‘these problematic behaviours are not only a major source of 

stress for parents but leave many parents feeling extremely isolated” (p.107).  

2.3.4 Sensory problems 

Sensory processing dysfunction is quite common among Autism Spectrum Disorder children, with 

between 42% and 88%, having difficulty regulating sensory responses and specific stimulation 

(Baranek, 2002). Rogers et al. (2003) report that approximately 80% of Autism Spectrum Disorder 

children exhibit behaviours that may be related to impaired sensory modulation, such as stereotypical 

repetitive movements (placing hands over the ears, swinging, or rotating) or not responding to their 

names. Sensory-processing related problems in Autism Spectrum Disorder children can reduce 

participation in social activities, learning activities, playing, and self-care (Mandell & Novak, 2005) and 

thus can have significant social, personal, and educational implications and often limit the ability to 

participate in daily routines (Smith et al., 2005). More challenging behaviours such as aggression, 

aimless running, and self-injurious behaviours have been associated with these sensory processing 

distortions. These behaviours delay a child's ability to participate in, or benefit from, therapeutic 

activities (Dawson & Watling, 2000). Sensory-processing related behaviours in Autism Spectrum 

Disorder children are one of the areas that parents most request a therapeutic intervention (Mandell 

& Novak, 2005). 

2.3.5 Financial difficulties 

One of the most significant challenges facing the family is the financial problems associated with 

having an Autism Spectrum Disorder child. ASD has significant economic costs due to the need for 

special care at school, high healthcare costs, loss of work or reduced working hours for caregivers, and 

the inability to live independently for adults (Lord et al., 2018).  A survey conducted by Sharp (2007) 

has shown that there is a positive relationship between ASD and the family's financial problems, as 

the financial problems are related to covering the expenses of medical services for ASD such as speech 

therapy. Sharp adds that “survey respondents forfeited future financial security and even experienced 

bankruptcy to provide needed therapy for an Autism Spectrum Disorder child” (p. 36). Kogan et al. 

(2007) reported that families who raise an Autism Spectrum Disorder child have financial issues 

because of the need of parents to reduce working hours in order to care for the Autism Spectrum 

Disorder child.  

 

2.4 Cultural beliefs about the cause and treatment of disability and ASD 

2.4.1 Introduction 

The cultural beliefs of a community and the extended family members influence the quality of life of 

a child with a disability and the degree of acceptance they are given (Groce and Zola, 1993). Culture is 

a dynamic but stable set of common goals, beliefs, and attitudes among people (Matsumoto, 2001). 

Health and disease are cultural concepts and cultural groups contribute to the transmission and 

shaping of how we perceive, experience and deal with health and disease (Mandell & Novak, 2005; 

Narayan, 2002). Cultural beliefs affect how a child with a disability participates in social activities and 

the resources that are spent on their care and development, as well as the family’s expectations of 

what their child may achieve in adulthood (Groce and Zola, 1993). Ravindran & Myers (2012) discuss 
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how family cultural beliefs about the cause of ASD influence treatment decisions and expected 

outcomes, particularly where there is no agreed-upon cause or diagnosis. Cultures may offer different 

approaches to treatment. For instance, the ancient Indian system of Ayurvedic medicine, which is still 

widely practiced, views health as a harmony between body, soul, mind, and sense organs (Dash et al., 

1997). Similarly, the Native American Navajo tribe believes that health is associated with balance 

between humans and the spiritual world (Alvord and Van Pelt, 2000).  According to Kaptchuk (2000) 

traditional Chinese medicine emphasizes health as a balance between the two complementary forces 

of the universe, yin and yang, "cold and hot". However, these paradigms can also characterise a child's 

disability as a cause of misfortune (Groce and Zola, 1993) supporting a perspective of disability that is 

very negative and creates conditions where the family and society may be unwilling to spend scarce 

resources on the child with a disability. 

2.4.2 Religious beliefs 

Across all cultures, religious beliefs influence our views on disability. Trotter and Chavira (1997) state 

that Americans of Mexican origin believe that disability has a biological and spiritual side, so the 

biology side is treated by the doctor, while the spiritual aspect is treated by a spiritual healer.  Skinner 

& Bailey (2001) conducted research that involved 250 Latino mothers of young children with 

developmental disabilities. The results of their study showed that 55% of mothers believe that their 

child with a disability is a sign from God. The Navajo tribe views the person with a disability as a clan 

teacher and having a strong sixth sense. The result is that the family does not seek treatment because 

the child with a disability has a mission and message that needs to be delivered to the tribe (Rogers et 

al., 2003).  

 Shaked’s (2005) study of 30 Orthodox Jewish families that included an Autism Spectrum Disorder child 

revealed similar positive explanations. Twenty families considered that their children had a high 

spiritual status or had been chosen to perform a religious mission, a view based on the Jewish variant 

of the doctrine of reincarnation. Holding similar beliefs, Muslim immigrants from South Asia to 

America have expressed that raising an Autism Spectrum Disorder child is a test from Allah (God) for 

them in this worldly life, to reward them after death (Jegatheesan et al., 2010). Also, many Pakistani 

Muslim families believe that having an Autism Spectrum Disorder child is a gift from God and a test to 

the degree of their faith (Mirza, Tareen, Davidson, & Rahman, 2009).  

Gabel (2004) found similar results in her two-year study of 20 Asian Hindu families who lived in 

America with a child with a disability.  As the parents believed in reincarnation and karma, the 

presence of a child with a disability is seen as the result of the sins committed by the parents in the 

past, in addition to their belief that having a child with a disability is a lesson for the family to benefit 

from by not repeating mistakes that were made in the past. People from Mexican and Colombian 

backgrounds also believe that having a child with a disability is a result of sins committed in the past 

(Rogers-Adkinson et al., 2003).  Jegatheesan et al. (2010) described how Muslims and Hindus turn to 

prayer, pilgrimages, and various religious rituals, such as dissolving saffron strings, to heal their 

children.  Bennett et al. (1995) states that “Prayer, church attendance, and specific religious beliefs 

were identified as sources of support which helped some parents feel a growing sense of hope and 

strength” (p.1). Jegatheesan & Miller (2010) reported in their study that: 

parents felt blessed to be a family chosen by Allah to raise “His special child.” Parents 

constantly referred to doing their best for their son who was sent to them by Allah. 

They also stated that they “found God in their lives,” which helped them acquire a 

fuller and deeper understanding of having a child with a disability. Parents believed 

that, before deciding to give them a child with a complex disability, Allah took into 

consideration several factors: the parents’ moral character, loving nature, and 
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resilience; their ability to protect the child; and their fate or Karmic connection to the 

child (p. 101). 

 

2.5 Arab cultural beliefs, attitudes, and concepts regarding disability 

2.5.1 Introduction  

Discussing the issue of disability and mental illness in Arab culture is difficult, due to the sensitivity of 

the issue in Arab societies. According to Al Thani (2007), Arab countries still lack awareness of the 

rights of persons with disabilities and lack clear legislation to protect them. Arab societies until this 

time deal with disabilities with a kind of disregard, and lack of attention to the people with a disability 

as part of society. Arab cultures see disability as something shameful (Gharaibeh, 2009). Thus, it is not 

uncommon for Arab families to try not to acknowledge the existence of a person with a disability in 

the family, and try to hide this matter from neighbours, friends, and relatives (Khatib,1989).  

Arab cultures differ in their perception of disability between men and women. Females with a 

disability are considered unable to conceive and have a family and thus unmarriageable and of low 

value. In contrast a man with a disability can marry and start a family despite the disability (Al Thani, 

2007; Wehbi & Lakkis, 2010). Coleridge (1993) argues that families with daughters with a disablility 

were particularly prone to deny having a child with a disability, for fear that other families would be 

discouraged from considering marital alliances with them (p.103). These attitudes of the family 

towards disability are part of the larger culture. Parents feel embarrassed when having a child with a 

disability and try to minimise the cause of disability and find quick solutions. Mothers intend not to 

accept the disability of their children for fear of marital problems that may lead to divorce, or the 

husband marrying a second wife with the aim of having healthy children (Donovan, 2013; Goforth, 

2011; Haboush, 2007; Reilly, 2011). 

Bazna and Hatab, (2005) note that while traditional Islam views disability as a blessing, Arab cultures 

tend to view it as a “curse” with explanations for disability being the evil eye, magic, and possession 

by the devil. However, as noted above, they also resort to religion in interpreting the problem, using 

it as a form of protection against social stigma when parents interpret disability as a gift from God (Al-

Kandari & Al-Qashan, 2010; Al Thani, 2007; Crabtree, 2007). Alsayyari (2018) argues for the positive 

influence of religion on the interpretation of disability and how parents accept and deal with disability: 

 Parents pointed out that one of the first aids that helped them accept their child’s 

ASD was a belief that their child’s ASD is the will of God. Parents cited from the Quran 

that God chose them because they are qualified and capable of caring for a child with 

special needs. Parents believed that having an Autism Spectrum Disorder child is a 

test from God, and they must pass this test. Some parents felt having and caring for 

an Autism Spectrum Disorder child is their path to heaven after life (p. 127). 

2.5.2 Family structure and relationships within Arab families 

Arab culture is based on the institution of family and its structure of interrelated and hierarchical 

relationships. Families are characterized by the interdependence of their members in the pursuit of 

family goals instead of a focus of the growth of individuals within the family (Dedoussis, 2004; Dwairy, 

et al., 2006). In Arab culture the individual is not viewed in isolation from the family but rather is 

viewed as an ingredient of the extended family. This is confirmed through processes of socialization 

(Ajrouch, et al., 2016). The strong family ties within the extended family make it the most important 

institution in Arab communities (Britto & Amer, 2007; Cainkar & Read, 2014; Sharifzadeh, 2011). Arab 

family members live next to each other, and it is common to see several generations living in the same 
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house (grandfather, grandmother, uncles, aunts, and young children with their parents). Family 

members who are forced by the conditions of life and work to live away from the extended family are 

not considered loyal in their relationships with the family (Ajami, et al, 2016; Sharifzadeh, 2011). “The 

extended families provide care and support to young, elderly, and people with disabilities amongst 

themselves rather than seeking outside services from governmental or nongovernmental 

organizations as is common for Euro-American families” (Sharifzadeh, 2011, p.26; Ajami et al., 2016).  

2.5.3 Arab customs and traditions 

Religion sets the basic structure of relationships and interactions within Arab society. Islam guides 

Arab families to adopt, as their guide, values based on the principles of hospitality, generosity, respect 

for guests and care for the elderly people in the family (Ajami et al.,2016; Amer & Kayyali, 2016; 

Sharifzadeh, 2011). Arab culture emphasizes the importance of caring for the elderly within the 

extended family (AL Omari, 2008; Donovan, 2013; Harb, 2016; Nydell, 2012). Marriage has great value 

in Arab culture and having children is seen as the goal of marriage (Gregg, 2005; Inhorn, 2012). If 

enough children are not born, it is a cause of sadness for the parents (Ajami et al., 2016; Sharifzadeh, 

2011). Women aim to be mothers, and men aim to be fathers of several children, as having children 

gives parents social value (Al-Krenawi & Jackson, 2014). Marriage in Arab families is not only a 

relationship between two people, but also a relationship between two families, and therefore the 

extended family plays an important role in the lives of the spouses as it contributes to providing 

guidance and assistance in solving marital problems and providing financial as well as emotional 

assistance (Reid Ahmad & 2008; Chapman & Bennett Cattaneo, 2013).  

Arab culture is different from Western culture in how roles are distributed in the family, as the father 

in Arab culture is responsible for covering the financial expenses of the family through his employment 

(Ajrouch et al., 2016; Stephan & Aprahamian, 2016). He is the symbol of authority, as he disciplines 

children when they make mistakes. The mothers are responsible for caring for children and taking care 

of family management, which includes cleaning and cooking. The extended Arab family helps the 

mother take care of the children while she is carrying out the daily chores of the home (Ajrouch et al., 

2016; Sharifzadeh, 2011). 

2.5.4 Child rearing  

As noted earlier, the aim of marriage in Arab culture is to have children, as children receive great 

attention in Arab culture. The mother plays the biggest role in caring for and raising children as well 

as meeting their daily needs. Thus, in the case of Arab immigrants, the mother bears the burden of 

care and education in the absence of extended family support, which can be a source of great stress 

on the Arab mother (Ajami et al., 2016; Ajrouch et al., 2016; Sharifzadeh, 2011).  

Beitin & Aprahamian (2014) write “in Arab culture, a child’s identity is gleaned from the parent-child 

relationship. The interactions between and among members of the family vastly influences the 

children’s identities'' (p. 31). Arab values are instilled in children from the first years of their lives 

through the process of socialization, which emphasizes the importance of belonging to the family and 

tribal identity. The identity of the individual is confirmed through his or her belonging to the family. 

Children also learn male and female identities, which is an essential element in Arab social education 

based on the separation of male and female roles (Beitin & Aprahamian, 2014). Most Arab families 

focus on the father’s roles, which bears the burden of family security and safety. As for women, they 

learn to feel responsible towards the family and that any wrong behaviour on their part affects the 

family's reputation (Ajrouch et al., 2016).  

Arab culture differs from Western culture in the nature of the relationship between parents and 

children. Western culture focuses on the importance of raising a child to be independent and self-
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reliant.  An eighteen-year-old can leave home and start their new life (Hanson, 2014). Arab culture 

focuses on raising a child to understand the importance of parent’s role and on the importance of 

caring for their elderly parents. Children live in their parents' home until they get married, and often 

the young man stays in his family’s home even after his marriage and having children. Children do not 

have the right to participate in family decisions, as the decision-making authority belongs to the 

parents, who determine what is appropriate and not appropriate for their children. Also, children learn 

the importance of absolute obedience to the parents. Individualism in Arab culture is seen as selfish. 

Arab parents prefer raising their children as interconnected individuals who are not independent of 

the family (Ajami et al., 2016; Sharifzadeh, 2011).   

 

2.6 Theories underpinning best practice with ASD. 

2.6.1 Overview 

There is no cure yet for ASD, and there is no single treatment approach that fits all conditions (National 

Institute of Health, 2021; The National Autism Centre, 2011; Mayo Foundation for Medical Education 

and Research, 2021). Currently, there is no single effective treatment for all cases of ASD. However, 

there are many therapeutic interventions, and the goal of multiple therapeutic interventions is to 

increase the child's ability to improve performance as much as possible by reducing ASD symptoms 

and providing an environment that supports learning and growth (National institute of Health, 2021). 

The National Autism Centre (2011) states that: 

The overwhelming majority of these interventions were developed in the behavioural 

field. Importantly, several interventions were also influenced by fields such as special 

education and developmental psychology. In addition, biomedical treatments have 

been identified that address some of the challenging symptoms that are often 

associated with ASD (p. 54).      

2.6.2 Behavioural approaches 

This section uses the US National Institute of Health (2021) framework of treatment types as an 

international model, because a similar framework is used by Ministry of Health (2020) in New Zealand. 

The National Institute of Health (2021) reports on several treatments for ASD, including behaviour 

management therapy for ASD. This is the most popular from of treatment of ASD and aims to reinforce 

positive behaviours and reduce unwanted behaviours. This form provides caregivers with suggestions 

of what to do before, during, and after challenging behaviours. Behavioural therapy is based on the 

theory of Applied Behaviour Analysis (ABA).  

There are several types of ABA used to deal with behavioural problems of ASD, which include Positive 

Behaviour and Support (PBS), a general form of ABA, which identifies why the child has a particular 

behavioural problem and teaches skills and makes changes in the environment that help develop the 

child's behaviour in a positive way.  A more specific form of ABA is Discrete Trial Teaching (DTT). Downs 

& Downs (2013) explained that “DTT is a specific type of teacher-directed instruction that utilizes 

simple instructional cues, prompting, positive reinforcement, and a continuous formative assessment 

to shape behaviour and improve children's learning” (p.236). 

 Other ABA approaches place more emphasis on teaching children in more natural settings. For 

example, Early Intensive Behavioural Intervention (EIBI) asks for training to begin as soon possible after 

diagnosis of ASD, typically in the home or at pre-school. Pivotal Response Training (PRT – Koegel et al., 

1987) aims to raise the level of motivation of the Autism Spectrum Disorder child and help develop 
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communication skills, through training that includes “frequent task variation, allowing child's choice 

of activities, interspersing maintenance tasks, and using natural consequences” (p.125)   

The National Institute of Health (2021) also identified several therapies which have their roots in 

behavioural approaches. For example, early intervention includes EIBI as above, but also includes 

many other therapies such as physical therapy, hearing impairment services, family training, nutrition 

services and speech therapy. Early intervention aims to help children acquire the basic skills that would 

normally be available to children in the first two years of their life such as communication skills, 

cognitive skills, social skills, emotional skills, and physical skills, and thus be better prepared for the 

future.  

Cognitive Behaviour Therapy for ASD (CBT) also draws upon behavioural roots and focuses on the 

relationship between thoughts, behaviours, and feelings to help children and adults with ASD to deal 

with feelings of anxiety (Solish et al., 2020), recognize emotions, and manage with different social 

situations. The person with ASD is taught how to change ideas that lead to problems in behaviour or 

feelings in specific situations. CBT social skills training teaches Autism Spectrum Disorder children how 

to interact with others using behavioural approaches as Myles and Simpson (2001) explain: 

A greeting... is a social skill that is thought to be simple. However, further analysis 

shows this skill, which most take for granted, to be extremely complex. How a child 

greets a friend in the classroom differs from the type of greeting that would be used 

if the two met at the local mall. The greeting used the first time the child sees a friend 

differs from the greeting exchanged when they see each other 30 minutes later. 

Further, words and actions for greetings differ, depending on whether the child is 

greeting a teacher or a peer... greetings are complex, as are most social skills (p.279). 

 

Researchers in the United Kingdom have developed an animation series, The Transporters which aims 

to teach pre-school Autism Spectrum Disorder children to read different facial emotions, while other 

children who can use the computer are taught through “Mind Reading: The Interactive Guide to 

Emotions” (Baron-Cohen, et al., 2004). There are many social skills training programmes that include 

coping with teasing, showing good host behaviour during play dates, managing conversation and being 

a good sport. 

2.6.3 Location and domain- based approaches. 

Educational and school-based therapies are offered in pre-school and primary and secondary schools 

(National Institute of Health, 2021). The Mayo Foundation for Medical Education and Research (2021) 

reports on the importance of educational treatments. Educational programmes train a variety of skills 

such as communication skills, social skills, and behavioural management, covering arrange of 

therapeutic approaches.  Autism Spectrum Disorder children usually respond well to structured 

educational programmes. Collaboration of approaches and interventions between home and school 

will help develop the Autism Spectrum Disorder child and address the child's changing needs over 

time.  

The National Institute of Health (2021) also refers to therapies which focus on particular areas of 

behaviour. Speech-language therapy aims to help Autism Spectrum Disorder children to improve 

communication and interaction skills with others. There are two types of communication approaches 

which are verbal and nonverbal.  Verbal communication is done by correcting the pronunciation of 

names and things, using words with sentences to better express feelings and emotions and improving 

the rhythm of speech. Sign language and the use of picture symbols for communication are used to 

support non-speaking children.  Occupational Therapy helps people with ASD accomplish the task of 
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daily life (such as how to eat, change clothes and how to dress), increase their abilities, and develop 

their interests.   

Other therapeutic approaches described the National Institute of Health (2021) summary includes 

medication and nutrition approaches and parent-mediated approaches. Even though medications and 

nutrition are both very widely used, the evidence that supports their effectiveness is weak (Mayo 

Foundation for Medical Education and Research, 2021). However, the National Institute of Health 

(2021) identifies some medications may help treat or alleviate some of the behavioural symptoms 

associated with ASD, for example, reducing aggression, self-harm, hyperactivity and the symptoms of 

depression or anxiety.  

While specific diets for the relief of autistic symptoms, such as gluten-free diets, have not been proven 

effective, there are serious dietary concerns that need to be addressed. Some Autism Spectrum 

Disorder children may refuse to eat some foods because of stomach pain or are overly sensitive to the 

feel and taste of food in their mouth. Autism Spectrum Disorder children have more digestive 

problems such as vomiting and constipation than children without ASD (Chaidez, et al., 2014) and 

research reveals that Autism Spectrum Disorder children have weak bones (Hediger et.al, 2008). 

Therefore, it may be necessary for the parents and caregivers of an Autism Spectrum Disorder child 

to consult a nutritionist to develop a diet programme that contains all the nutrients necessary for a 

healthy growth. 

The National Institute of Health (2021) described Joint attention therapy research as showing that 

people with ASD have clear difficulties in joint attention with others, which is the inability to focus on 

looking or interest in a certain topic with another person. For example, when the finger is used in 

pointing, the person with ASD is unable to see what the person means.  Joint attention is important in 

learning language and communicating with others.  

2.6.4 Other therapeutic approaches 

The National Institute of Health (2021) summary of therapeutic support to parents is limited to a 

discussion of parent-mediated therapy in which the parent, with training, takes on the role of 

therapist. This therapeutic approach increases opportunities for training the Autism Spectrum 

Disorder child at school or at home. There are many activities that can be trained by parents, such as 

behavioural management, social, communication and joint attention skills therapy.  

There are two major areas of treatment that are not covered above. These are therapies based on 

theory of mind and the theory of social inclusion.  According to Premack & Woodruff (1978), the theory 

of mind (ToM) is a concept within the field of social cognition that examines the extent of a person's 

mental ability (intentions, beliefs, desires) to understand and separate themselves from broadly held 

perceptions about how people think. Theory of mind operates through the formation of hypotheses 

or expectations of automatic predictions which allow rapid social communication and interaction.  

Rosello, et al. (2020) explained that Autism Spectrum Disorder children have obvious difficulties in 

understanding and interpreting other people's behaviours. Baron-Cohen et. (1985) argue that Autism 

Spectrum Disorder children have difficulty understanding the emotional states and patterns of 

thought of others. Dorsey, et al. (2017) reported that: 

the typically innate ability to form a theory of mind about other people is an 

important part of what makes humans social creatures, able to function in a shared 

culture. Some scientists even believe that language only evolved because of our 

ability to construct a theory of mind. All these capabilities, notably, are the same ones 

that individuals with ASD have the most difficulty with. They are late to develop 
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speech and communication skills, unlikely to exhibit empathy, and often unable to 

even play games with others. Their social skills often remain stunted or non-existent 

through most of their lives (para.11). 

 

Although the link between theory of mind ToM and ASD did not result in a straightforward practical 

treatment, this association produced some basic strategies for applied behaviour analysis (ABA) for 

dealing with problems related to communication and social behaviours. Even though it is not possible 

for people with ASD to have a theory of mind construction the way most people do, they may be able, 

through learning, to simulate certain constructions (Dorsey, et al., 2017). 

The theory of social inclusion draws from the social model used in disability practice, initially with focus 

in physical disability. Mike Oliver (2013) the originator of social model of disability stated that:  

The idea behind the social model of disability stemmed from the Fundamental 

Principles of Disability document first published in the mid-1970s (UPIAS 1976), 

which argued that we were not disabled by our impairments but by the disabling 

barriers we faced in society (para.1). 

 

ASD Europe (2020), addressing social inclusion, pointed out that “social inclusion means having access 

to education, health care and services, as well as living in a society where other people make an effort 

to understand and include people who are different” (para. 5). The main challenge of access is not 

physical but social. Thus “people with ASD are often excluded in social settings where they struggle 

with interactions with other people” (para. 2). The argument for social inclusion is that when Autism 

Spectrum Disorder children are included with appropriate support in a wide range of social situations 

their communication and social skills will improve because, in part, others will adapt to the skills that 

Autism Spectrum Disorder children bring.    

 

2.7 Evidence of effectiveness of treatment 

2.7.1 Introduction 

In this section, the evidence on the effectiveness of the above approaches will be discussed. ASD has 

no cure, and ASD self-advocates state “we shouldn’t try to cure or get rid of autism” (Autism Self 

Advocacy Network, 2021, para 3). However, there is much debate about the effectiveness of 

behavioural and cognitive interventions (including theory of mind approaches), pharmacological, 

dietary therapy, speech, and language approaches, educational and parent led approaches, 

occupational therapy, physical therapy, and the value of social inclusion (National Institute of Health, 

2021). Politte, et al. (2015) explained that treatment should focus on the individual challenges of each 

Autism Spectrum Disorder child and the special needs of each developmental stage. In early 

childhood, it is important to focus on language achievement, joint attention, play skills and 

communication strategies through education and behavioural interventions, especially Applied 

Behavioural Analysis (ABA). In middle childhood and adolescence, the focus is on continuing with the 

achievement of skills, but in addition to striving to develop social skills, relationships with peers, and 

support for academic weaknesses. Most ASD treatments focus on reducing the main challenging 

features associated with ASD, increasing the quality of life, and helping self-reliance in daily life 

(Bennett, 2017).  
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2.7.2 The effectiveness of behavioural therapy in early intervention 

Eldevik, et al., (2009) conducted a meta-analysis of 34 early intervention studies of Autism Spectrum 

Disorder children of which 9 studies met the criteria for randomised controlled trial (RCT) (n=28) or 

quasi-experimental design (n=237). They found that “EIBI was associated with a large positive effect 

on full scale IQ … and a moderate positive effect on adaptive behaviour.” (Para. 10). A later Cochrane 

review (Reichow et al., 2018) of a similar scope concludes that there is only: 

 weak evidence that children receiving the EIBI treatment performed better than 

children in the comparison groups after about two years of treatment on scales of 

adaptive behavior, intelligence tests, expressive language (spoken language), and 

receptive language (the ability to understand what is said). Differences were not 

found for the severity of ASD symptoms or a child's problem behavior” (para. 10).  

However, Virués-Ortega (2010) conducted a meta-analysis that included studies that lasted for more 

five years. His results suggested that “long-term, comprehensive ABA intervention leads to (positive) 

medium to large effects” (para.1) with language showing the strongest improvement followed by 

acquisition of daily living skills and social functioning, but with little change in intellectual functioning. 

Nahmias et al. (2019) confirm these findings for studies which include “behaviorally based early 

intervention and/[or] naturalistic developmental behavioral interventions”. However, Nahmias et al. 

(2019) feel that “these studies do not speak to probable outcomes in care received outside of research 

studies [done in university or hospital settings]” (p. 5), that is to say community settings.  

Over time behavioural interventions have shifted from discrete trial training to developmentally based 

interventions in naturalistic settings. In a 2020 meta-analysis Freitag et al. found that: 

improvement of core ASD symptoms regarding social communication was observed 

for low-intensive training of parental synchrony and child's reciprocity as well as for 

low-intensive comprehensive developmental interventions implementing natural-

learning paradigms. High-frequency discrete trial interventions did not improve social 

communication (p. 224).   

Despite some less than enthusiastic results, the Children's Hospital of Philadelphia (Bennett, 2017) 

claims 

 If there is one clear take-away from two decades worth of ASD research, it is this: 

early diagnosis of Autism Spectrum Disorder (ASD) coupled with prompt, evidence-

based and effective intervention will result in the best possible prognosis for the child 

(para,1).  

The National Institute of Health (2021) and Zwaigenbaum (2015) agree “the sooner a child gets help, 

the greater the chance for learning and progress. In fact, recent guidelines suggest starting an 

integrated developmental and behavioural intervention as soon as ASD is diagnosed or seriously 

suspected” (para, 2).  

2.7.2 The effectiveness of cognitive behaviour therapy 

Ung, et al., (2015), using a meta-analysis, demonstrated the effectiveness of cognitive behaviour 

therapy CBT in reducing anxiety in high-functioning adolescents with ASD. Fletcher-Watson & 

McConachie (2014) conducted a systematic review of the Theory of Mind (ToM) cognitive approach 

and concluded that there is little evidence that taught ToM skills are maintained or generalised. 

Fletcher-Watson & McConachie (2014) state “we cannot be confident that suggestions of positive 

effects will be sustained as high-quality evidence accumulates” (p. 1). 

https://www.chop.edu/conditions-diseases/autism-spectrum-disorder
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2.7.5 The effectiveness of pharmacological therapy and nutrition and diet 

Zhou, et al. (2021) conducted a meta-analysis about the effect of pharmacological treatment on 

restricted and repetitive behaviours (RRB) in ASD. The outcome was that in “64 randomized, placebo-

controlled trials involving 3,499 participants with ASD, antipsychotics significantly improved RRB 

outcomes compared to placebo … demonstrating a small effect size”. While there was evidence of 

“larger significant positive effects on RRB in ASD … in individual studies with fluvoxamine, buspirone, 

bumetanide, divalproex, guanfacine, and folinic acid … these have not been replicated” (p. 35). 

Zhu, et al. also reported that “other frequently studied pharmacological treatments in ASD including 

oxytocin, omega-3 fatty acids, selective serotonin reuptake inhibitors (SSRI), and methylphenidate did 

not demonstrate significant benefit in reducing RRB compared to placebo” (para. 2). Yu & Chaulagain 

et al. (2020) confirm in their meta-analysis study, that there is little support for the use of routine 

drugs to improve behaviours, such as repetition and restriction, associated with ASD.  

Regarding dietary interventions, Fraguas et al. (2019) concluded from their meta-analysis (27 double-

blind, randomized clinical trials) about dietary intervention (including omega-3, vitamin 

supplementation) for Autism Spectrum Disorder, that dietary interventions for ASD “were more 

efficacious than the placebo at improving several symptoms, functions, and clinical domains. Effect 

sizes were small.” (p.1). With general dietary guidelines Cekici and Sanlier’s (2019) review of 12 studies 

suggests that the “consumption of sugar, additives, pesticides, genetically modified organisms, 

inorganic processed foods, and hard-to-digest starches may aggravate symptoms” (p. 1).  However, 

the study also found that in individuals with ASD, “gluten-free/casein-free and ketogenic diets, camel 

milk, curcumin, probiotics, and fermentable foods can play a role in alleviating ASD symptoms” 

(p.145). These findings are similar to what might be expected for ordinary children – good diets 

promote better health. 

2.7.6 The effectiveness of domain-based therapies – life skills, language, and communication.  

Programmes which focus on specific domains will struggle unless they are properly integrated with 

programmes that cover the whole of child development. For example, The Picture Exchange 

Communication System (PECS) is frequently used by young Autism Spectrum Disorder children. 

Flippin, et al. (2010) ran a meta-analysis on the effectiveness of PECS in improving the communication 

and speech outcomes for Autism Spectrum Disorder children. The results showed that there was a 

slight to moderate improvement in communication among the Autism Spectrum Disorder children 

after training on this programme (PECS), but no improvement in children's speech. In addition to this 

result, Flippin, et al. (2010) reported that “concerns about maintenance and generalization are 

identified” (para.4).  

Domain-based programmes are usually incorporated into programmes like Early Intervention, the 

Incredible Years parenting programme and the Treatment and Education of Autistic and Related 

Communication Handicapped Children (TEACCH, Mesibov, 2004) programme, all of which need to be 

taught and supported in naturalistic settings. Panerai and his colleagues (2009) conducted a 

study over 3 years that compared the effectiveness of three different educational approaches for 

Autism Spectrum Disorder children and intellectual disabilities. The second approach was the TEACCH 

programme for ASD, a whole-of-life programme which “looks at the skills and strengths children 

already have and aims to build on these to promote development” (Rising children network- Australia, 

para. 1) and “is considered an emerging practice for ASD” (Virues-Ortiga, st al.. 2013, para. 1). TEEACH 

is done in mainstream schools and at home and after the parents have completed a training 

programme. The outcome showed “effectiveness of TEACCH appeared to be confirmed, showing 

positive outcomes in the natural setting, and revealing its inclusive value” (para. 1). 
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2.7.4 Parent training programmes 

An example of parent mediated therapy is the Incredible Years Autism Spectrum Disorder and 

Language Delays programme (Webster-Stratton, 2011) to help families who have problems dealing 

with their Autism Spectrum Disorder child’s behaviours. This programme covers eight skills in 

behaviour management in addition to helping parents to manage anger and stress (Roberts & 

Pickering, 2010). This 14–16 session programme is offered to parents of young children (aged 2-5) on 

the ASD spectrum or with language delays to promote children’s emotional regulation, social 

competence, language skills, school readiness, and relationships with others (McAleese & Nesbitt, 

2018).   

Gardner et al. (2006) and Roberts & Pickering, (2010) suggest that conduct problems can be 

successfully addressed through cognitive behavioural parenting interventions, such as in Incredible 

Years. The Incredible Years training programme was evaluated on a group of families with Autism 

Spectrum Disorder children. Roberts & Pickering (2010) reported that “a service evaluation suggested 

positive changes within a 12-week period, particularly in parental mental health, but also in child 

behaviour” (para.1).  Matson et al. (2009) in an article that looks at parent training for Autism 

Spectrum Disorder children, make the point that most parent training is focused on early intervention 

and the use of behavioural techniques. They argue that there is a lack of parent training for parents 

of older children, that” booster” training is needed for these later years and that a lifelong approach 

to parenting would be "prudent”.  

 

2.7.3 Social inclusion 

McConkey, et al. (2020) examined the effectiveness and impact of social inclusion on Autism Spectrum 

Disorder children and their families in a project in Northern Ireland.  Prior to the project, several ASD 

specialists visited 100 families with an Autism Spectrum Disorder child over a period of twelve months 

and found “most children had difficulty in relating to other children, coping with change, awareness 

of dangers, and joining in community activities” (para.1). Likewise, most of the families also had issues 

that concerned them, such as with managing a child's behaviour, the child spending time with other 

siblings, and taking the child outside. The outcome of this inclusion project was that “quantitative and 

qualitative data showed improvements in the children’s social and communication skills, their 

personal safety, and participation in community activities” (para.1). These findings had a positive 

effect on the parents, which led to a decreased stress within the family, increased opportunity for the 

parents and the rest of the siblings to participate in activities with the Autism Spectrum Disorder child. 

“This project underscores the need for, and the success of family-based, post-diagnostic support to 

address the social isolation of Autism Spectrum Disorder children and their families” (para. 1).  

Gomez, et al. (2014) reported that the European model for social inclusion of Autism Spectrum 

Disorder children has made an important contribution in raising “awareness in different 

stakeholders- teachers, parents and public administrations – on the relevance of implementing 

this kind of practices [social inclusion in education] … and the development of effective strategies 

for the different contexts” (p. 3039). 

 

2.8 New Zealand context 

2.8.1 New Zealand Autism Spectrum Disorder Guideline 

The Ministry of Health’s 2016 New Zealand Autism Spectrum Disorder Guideline outlines many services 

for ASD in New Zealand which are generally similar to those outlined in the National Institute of Health 
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(2021) framework outlined in s2.6.  The Guideline contains information about diagnosis, evaluation, 

interventions, and services provided with the aim of improving health services and social education 

for people with ASD. The Guideline contributes to providing information on the best ways to help 

people with ASD and is based on an inclusion ideology that people with ASD are part of society and 

contribute to building it.  

The New Zealand Autism Spectrum Disorder Guideline sets out key points for health professionals, 

such as the importance of early diagnosis and intervention. The Guideline advises that when parents 

feel anxious about their child's development, this must be taken seriously, and information sought 

from a variety of sources. Having a multidisciplinary approach is best using wide range of evaluative 

tools. Parents need to understand that in the treatment of ASD there is no single approach that will 

lead to a dramatic cure.  

According to the Ministry of Education (2017) the Ministry contributes to providing special services 

for people with ASD. Its vision is based on the view set out in the Guideline above that there is no 

single approach or solution that meets all the educational needs of Autism Spectrum Disorder 

children, but that education must choose multiple approaches that fit the needs of each Autism 

Spectrum Disorder child in addition that educational strategies should include home, early childhood, 

school, and the community. However, when considering the venue for education the Guideline 

asserts that the principle of the ‘least restrictive environment’ should be used and Autism Spectrum 

Disorder children placed in an environment “as close to a regular school setting as possible” (p. 136) 

The Ministry of Education (2017)_emphasises that Autism Spectrum Disorder child must be supported 

in achieving the goals of therapy. This is done through concerted efforts between home, school, and 

the local community. This is a shared responsibility between families, early childhood education, 

schools, and education support services. It also involves the local children, parents, and teachers as 

teaching Autism Spectrum Disorder children separately from others is not the best way to create social 

inclusion. Consequently, educational strategies focus on participation and development, and careful 

planning of transitions before moving the child to another learning environment.  The Ministry of 

Education (2017) states that: 

 Typically, family and whānau are key people in the lives of the person with ASD. Their 

additional needs for support must be considered to ensure that they, too, enjoy social 

inclusion to the degree that other community members take for granted (p. 58). 

2.8.2 Therapeutic approaches 

The New Zealand Guidelines support the National Institute of Health (2021) framework. The NZ 

guidelines have an extensive lit review which it supports the use of ABA and early intervention at much 

the same level as the NIH guidelines. Their extensive section on medication and pharmacological 

approaches suggests these treatments are not validated as treatments which improve learning, but 

rather as treatments for challenging behaviours or help with other issues of ASD such as 

gastrointestinal problems. The evidence for cognitive approaches is seen as relatively weak and for 

dietary approaches, poor. There is mention of social inclusion as a necessary part of support and 

treatment for Autism Spectrum Disorder children. This appears in three recommendations relating to 

the need for leisure and broad social support. In the education area there is weak support for 

individual planning. It does not support theory of mind. There are many recommendations around 

training of professionals particularly supporting professionals like teachers and community support 

workers. There is strong support for parent education. 
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Ministry of Education New Zealand (2019) promotes a social wellbeing initiative that focuses on 
teaching and supporting adults (caregivers and whānau, teachers/kaiako) on how to support Autism 
Spectrum Disorder children. The centre of this initiative is Incredible Years Autism Spectrum Disorder 
and Language Delays programme (IYA - Webster-Stratton et al. 2018). This program includes 14 
parenting sessions under the name of “The incredible Years ASD” and another 6 teacher sessions 
under the name of “The incredible Years helping children with ASD”. It aims to help both parents and 
teachers deal with language delay and behavioural issues. This programme has been in operation in 
New Zealand since 2010, currently available in eight regions in New Zealand (Auckland, Tauranga, 
Hawke’s Bay, Taranaki, Wellington, Nelson, Christchurch, Invercargill).  

The Ministry of Education (2017) summarized that parent education should: 

• be ongoing, for individual needs change according to the child’s age and circumstances. 

• take a variety of forms (e.g., face-to-face, distance, video and online) 

• take into consideration family needs, such as work commitments and access to respite care. 

• include shared professional learning and development with professionals in the field to lead 

to a common understanding of needs access to individual plans. 

• take into consideration the needs of rural families and whānau (i.e., distance education) 

• consider cultural issues such as differing perceptions and management of disability and the 

impact of ASD on children’s cultural development. 

• where possible, be available in the language of the participant family.  

• include services for siblings and other family members. 

 

The New Zealand Ministry of Health provides many services for people with ASD to help them with 

daily life and integrate with the larger community. These services are as follows: 

• ASD-specific Disability Information and Advisory Services (DIAS) 

• ASD parent education (ASD Plus, TIPS for ASD, Growing up with ASD) 

• ASD Communication and Behaviour Support 

• ASD Developmental Coordination (Ministry of Health, 2018, para, 3) 

 

2.8.3 Support services 

There are a range of non-government support services that are focused on ASD. The oldest, 

Autism New Zealand, established more than 50 years ago, provides an Outreach Service providing 

support and information and more than 60 educational courses through 16 branches in New Zealand 

(Autism New Zealand, 2021) Its programme for parents are three “externally evaluated” (para 1) 

programmes that parents can access - Framework for Autism in New Zealand, Way to Play and 

EarlySteps  - with this last one being delivered to individual families in the context of a programme 

plan. Their vision is “is to empower the autistic and wider autism communities”. A very large national 

health provider, Healthcare New Zealand (2021) also runs parent training programmes - Exploring 

Autism (0-9 Years) and Teen Life (10 – 15 Years) – and Targeted Parent Support (0-18 years) is a limited 

on-line parent support programme. 

 

The Children’s Autism Foundation, a small organisation, runs support services, playgroups and chat 

lines in Auckland and Northland to families of Autism Spectrum Disorder children (Children's Autism 

Foundation, 2021). Altogether ASD (altogether ASD, 2020) is a national organization that provides 

Professional Development Workshops, information services and chat groups, many of which are run 

by Autistic People. It has a strong focus on promoting positive stories of ASD and social inclusion.  

Assistance Dogs New Zealand Trust (ADNZT) provides trained dogs to clients with disabilities, 90% of 

whom are Autism Spectrum Disorder children all under the age of twelve (Assistance Dogs New 
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Zealand Trust, 2020). Their website has many stories of the calming qualities of these dogs which 

increase the independence and sociability of the children they belong to.  

 

Parents of ASD children need access to a wide range of services. Needs Assessment and Service 

Coordination services (NASC) are contracted by the Ministry of Health and District Health Boards to 

serve people with disabilities such as Autism Spectrum Disorder children. The NASC team, through 

discussions with the family, determine the capabilities, resources, goals, and needs of the family and 

the Autism Spectrum Disorder child, after which the team sets priorities and informs the family about 

the available services that are commensurate with their needs that NASC can fund (Needs Assessment 

Coordination services, 2016). These services include help at home (housework), personal assistance 

with care (such as shower, feeding), assistance in independent living and respite care. NASC contracts 

the client annually or as needed. The Ministry of Health 2016 New Zealand Autism Spectrum Disorder 

Guideline recommend 60–100 hours of early intervention per month, makes recommendations on the 

importance of coordination of services and encourages NASCs to provide flexible and extensive 

services including:   

“Planned respite, a range of planned short-term breaks, parent education and 

empowerment, home-based support, financial support, behavioural intervention, 

substitute care and transition services to adulthood. Families of younger children 

especially need access to services and supports during school holidays” (p. 78). 

In Bevan-Brown’s 2004 review of services for Māori parents of Autism Spectrum Disorder children, 

described several services, strategies, and people that were useful, and they also identified several of 

the issues they face which are delays in diagnosis, a general lack of information, funding, services, and 

qualified staff.  As well as the difficulty of accessing services, financial difficulties, there was confusion 

about assessment and pathways through the system. Suggestions to overcome these issues include 

better teaching, assessment, and diagnosis, and increasing the effectiveness of autism-specific and 

culturally appropriate services. 

Kasilingam et al’s, (2019) survey of parents' satisfaction with early intervention services in New 

Zealand painted a more optimistic picture but reported that few parents know of the range of services 

available for Autism Spectrum Disorder children, because parents have limited information about the 

volume of services provided in New Zealand.  

On average, children were reportedly receiving 8.7 hours of intervention per month 

and parents would like them to receive an additional 37 hours per month. The most 

common intervention that children were receiving was speech and language therapy. 

These findings suggest that parents would like a wider variety and more hours of 

educational early interventions than they are currently able to access (para.1). 

The largest chunk of additional hours wanted was for Intervention through a teacher/education 

support worker with over a third of parents wanting a median of 22 hours a week. 

New Zealand may have made considerable progress in the delivery of services to Autism Spectrum 

Disorder children and their families since the report of Hilary Stace (2011) defined the outcomes for 

children and families as being dependent on love and luck. However, Kasilingam et al, (2019) suggests 

that we have still a long way to go and given what we know about the challenges that migrants face, 

it may be that luck is not on their side.   
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2.9 Summary of the literature review 

In this chapter, a brief was presented about the definition of autism and the ratio of autistic children 

to the general population of New Zealand. Then, the causes of autism and the impact of stress on 

immigrant pregnant mothers were discussed.  It was pointed out several stresses that people from a 

refugee background face, whether in their home country such as wars or during the journey to reach 

the country of emigration, and finally, settle in the new country.  The number of Arab immigrants to 

New Zealand, the general income level, and the issues that Arab immigrants face, which are 

represented in culture, religion, social and financial needs, were also presented.  

 

In this review, the stress that parents are exposed to due to caring for an autistic child is 

highlighted.  As well as social stigma and its role in the social isolation experienced by the 

family.  Because this research targets Arabs residing in New Zealand, the Arab culture and its impact 

on accepting disability and the role of the religious aspect have also been addressed. 

 

Several therapies for the treatment of autism have been referred to, which focus on the behavioural, 

educational, medical aspects and the importance of social inclusion which has a positive impact on 

the autistic child with his family.  Finally, the therapeutic approaches and services used in New Zealand 

to support Autism Spectrum Disorder children, and their families were discussed, including the parent 

training programme, Incredible Years ASD.  The need better training of staff working with Autism 

Spectrum Disorder children, and greater parent support were noted.  
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Chapter Three: Method 
3.1 Methodology 

In this section I talk about the values and principles (the axiology) that underpins my research 

approach, after which I will introduce the key methodological approaches used in this research and 

explain the key method.  

3.1.1 Axiology - core values I bring to the research. 

Axiology can be defined as “the study of value or, more adequately, theory on the nature of value. In 

plain-English; what is good (or bad) in life and what do we find worthy” (Denn, 2018). Axiology is 

focused on values, morality, and ethics. All research is underpinned by a set of values, usually implicit, 

other than those meeting the ethical requirements for research in the part of the world in which the 

research is situated. New Zealand is privileged to have a powerful set of values (principles) created by 

Linda Tuhiwai Smith (2000) and drawn from Māori kaupapa to address ethical issues in research for 

Māori. These principles have had wide acceptance around the world as having a general application 

in indigenous research (Chilisa, 2012; Mertens, 2013; Brayboy et al, 2011) and it seems appropriate 

that they can be a template for a values framework for research with cultural minorities as well.  

In this research context, Abbas (2010) argues that it is important for the researcher to be Arab and 

Muslim and to be able to understand the cultural background of Muslim Arabs. He states that:  

As a Muslim researcher often conducting social research on other Muslims, there 

are, moreover, fundamental tenets of the religion of Islam that would need to be 

upheld in both the private and public spheres. This includes observance of certain 

norms and actions in relation to gender in particular. ……Muslims would conceivably 

be more likely to give consistent or “authentic” accounts, particularly where there is 

balance between the ethnicity and/or religion of the researcher and the researched 

(p, 126). 

I could not find an equivalent sets of principles for research with Arab communities and so I drew upon 

the principles or values of kaupapa Māori that seem most useful for my research are as follows.  

• “Tino Rangatiratanga - The Principle of Self-determination - the goal of allowing Māori to control 

their own culture, aspirations and destiny” (Smith, 2000, p. 234). My research will be with an Arab 

minority who lives in New Zealand, which has its own identity, culture and aspirations, and has 

the right to preserve its cultural identity. Consideration must be given to how this is respected 

within the research process. 

• “Whānau - The Principle of Extended Family Structure'' (Smith, 2000, p. 234). This principle refers 

to family support structure and its inbuilt responsibilities and supports. In my study I will be 

sensitive the difficulties facing the Arab family with an ASD child living in New Zealand without the 

support of their extended family. Through the internet it is possible that participants in this 

research will maintain a strong connection with their extended family overseas which may need 

to be part of the research context. Also, the researcher will recognise the tribal affiliations that 

New Zealand Arabs have with each other.  

• Another important principle is “Ata - The Principle of Growing Respectful Relationships - the 

building and nurturing of relationships. Ata focuses on our relationships, negotiating boundaries” 

(Smith, 2000, p. 234). This principle is particularly important in my research work. It is critical that 

the researcher respects the participants and keeps them safe in the relationship, gives them 

choices about how the research is done, listens carefully, and demonstrate sensitivity to the 

participant’s cultural and spiritual practices e.g., using “salam alaikum” introduction. 
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• A final principle to reflect upon is “Tīkanga Maori - The Principle of Tikanga Māori “ (Smith, 2000, 

p. 234) This refers to “customary practises, obligations, and behaviours or the principles that 

govern social practice” (p. 237). This principle is important for me when conducting research 

because Arab societies are culturally diverse and have different customs and traditions from one 

society to another in dress, Islamic beliefs (e.g., Shia, Sunni) and other matters that I need to be 

aware of. 

 

From a tikanga perspective and with such a sensitive topic as ASD, it is vital that the researcher is 

aware of the cultural and religious contexts because the perception, acceptance and interpretation 

of autism may be influenced by these (Zhang & Bennett, 2003).   

 

3.1.2 Methodological approaches 

There are three parts to the methodology used in this research. Firstly, I take a phenomenological 

approach. This is embedded in narrative enquiry which is itself embedded in the methodology of case 

study. The phenomenological approach (Mason, 2002) is about the kind of relationship that the 

researcher has with the person being researched. In social practice research we are interested in the 

lived experience of the participant.  In other words, we want to see the world from their perspective.  

McAlpine (2016) describes narrative approach as being about giving the participant the opportunity 

to tell their story in their own way. This methodology is congruent with the tino rangatiratanga 

principle and with the phenomenological approach focusing on daily lived experience and challenges 

that face participants with autistic children. This approach is appropriate to the research that I intend 

to do, as it allows participants to describe their journey in dealing with the challenges, they face with 

an Autism Spectrum Disorder child and to express this more clearly in their own language and with 

their own cultural narratives (Lichtman, 2013). 

The third methodological approach is case study. Corner (2019) describes case studies as involving “in-

depth research into a given subject, to understand it’s functionality and successes. Mostly importantly: 

case studies are stories” (p. 2). Case studies can involve several different methods, for example, 

interviews with several different people (e.g., in this study, it could be the mother, father, older 

siblings), observations, family records, photos, stories from beyond the family.  Corner (2019) states 

the case study is not itself a research method, but researchers select specific methods to collect data. 

A key method used in my case studies is in-depth semi-structured narrative interviews.  

These qualitative approaches are most appropriate when you have a group that has not been 

researched in the area that you are exploring. Qualitative research seeks to understand participant 

experience, which is an important first stage to doing research that may be able to predict patterns of 

change in future research. Denzin & Lincoln (2011) and Glesne (2016) point out that a qualitative 

approach helps us understand the culture, perceptions, beliefs, and actions of research participants 

and recognize from the phenomena (lived experiences), the meanings participants make of the world. 

Alsayyari (2017) notes that “qualitative research is also suitable to study social phenomena (i.e., 

disability) and investigate subjects related to individual differences or issues of race, religion, gender, 

and class that cannot be measured and analysed through statistical techniques” (p. 42) which fits with 

my study aimed at understanding the experiences of Arab New Zealand families of Autism Spectrum 

Disorder children through their lived experience. Finally, a qualitative approach allows the researcher 

to see participants’ point of view from their own perspective and provides the opportunities to get a 
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deep understanding of the research subject and discover details related to the topic (Creswell, 2013; 

Glesne, 2016; Lichtman, 2013). 

3.2. Sampling 

The number of Arab immigrant families in New Zealand with autistic children who will be prepared to 

participate in this research and whose children meet the age criteria is likely to be small. There may 

be up to 150 Arab people who fit the criterion of ASD (Stats NZ, 2018) of which around one eighth (19) 

will be in the age band that will be set as a criterion for this research. I am looking for participants who 

have an Autism Spectrum Disorder child aged between 3 and 12. Because of the small numbers of 

potential participants, I decided to use a case study methodology and to recruit only four families. The 

families that I recruit will have a child with a diagnosis of ASD from a paediatrician or a psychologist. 

At least one year will have passed between diagnosis and recruitment. I want to have two age 

categories: a younger group and an older group - two of the families will have a child aged between 3 

and 7 and two will have a child aged between 8 and 12. This is a purposive sample (Patton, 1999) 

where the focus is on getting an in-depth picture of the lives of the participant families. It could be 

described as an intensity sample. Intensity samples allows “the researcher to select a small number of 

rich cases that provide in depth information and knowledge of a phenomenon of interest. Intensity 

sampling requires prior information and exploratory work to be able to identify intense examples” 

(Palinkas et al.,, 2014, p. 3). 

The 2018 census found that 61% of the Arab speaking population in NZ live in the Auckland region 

(Stats NZ, 2018). I am hoping that I will be able to recruit my participants from this region. If this is not 

possible then I would like to use Zoom Video Communication technology to engage with potential 

participants outside the Auckland region. The research project will be presented to the Arab 

community through informal networks such as social networks and Muslim gathering places (see 

appendix B).  

3.3 Data collection methods 

The case study components in this project are as follows (also see appendix B). 

1. Discuss with the parents the arrangements for the research - who is living in the home, who else 

might be a key person in the support of the Autism Spectrum Disorder child, who will be available 

for interviews? What access will the researcher have to family photos and key documents from 

health and education professionals, and will it be appropriate for the researcher to view the 

environment in which the Autism Spectrum Disorder child lives? This could be done by video as 

well as directly.  

2. Visit and/or take videos/photos to just get an impression of the limitations and adaptations of the 

family home. Keep a journal of key impressions, which helps to form a clear picture of the situation 

in which the family lives with their autistic child. 

3. Have face-to-face or Zoom semi-structured narrative interviews (recorded and transcribed) with 

father, mother, siblings, key relatives, or support people (carers/teachers/disability specialists) as 

appropriate. The interviews will follow the structure suggested by Davidson (2003) for narrative 

interviews which involves having a very small number of open questions moving from description 

to evaluation to solution and backed by prompts where necessary. There will be a maximum of 

four interviews with each family, face-to-face or via zoom, with the duration of the interview 

between 45 to 60 minutes. Below are the key questions and the participants to whom these 
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questions would be addressed (the full interview schedule – the questions and associated prompts 

- is in appendix B).  

a. What was the family's experience prior to and immediately after their child was 

diagnosed with ASD? Parents. 

b. What has been the family’s ongoing experience of living with a child with autistic 

spectrum disorder? Parents, family members support people. 

c. Looking back over the time from the point of diagnosis, what have been the best and 

worst aspects of caring for an Autism Spectrum Disorder child? Parents, some older 

family members. 

d. What needs to happen to better support families caring for an Autism Spectrum 

Disorder child? Parents, family members support people. 

e. Demographic questions that set the context for the research – age, culture. family 

structure, resources, other family challenges. 

 

4. Documentary information - family photos, health (confirmation of diagnosis), welfare (access to 

support services, benefits) and education records (school reports, programme plans) and 

responses. Journal key findings from the documentary information. 

 

3.4 Data Analysis 

The data analysis stage is one of the most important stages of research. In the analysis of data, the 

researcher will answer the key questions set for the study. The data (transcribed recordings of 

interviews, observations recorded in my journal, and the documentary materials) will be assembled 

into a single indexed and searchable word document. JPG files (photos) will be stored in a separate 

document. 

Thematic analysis can be defined as a "method for identifying, analysing, and reporting patterns 

(themes) within data. It minimally organises and describes your data in (rich) detail. However, 

frequently it goes further than this, and interprets various aspects of the research topic" (Braun & 

Clarke, 2006, p. 79). There are three different approaches to thematic analysis. The approach that is 

suitable for this research is " domain summaries".  

Braun & Clarke (2006) suggest there is a six-step framework for thematic analysis. I will use this 

framework for the analysis of themes as the follow: 

 1- Familiarisation with the data - transcribing the interviews and compiling a digital file that includes 

all the interviews and the notes that relates to the documentary information that I have collected.   

2- Coding - looking for sub-themes that you might expect to find from literature in the data plus 

other sub-themes that will emerge that relate (for example) to Arab culture and the New Zealand 

context. 

3- Searching for themes. Looking at the sub-themes and trying to construct themes that tie the sub-

themes together. 

 4- Reviewing themes - I will check the themes for consistency and coherence with my supervisor 

and two Arab cultural advisors (one from Saudi Arabia and one from Bahrain) that I am using as a 

small advisory group for the thesis (see Appendix A for more details).  

 5- Defining and naming themes. Once step 4 is completed, the many different expressions that 

contribute to the theme need to be organised in relation to each other into a continuum, an 
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opposition, a set of contrasts, a list of occurrences, etc., under a heading (name) that reflects their 

core meaning.    

 6- Writing up the themes in a way that honours, through transcript, the voices of the participants, 

and provides coherent and connected stories that represent the journey of the participants and their 

current context.  

3.5 Ethics 

The key ethical issues I am specifically addressing follow the Unitec Research Ethics Committee 

(UREC) Guidelines (Unitec, 2014). My application is presented in appendix A. 

Participation. All participants will agree to participate in the research voluntarily, without being placed 

under any pressure. All participants will be given information sheets containing all the information 

about the research project (see appendix D) and there will be also a consent forms signed by all family 

members involved agreeing to participate in the research as well as parents (see appendix E). This 

could include the siblings, grandparents or aunts and uncles of the Autism Spectrum Disorder child. 

Any child under the age of 18 who is a participant in the research must consent along with consent 

from their parents (see appendix F). Parents must also consent to any interviews with the other adults 

in the project being undertaken. 

 

Respecting privacy. Participants will be assured that all information will be used only for research 

purposes and there is no information in the research report that will indicate the identity of the 

participants. It is also important to note that the number of Arab families with an Autism Spectrum 

Disorder child may be very few and thus more easily identifiable in New Zealand. Therefore, it is 

necessary not to mention any contextual information that might identify these participating families. 

Participants will also be assured that sensitive information will not be revealed in the interview to 

other people in the family where they do not wish this to be disclosed. This means that, when the data 

transcripts are completed, every member of the family only has the right to see and alter copies of 

the transcripts of interview data that was conducted with them. All participants will have the right to 

see and alter the case summary that relates to their family.  

 

Avoiding physical and emotional damage. All participants will be informed of questions that will be 

asked to them, so that all participants feel comfortable and there is no stress because of their 

participation in the research. It is also important to be aware of matters that may cause distress for 

the participants, for example, talking about the parent’s reaction to the knowledge that their child has 

a long-term disorder and may need lifelong care. As a social worker working for five years with parents 

of Autism Spectrum Disorder children in Saudi Arabia, I am aware of the need for parents to tell their 

story and talk about the distress that they have felt and still may feel. My experience of working with 

parents of Autism Spectrum Disorder children will allow the essential parts of their story to be told 

without undue distress. If I felt that there was a risk of re-traumatising the participants, I would pause 

the interview, give time for things to stabilize and check whether it was appropriate to continue. It is 

important to inform participants about the available support services (see appendix E) that are 

compatible with their culture should they feel unduly distressed by elements of the research.  

 

Having cultural and social sensitivity to Arab culture. For example, I will avoid being judgemental about 

cultural gender roles and cultural understandings related to disability.  In this matter I will be advised 

by my two Arab cultural advisors.  
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Chapter 4: Analysis of Data 
 

4.1 Overview of the participant families 

Four families were successfully recruited for the research. I have given the family clusters 

pseudonyms. Table 4.1 shows key demographic details of the four families in the research. Three of 

the families are people from a refugee background coming to New Zealand, from Iraq and Iran and 

the period of their lives in New Zealand ranges from 9 to 18 years. Only one family among the 

participants are migrants (from Syria). As a result of the political instability and wars in Arab countries, 

these families emigrated to New Zealand in search of a better, safer, and more stable life. All 

participants are Muslim and speak Arabic. 

Three of the participating families reside in Auckland and one family lives outside Auckland. The 

Auckland interviews were all face to face, but the interviews outside Auckland were done through the 

Zoom platform. Most Arab immigrants prefer to live in Auckland because it is the city in which the 

largest concentration of Muslims which makes it easier for them to engage in their religious practices 

due to the availability of religious centres and mosques and shops that sell halal food. 

Most of the people from a refugee background face the difficulty of finding a job in New Zealand. 

Reasons for this include the lack of recognition of qualifications so, although three of the families have 

a university degree or diploma, they are not working. Also, despite the families being in New Zealand 

for a decade or more, their fluency in English is only low to medium. We might expect that after living 

a decade in New Zealand that the parent’s English proficiency would be higher, however, parents with 

an Autism Spectrum Disorder child find themselves in a vicious circle where the demands of parenting 

prevent access to employment opportunities which in turn results in a lack of work experience and 

thus access to work becomes increasingly difficult the longer they are in New Zealand. The lack of 

work experience is just one aspect of experience that contributes to their language challenges.  

For three of the participating families their income is from work and income New Zealand (WINZ). Two 

families receive the Unemployment Benefit, a third family because she is a sole parent receives the 

Sole Parent Support allowance. These three families also receive the Working for Families allowance 

from Inland Revenue, with each child under 18 receiving $80 weekly. The fourth family has their own 

business and is not eligible for the Working for Families allowance but receives the Child Disability 

Allowance of $45 weekly, as do the other three families.   

Each family has between three and five children. The challenge increases for all these families because 

they all have a second child who needs special care, whether due to delayed development or physical 

illness. Three are nuclear families as they have no relatives in this country. One family has relatives in 

New Zealand, but these require support as the grandparents are elderly and are supporting an adult 

child with mental illness. 

Seventeen people from four family clusters were interviewed for the research. The mother was 

interviewed in all four families. In two families the father was also interviewed but was not available 

for the sole parent family and did not want to be interviewed in the fourth family. Of the family 

members, two daughters and one son were interviewed.  Only one family had relatives in New Zealand 

and only the grandfather was interviewed.  For one family a close family friend was interviewed. All 

participants have community coordinator support to help the family to access services for ASD, and 

these were interviewed, except for the family who lives outside Auckland. All families have carer 

support, three of them speak English and one is also Arabic speaker - three of these were available for  
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interview.  Despite the enormous stresses that families with Autism Spectrum Disorder children are 

typically under and consequently, the need of parents for counselling support, none of the 

participating families accessed a counselling service. 

 

Table 4.1 Demographic features of focus families in the study 

 Al-Saleem family Al-Moemen family Al-Hajee family  Al-Habeeb family  

Refugee background\ 

migrant 

Refugee 

background 

Migrant Refugee 

background 

Refugee background 

Nationality Iraq Syria Iran Iraq 

Language Arabic - low level 

of English  

Arabic - medium 

level of English 

Arabic - low level 

of English  

Arabic - low level of 

English  

Religion Muslim Muslim Muslim Muslim 

Income\benefit Child Disability 

Allowance 

Unemployment 

Benefit, Working 

for Families 

Child Disability 

Allowance 

Self employed  

Child Disability 

Allowance 

Unemployment 

Benefit, Working 

for Families 

Child Disability 

Allowance, Sole 

Parent Support 

Working for Families 

Age (M=mother, 

F=father) 

M=30’s F=40’s M=40’s F=50’s M=40’s F=40’s M=30’s F=40’s 

Education (mother 

first) 

Degree / diploma  Intermediate/high 

school 

Primary school/ 

primary school 

High school/degree 

Employment Both unemployed Housewife/ Self-

employed 

Both 

unemployed 

Unemployed 

Number of children 4 5 3 3 

Age range 4-9 4-22 6-18  6-11 

Other significant 

health problem in the 

family 

major 

developmental 

delay 

Haemophilia 

diabetes 

major 

developmental 

delay 

diabetes 

ASD 

Relatives/friend 

interviewed 

grandfather/ 

friend 

none none none 

Carer role (no 

qualifications) and 

language  

Carer support  

English 

Carer support  

English 

 Carer support  

Arabic 

 Carer support 

English 

Professional 

(qualified) support 

and language 

Community 

Support 

Coordinator  

Urdu & English 

Community support 

worker - English 

Community 

worker Arabic & 

English. 

Community worker  

Arabic & English 

Counselling support never never never never 
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4.2 Overview of the focus children 

Table 4.2 demographics features of focus children in the study 

 Al-Saleem’s child Al-Moemen’s child Al-Hajee’s child Al-Habeeb’s child 

Age 8 4 7 10 

Gender M M M M 

Diagnosis, 

labels, 

severity 

1-Autism 

2- -Severe global 

Developmental delay 

3-Severe language 

delay- 

4- Challenging 

behaviour with safety 

concerns 

5-Sleep difficulties 

with delayed onset. 

1- Autism 

2- ADHD 

3-Challenges 

Behavioural 

with safety Concerns 

4- Global 

Developmental 

delay. 

1- Autism 

2- Global developmental 

delay 

3- Significant behavioural 

challenges 

4- previous sleep 

disturbance- 

now resolved. 

5- Constipation. 

1- Autism 

2- Developmental 

delay 

3- ADHD 

4- Behaviour/ anxiety 

5- Poor weight 

Gain 

Medication Trial melatonin 2mg/ 

night 

No medication Laxol for digestion no medication 

Adaptations Padlocked gate There is no adaptation A bolt lock is placed on 

top of the main gate.  

Padlocked gate/high 

fence 

Current 

action 

Plan 

1- Bedtime and school 

attendance. 

2- Housing New 

Zealand 

3- reviews. 

1-ASD Assessment 

2- Ministry of Education 

team to support Family. 

3- Follow up 

1- medication 

2- behavioural support 

3- review behavioural in 

12- 18 months 

Follow up 

Feedback 

reports 

 

Paediatrician - 

assessment, treatment 

School – assessment. 

progress, goals 

 

Paediatrician - 

assessment, treatment 

Kindergarten – options 

for behavioural therapy 

Psychologist – 

behavioural 

programme 

Paediatrician - 

assessment, treatment 

School – assessment. 

progress, goals 

NASC addressing - 

the needs of parents 

Paediatrician - 

assessment, 

treatment 

School – assessment. 

progress, goals 

 

Specialist 

programme        

for ASD 

children 

Special School Teacher aide Special School Special School 

Housing Housing New Zealand Own house Housing New Zealand Housing New Zealand 

Carer support 

days- NASC 

28  21 20 - one hour per day 

personal carer 

40  

Holiday 

Support 

There is no support There is no support. There is no support Children access to 

holiday programme 

Additional 

support 

nappies, special chair, 

new furniture, courses 

about autism 

courses about autism courses about autism 

(offered, not used) 

$150 a week 

from LifeWise,  

courses about autism 
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Table 4.2 above gives more detailed information on the demographic features of the focus children 

and their environment. The ages of the focus children ranged from 4 to 10 years, all of them boys, 

reflecting to the 4:1 higher incidence of autism spectrum disorder in males. All were diagnosed with 

ASD before the age of four, and symptoms of autism were clear from an early age in their lives. All 

also had global developmental delay, as well as multiple behavioural issues. Two children are under 

medication, one to improve sleep and reduce movement, and the second using a laxative, while other 

two are currently not on medication. Two families had padlocked gates with a third having a bolt-lock, 

with parents reporting multiple cases of children escaping from the home. Three of the focus children 

are at school age, so they study in special schools. For the fourth child, he is still in kindergarten and 

has a teacher aide support from the Ministry of Education. 

Three of families live in Kāinga Ora homes where the Government pays part of the rent, while the 

fourth owns their own home. All focus children receive support from the Ministry of Health parent 

support programmes. These include several days of in-home child support depending on the degree 

of support needs. This is assessed by Needs Assessment Service Coordination (NASC) services (Ministry 

of Health, 2021), whose task is to identify strengths and needs of families and work out how these can 

be meet through disability support services and Health Ministry funding. The relief days for these 

families ranged from 21 to 40 days/year. This support program is typically available for residential 

support outside the home, giving parents time away from their children with disability. However, 

sending an Autism Spectrum Disorder child to an alternative place of residence is not practical, so all 

parents support is in-home.  

The Ministry of Health also provides a range of other assistance services that depend on the needs of 

the child and his family. All families were offered courses about autism where parents can learn how 

to control their child's behaviours, but one family did not use these.  One family was given a special 

restraining chair, replacement of damaged furniture, as well as nappies because the child was unable 

to use the toilet. The sole parent also received $150 from LifeWise per week, which she used in part 

to enrol her child in a summer holiday programme.  

 

4.3 The stress of migration as a cause of ASD and developmental delay  

In the literature review, I noted the data on the connection between autism and maternal stress 

suggests a weak link. There is stronger evidence that the prevalence of ASD with refugee groups 

particularly from East Asian and African cultures is a lot higher than in local populations  (Magnusson, 

et al, 2012; Hewitt, et al., 2013) which tells us that people from a refugee background, having high 

levels of stress, have an increased likelihood of having Autism Spectrum Disorder children or with 

other developmental delays. The cause of ASD will be multifactorial, but stress may play quite a big 

part for people from a refugee background and migrants. It is stress endured by the participants, 

not caused by them. When we look at the point at which ASD became a factor in the lives of the 

family's we find that three of the families in the first five years of their arrival in New Zealand had to 

face the fact that they had a child with a diagnosis of  ASD, supporting the argument that refugee and 

migrant maternal stress is a cause of autism.  

Even though they migrated to New Zealand for 20 years ago, the Al-Moemen family were, as reported 

by the daughter, incredibly stressed by the situation in Syria: “My parents have been taking 

antidepressants since the war in Syria started because many of their relatives died in the war, and 
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when my brother was diagnosed with autism, they took a higher dose of antidepressants”. The mother 

also comments:  

I have a lot of stress in my life because my mum, dad, sister, and nephew all passed 

away in the Syrian war. I have two friends from Syria who have been refugees to New 

Zealand for seven years due to the war in Syria. The three of us had our babies in the 

same month and all of them were diagnosed with autism. We Syrians, whether they 

lived through the conditions of war at home or abroad, are still living through the 

bitterness of war from the loss of loved ones and the painful stories that occurred of 

displacement, burning and explosives.  

The mother broke into tears of grief at this point. It is clear from the Al-Moemen mother and 

daughter that the mother was under great stress around the time of pregnancy with her youngest 

child. The fact that her two Syrian refugee friends who, in the same time period, also gave birth to 

Autism Spectrum Disorder children were suffering from similar stressors, may add weight to the 

theory of maternal stress due to war and migration contributing to the chances of having an Autism 

Spectrum Disorder child. 

The Al-Moemen family had been in New Zealand for 16 years before having a child with autism, with 

a successful family business and ownership of their own home. The issues of migration could be 

considered as long past, however the mother still feels after 20 years in New Zealand that “here in 

New Zealand we still live as strangers, there are no relatives”. Unlike the other three families the Al-

Moemen family do not have any other children with developmental delay but have a teenage son with 

haemophilia.  

A second migrant story is that of the Al-Saleem mother who said:  

I arrived in New Zealand after getting married in 2010 in Syria. In fact, my family did 

not agree to this marriage because I would live far from them, this was causing me 

stress. The beginning of my married life was full of problems and instability because I 

had to deal with many matters in my life. First, the shock of immigration, where I 

came to a society completely different from the one in which I lived.  I was also forced 

to deal with my husband's family (a sick mother who had to care for a sick brother). 

My husband was asking me to do housework for all these members of his family, in 

addition to that I became pregnant from the beginning of my marriage, and I was 

feeling tired and nauseous all the time, so my marital life was unstable. … My 

husband, he worked in a supermarket for twelve hours a day, meaning that he was 

not available all day.  Indeed, during that period, I was living in loneliness and 

estrangement, as I had no family or friends, so I do not know how I managed to survive 

in those difficult times.  In the first three years of my marriage, I had my first and 

second children. Both children are disabled, the first child has a developmental delay, 

and the second child is autistic.  

The father of Al-Saleem family talks about his journey until he arrived in New Zealand in 2000, saying: 

We left Iran with my parents and my brother, and the destination is New Zealand with 

a forged passport. On our way, we crossed several airports and at each airport, fear 

was the master of the situation until we have arrived at New Zealand airport. They 

transferred us to the refugee camp for a period of about six months, and for a period 

of seven years from 2002 to 2009, we did not obtain permission for asylum, and after 

they agreed, we waited for three years to hand us over the residency card, and then 

we began our normal life. That is, after ten years of wasting our lives, they recognized 

us as refugees.  During this long period, we were not able to enter the university or 
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school because the government did not support non-citizens and the costs of study 

were extremely high, and we could not work because work required language, 

experience, and study. Also, the horizon was unknown to us, as we do not know 

whether they will return us or allow us to remain, and in both cases, our fate is 

unknown as we do not know what can be done. That is, we completely lost the ability 

to plan.  During about ten years we did not have any legal document except the work 

visa, and this was not beneficial for anything because we basically did not have the 

requirements for work. The only benefit of this document is that they allowed you to 

breathe the air in this land only!!  Without any other right. 

Both the Al-Hajee and the Al-Habeeb refugee background families spend two to three years in an 

UNHCR refugee camp in Indonesia. Their journeys as boat people from persecution in Iran and civil 

war in Iraq to limbo in Indonesia have been extremely traumatic. When the mother of Al-Hajee family 

was asked about her journey to reach New Zealand, she answered:  

Suffering. When I remember that, I feel pain and the inability to breathe, and I do not 

wish anyone to live it. The journey of fear in the sea continues to be repeated in my 

dreams. We travelled from Iran to Indonesia, and when we arrived, we went to a place 

where a group of about forty people wanted to cross to Australia by sea, and 

fortunately we did not go with them because there was no capacity in the boat for us, 

and unfortunately all of them died at sea with their children. After that, we boarded 

a large group in a boat for three days. We were witnessing death at every moment 

until we got to Java Timor Island in Indonesia, and we could not reach Australia. Then 

the Indonesian police came and took us to Bali Island.  We lived in a refugee camp for 

six months. After that, we were transferred to Jakarta to another camp because my 

child was sick, and he was often attacked by other children, and he did not know how 

to defend himself. For more than two years we have lived through many pains and 

hardships that I do not like to remember. Finally, the approval to accept our asylum 

in New Zealand came.  

For the Al-Hajee family, their first year in New Zealand as people from a refugee background was 

marked by the memories of suffering, fear of death and of the families who drowned in the middle of 

the sea trying to reach a safe life for themselves and their children. At that stage they faced the need 

for stability and adaptation to the new country, during which time the mother had an additional stress, 

the pregnancy of a third child that she did not want. The mother of the Al-Hajee family said, “my 

husband forced me to have a third child. A year after we arrived in New Zealand, I conceived my third 

child, and inside myself, I did not want this pregnancy. Unfortunately, this child has autism”. A key 

reason for not wanting this third child was “because my second child is disabled”. She had decided not 

to have [more] children.   

The mother of Al-Habeeb family told her story about her journey: 

You can call it “the journey of death” because we really did not know our fate. Are we 

going to die on this journey or be lucky in reaching our goal?  We left Iraq because of 

the explosive devices that you expect to happen to you at any moment, and the 

terrorist groups, and the murder based on identity. A lot of friends and family we have 

lost from 2003 until now. So, my husband and I decided to leave Iraq and search for 

a safe country to live in. We headed to Jordan and then we arrived in Indonesia as my 

husband had an agreement with another person to help us cross to Australia. 

However, some circumstances occurred through which we could not cross the sea, as 

we were detained by the Indonesian police in a refugee camp in one of the islands. 
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We stayed for about a year and a half until we got approval to be refugee in New 

Zealand. During our stay in the camp there were a lot of problems and pain. 

 

The Al-Habeeb family left Iraq, coming to New Zealand after living in a refugee camp in Indonesia. 

They arrived in New Zealand with two children, two boys, 2 and 3 years old (both born in Iraq). The 

mother said: 

We stayed in a camp [the Refugee Resettlement Centre] for 45 days. In the camp, 

they noticed that … [her youngest son’s] growth was abnormal or that he had a delay 

in growth. Also, they noticed that my child has strange movements, and he had no 

eye contact, and he did not respond when we called him, he did not speak any word”.  

Later, staff also noticed that the older boy had ASD.  

I was exposed to great trauma upon my arrival in New Zealand, as I was unable to 

settle into the country, everything is strange to me and I cannot speak English, at the 

same time my child was diagnosed with autism. The situation that I went through was 

difficult”.  

At this point the mother, in evident distress, burst into tears and the interview was paused.  

As we can see with the three families above, ASD was not the only developmental challenge these 

families faced in this early period of migration. The Al-Habeeb and Al-Hajee families had children with 

developmental challenges before arriving in New Zealand. For the Al-Habeeb family, their first two 

children were born in the Indonesian refugee camp, but their developmental issues were not 

diagnosed until arrival in New Zealand. The Al-Hajee family’s second child, born in Iran, has an 

intellectual disability, and their third (autistic) child was born one year after arriving in New Zealand. 

The Al-Saleem parents married in New Zealand and their first two children had developmental issues 

because of harsh living conditions in New Zealand, described above. I hypothesise that for all four 

families, their children without developmental challenges were born in periods of relative stability and 

security for the mothers (lower maternal stress), either before migration (the Al-Hajee’s eldest child 

was born in Iran before the escalation of persecution there) or after the initial period of settlement 

for those who arrived as refugees or migrants (Al- Hajee and Al-Saleem’s youngest children). For the 

Al-Moemen family, as economic migrants, the early period of migration would have been much more 

straightforward and less stressful than for the refugee background families. The Al-Moemen period of 

great stress came later with their Autism Spectrum Disorder child born in the period of devastation 

from the civil war in Syria. With the refugee background families having one child with developmental 

challenge, particularly in times of great uncertainty, will have created conditions of increasing 

maternal stress which may have contributed to the birth of a second child with developmental issues. 

 

4.4 The stress of raising child with autism.  

Stress is a vicious circle experienced by families that were part of the research. The first part of stress 

is migration and the refugee experience, which may be a contributor to having a child with autism. In 

this section I concentrate on the stress connected to the focus child and not the brooder issues of 

stress faced by these families.  

 

After having a child with autism, the families enter another dimension of stress which may be more 

severe than the first one, raising an Autism Spectrum Disorder child. The families talked about the 
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daily suffering experienced in their care for an Autism Spectrum Disorder child. A friend of Al-Saleem’s 

family observed “that the results {of having an autistic child] are difficult as the family lives in a 

constant state of emergency. They miss a quiet life”. When I asked the mother about the daily struggle 

to support and care for an autistic child, she said:  

Look at my hands and body to see the effects of the daily biting, as well as my face 

when he suddenly attacks me and scratches my face with his long nails. These daily 

behaviours of the child pose great stress and require daily effort in dealing with them. 

So, I occasionally have depression, so I have antidepressants, sometimes I resort to 

shopping a lot for things that I may not need because I want to feel happy. Also, due 

to depression and daily frustrations, I resort to eating which increases my weight. I 

have read stories about parents killing their children with autism due to everyday 

stress. We are Muslims and our command is entrusted to God. .... We have many 

financial difficulties that we face because his father and I do not work, the second 

reason is that we spend a lot of money buying new furniture because of the damage 

that my autistic son did, such as breaking two television screens and a computer 

screen, which causes additional financial burdens. 

Likewise, the conversation with the father of Al-Saleem family, who explained he has:  

great suffering, but trying to adapt... I live under great pressure, so from time to time 

I take anti-depressants. I have also gained a lot of weight recently, because eating is 

the only outlet to relieve daily stress. .... also, among our sufferings is that our 

neighbour is often bothered by us at night due to the irregularity of the child's sleep, 

and she called the police more than once, but when they came, the police informed 

them that I have an autistic child. This bothers me as I do not want to disturb the 

neighbours, but it happens despite me. 

Fatigue and stress are repeated in caring for an autistic child with the Al-Moemen family, as the 

mother said: 

I reached the point where I could not handle it anymore. I always have had the idea 

that I take my autistic child with my little girl and leave the house. I feel disappointed 

everything is locked in my life [the mother is crying]. I have a lot of stress in my life 

because my mum, dad, sister, and nephew all passed away in the Syrian war…. his 

father and I are currently taking antidepressants and I feel a lot of stress in my life. 

The doctor gave me treatment for high blood pressure…. In addition to the depression 

and sadness that I live, I also became irritable, unlike before.  ... One of the problems 

that we also face with an autistic child is that he needs a lot of financial expenses 

because of the damage he causes to the furniture, so we always need to buy new 

furniture. He writes letters on all the walls of the house, even takes my make-up, and 

starts writing with it on the walls. Sanitizing and cleaning materials quickly ran out 

because we clean everything behind him. Also, we spend a lot of money on nappies.  

The daughter of Al-Moemen family adds: 

My parents became more overwhelmed. The issues between my parents have 

increased since my brother got diagnosed with autism. For example, my dad comes 

back tired from work and wants calm at home, but with my brother sometimes my 

mum cannot control his behaviour, so my father gets nervous, and problems occur 

between them.  

The mother of Al-Hajee's family said “I feel suffocated from the world. After my son was diagnosed 

with autism, I became hypertensive and diabetic because I live in daily suffering with him as he has 
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multiple behavioural problems”. The daughter of Al-Hajee family said “my mum gets tired of taking 

care of him because he is irritable, often the cause of damage to home furniture, a lot of movement…. 

My mother is always busy with him and does not have time for me”. 

The father of Al-Hajee family describe the stress that he lives with, saying: 

Life without rest, milk is poured on the floor, yoghurt is thrown on the wall, broken 

furniture, heavy things are thrown on the wall which leads to cracking, and we live in 

housing New Zealand which means we must protect the house. Broken five TV 

screens. Many escapes from the house. Housing New Zealand put a safety lock and 

now the child knows how to open it and run away from the house. Banana peel - 

throws it on the ceiling.  It takes effort and a long time to clean it after. He bites me 

when I do not give him what he wants. I feel embarrassed when I take him to 

Countdown supermarket as I cannot tell him “No'' because he will get angry and 

scream and everybody will start looking at us, which makes me embarrassed. Two 

months ago, we threw out a sofa set that he destroyed, because he took a knife and 

cut it. [The doctor] gives me antidepressants and I feel that my depression is rising 

because of the child's behaviour. I always have problems with my wife because of our 

disabled children, I do not like to sit at home. 

The mother of Al-Habeeb's family burst into tears talking about her experience: 

Raising a child with autism means great stress. The first years of the child's diagnosis 

I was unable to live without antidepressants, whether because of trauma, the child is 

autistic, and the second reason is the daily difficulties that occur to me because of 

care, which are aggressive behaviours: hitting, shouting, biting, destroying home 

furniture, frequent running away from home, lack of sleep regularity, hyperactive, in 

addition to the need to train him in toilet training, eating, means daily needs. The 

mother of an autistic child cannot live like other mothers. While the mother in normal 

circumstances listens to raise her child. We live in pain and suffering.  

 

A community health worker who has experience in dealing with many cases of Arab families with 

issues commented about Al-Habeeb family: 

 I interacted with this family in the early days after their children were diagnosed with 

autism. The parents lived in deep sadness, the mother was always crying, as well as 

the father. I never saw the smile on his face, I was trying to help them accept and deal 

with reality. 

Looking at the information collected from the participants, the picture was clear that families live in a 

day-to-day struggle to care for an Autism Spectrum Disorder child, and that these families need much 

more support to help them cope with this long-term situation. 

 

4.5 Managing mental and physical challenges of family members other than the focus 

child.  

As noted above, all families who participated in the research with an ASD child had a second child with 

special needs. This increased the burden on the family in their care which means the vicious circle of 

stress has not ended yet as families had to manage the care of a second child who has a disability or 

major physical health needs. For example, the Al-Moemen family has an 18-year-old son with 
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haemophilia who needs special care and constant follow-up at hospital appointments, the mother 

said: 

I always pray to God to inspire me to take care of him [the Autism Spectrum Disorder 

child] because he needs special care. In addition, my third child has a blood problem, 

haemophilia, which means I have two children who have disabilities and need special 

care. This situation added to the stress of my life as I could not live without 

antidepressants. 

 

For the Al-Saleem family with four children, the first and second children were diagnosed with autism, 

although after a while the diagnosis of the first child was changed to a developmental delay. This first 

child also attends a Special School and is still not able to independently use the toilet. The mother 

said: ““what complicates the situation in my life is that I have two children with special needs”. The 

father’s story described the challenge of having a two child with a disability throughout life.  

[It] is difficult for a parent's heart. I live under great stress, as I take care of my mother, who 

has so many health issues that she cannot even move at home and often goes to hospital …. 

My twin brother also has schizophrenia that needs care, along with my elderly father.  I take 

care of them in terms of providing food and washing clothes as well as appointments for my 

mother and brother at the hospital. My parents live in xxx while I live in yyy and I need to 

travel a lot for them daily, in addition to my care for my four children and my first and second 

children with special needs. 

 

Later the Al Saleem mother explained “at first, I was very shocked, … [that] my first and second 

children were diagnosed with autism. …  [So shocked that she] “did not tell their grandfather about 

the diagnosis of the two children” – hiding her shame and grief. The grandfather expressed his feeling 

of grief and loss by saying:  

When I was informed that the first and second child were diagnosed with autism, it 

was a difficult time as I was feeling the joy that I had grandchildren. So I felt that the 

happiness of being a grandfather had been stolen from me, I feel so sad.  

 

The mother’s friend spoke about her feelings by saying: “a sad feeling, as the parents will live long-

term suffering”. A support worker from a disability support service said “this family needs more 

support in several aspects. I have worked with the family to help them access disability services as 

they have two disabled children”. 
 

The stress from caring for more than one child with special needs is also found in Al-Hajee family who 

have a 15-year-old son diagnosed as having an intellectual disability. The mother said: 

Despite the harsh conditions that I live in, which is represented by my mentally ill 

husband with two disabled children, … when I was informed that my [second] son was 

[also] diagnosed with ASD it was a huge shock to me. I cried a lot.  Because of this 

stress, I have high blood pressure and diabetes, … I need to deal with three disabled 

people, so my [blood] pressure and diabetes are always high.  

 

The father of Al-Hajee family, who suffers from mental illness, expressed his grief differently saying 

he had “a difficult feeling, feeling of loss. I felt that I have lost my child, and that he has lost a future 

in education, work, and marriage. I was hoping that I had a healthy son. I insisted to my wife that I 

want a third child, but unfortunately the child was diagnosed with ASD”. Consequently, the mother 

“started blaming me for having this baby. Also, my family in Iran started blaming me because my 
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second child has intellectual disability and now the third child too”. The daughter of Al-Hajee family 

also conveyed this despair becoming  

upset because my brother's growth was abnormal …. I noticed that his symptoms are 

stronger than my second brother because my first brother has intellectual disability, 

but generally calm. He completed two years of age and did not speak.  

 

The Community health worker had noticed that “the family went through difficult times of pain and 

sadness after the child was diagnosed with autism and they had their second child with special needs”. 

These Al-Hajee stories convey the grief, loss, shame, and blame experienced by the family, resulting 

in depression for the mother on whom the burden of care of the family mainly fell. 

 

 Finally, the Al-Habeeb family also has a first and second child with autism. The mother said: 

 I fell into a severe depression [after the diagnosis]. I felt that I lost my child forever 

because it is a lifelong disorder. Maybe after two or three years I told my parents that 

my child has autism. This deep sadness I lived with for several years. It is the sadness 

of loss so that I could not live without antidepressants. I hated everything in life. I 

hated myself, husband, I hated clinic appointments with my children. The only thing I 

could think of was death. I remember the long nights my pillow was flooded with 

tears. I lived in pain with my deep sadness. My children also needed special care that 

was different from other children. My husband also suffered a lot and was 

experiencing sadness and depression, but he expressed the pain in a different way. 

 

The trauma of settling in New Zealand with an Autism Spectrum Disorder child was clear with Al-

Habeeb family. The mother talks about her husband and his inability to adapt to life in New Zealand:  

My husband once worked and then he stopped, and for a second time he studies. He 

has not settled on something specific during the seven years, he could not work with 

his university degree. Currently he has left New Zealand a year ago and returned to 

Iraq. 

 

4.6 Housing 

Adequate housing is one of the important things that help in emotional and physical stability, 

especially when a person is an immigrant who has many pressures in life that need urgent 

attention.  Three of the families participating in this research had challenging experiences with 

housing. Two of them had their problems solved but the third was still suffering. The Al-Salem family 

is still calling for a change of residence. The mother explained: 

One of the biggest problems that we still suffer from daily is the house in which we 

live.  We live in Housing New Zealand; the house is very old. In addition to the fact 

that behind the house is a riverbed directly, and I have two children with special needs 

who do not realize the dangers, and my autistic child may run away from the house 

at any time of the day or night, meaning that we live under daily stress and we spoke 

with Housing New Zealand several times and until now it has not been changed.  

When the mother spoke about the issue of the house, she was very tense and upset. The family friend 

confirmed what the mother was saying “she always talks [for three years] about the housing …  it is 

uninhabitable and needs a change.  … it has not been changed, which creates more stress on the 

family”. The Community Coordinator Support working with this family was “still contacting Housing 
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New Zealand about changing the house, as the house is not safe and needs to be changed. I spoke to 

them several times and I send emails”. She became concerned during lockdown and that “the changes 

of homes have been postponed”. The father of this family exclaimed: “this matter of changing the 

house raises my anger, because for three years we have been demanding to change the house ….to 

be safer for the child as he is fleeing a lot and behind the house is a river and there is no high fence”. 

On the other hand, with the Al-Hajee family, “the Community Coordinator Support helped us by 

talking to Housing New Zealand for a change of house”. They had a long story and great difficulty with 

housing, as the mother said:  

Only one year ago we moved to this house, but in the first eight years of our arrival 

we had our long suffering with housing that I do not like to remember.  The house 

was old, damp, and mouldy, and I got tired of cleaning it, but it was useless. My child 

had allergies in his skin, and it increased with humidity. We had many requests to 

change the house, but the response was always that the house was appropriate. The 

Housing New Zealand from time to time did some maintenance, but it was still not 

appropriate.  

 

 The father added to the story of pain before they shifted to the current house:   

Look at my hand. These are deep wound marks from the old house where several 

stitches were made in my hand. The house was old and worn out and I always worked 

in it to repair some damage and once I was on top [of the house] and fell, which 

caused this wound.  Long years of suffering until the house was changed and the child 

could not easily escape from it. In the end I exploded from the pressure and called 

the Housing New Zealand in Wellington and told them if the house is not changed 

within two days, I will kill myself with my family members because I am tired of life 

and everything.  

 

They were only able to get a new house after Housing New Zealand sent a different company to 

evaluate the house. “They evaluated the house as unsuitable, and in two days we moved to this house 

that we are currently living in” (Al-Hajee father). The daughter recalled “in the old house, … once upon 

a winter night we were sitting in the living room and suddenly a large animal, not a rat, fell on us from 

the top of the roof, which caused us a great horror”.  The community health worker who has worked 

with the family for several years, agreed that the old house was “unsuitable” because it was 

inadequately fenced and had no safe play area.  

 

A community health worker was also involved in helping the Al-Habeeb family move to a second house 

“The shift was done to another house because the family was living in an unsuitable house”. The Al-

Habeeb mother, repeating the suffering of the other families said: 

The old house that we lived in when we arrived in New Zealand was old and small, 

belonging to House New Zealand. For many years we have been asking to change the 

house, especially when my son grew up and tried a lot to flee from the house.  My 

kids always become sick; the doctor also recommended a change of house. … [We] 

moved to this house about two years ago, this house is suitable”.   

On the other hand, the Al-Moemen family own a luxurious home in one of the best neighbourhoods. 

Basic housing needs were not a concern for this family, but they still experienced stress in relation to 

housing. The Al-Moemen mother explained: 
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We do not have any relationship with our neighbour because we are Arabs and 

Muslims. In this area all residents are New Zealanders, we are the only Arab family 

live in this area. These neighbours do not like us being among them. 

4.7 Employment and education 

Rearranging life and getting a job is a common challenge for people from a refugee background, 

and the situation gets worse when migration is also accompanied by the cost of care for a child with 

special needs such as autism.  The father in the Al-Salem family talks about his difficulties: “I got 

several job opportunities … [away from home], but I did not go because I have two disabled children 

and I also take care of my sick mother, as well as my father and brother”. The mother of the Al-Salem 

family, who has a university degree and used to work as a teacher in Iraq, is currently not working. 

She said: 

One of the challenges I face is arranging my situation to get a job, but I need to study 

to update my university degree and currently, with my children's situation, I feel that 

it is so hard to study because studying needs a lot of focusing which I feel that I cannot 

do right now, which causes us financial difficulties. 

In the Al-Habeeb’s family, the father also faced difficulties in obtaining work. He worked in Iraq as a 

veterinarian with a university degree, but here in New Zealand his wife said:  

He could not work with his university degree. As for me, I finished high school and I 

have never worked as my situation is difficult with taking care of two children with 

special needs. Last year, I studied a language because I want to develop myself, but … 

as I am a solo woman …  it is difficult for me even to study part time. 

 

The Al-Hajee father has mental and physical illness. His wife explained this meant when “he worked 

in several previous jobs, as a mechanic … [he] always had problems with his boss, so he fired him from 

work”. The father is currently on a sickness benefit.  

However, the Al-Moemen family was able to achieve success as the husband runs his own business. 

Their financial situation is strong. His wife said: ‘my husband is always busy, as he owns a … a business 

and works six days a week”. One of the reasons that helped the Al-Moemen family succeed was that 

their child with autism came nearly sixteen years after their arrival in New Zealand, unlike the other 

families, who faced immigration and settlement difficulties at the same time as their child's diagnosis 

of ASD was made. 

 

4.8 Autism and language issues.  

All the parents speak Arabic and currently most are unable to speak English language well, therefore 

the families still do not understand autism spectrum disorder adequately and need interpreters for 

many of their matters. Except for the Al-Moemen family, all the families were both struggling to 

understand the significance of the diagnosis of autism and the challenges of English language early in 

their period of migration. This is clear with Al-Hajee family, where the mother noticed: 

When Plunket was attending continuously to follow up on the condition of my child 

because she was noticing in the delayed growth of the child, at that time I could not 

talk to her and ask her what the reason for the constant attendance due to the 

inability to communicate with her.  
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The father of Al-Hajee family added, “the Plunket [nurse] … saw that his growth was abnormal, but his 

mother and I could not understand her and asked her about the reason for the intense follow-up, 

because his mother and I did not speak English”. The mother of Al-Habeeb family remembers the first 

stage of the child’s diagnosis: 

On the first appointment my husband and I went to the doctor, and he started talking 

with us about the child's diagnosis of autism and what autism spectrum disorder is, 

but we did not understand him. So, he asked us to attend another appointment with 

an interpreter. This situation made me feel helpless and frustrated that we were 

unable to communicate with the doctor.  

 

The father of Al-Saleem family said, “all clinic appointments to the child, from the beginning of his 

diagnosis until now, we ask for the presence of an interpreter. When there is no interpreter for any 

reason, I cannot fully understand what the doctor says”.  

 

In New Zealand new parents of children aged 2-5 with autism are offered a 14 session Incredible Years 

workshop series on autism. The parents were unable to attend workshops due to this language issue. 

The mother of Al-Hajee family, who has resided in New Zealand since 2012, talks about language 

difficulties: 

Language is one of the biggest challenges we face, as I am not good at speaking 

English, and so is my husband as well. I did not attend any courses or workshops on 

autism because of the language. Recently, my child now has a lot of behavioural 

disorders that I need to deal with, and the doctor recommended me to attend training 

courses, but unfortunately, I cannot attend because of the language. 

 

The eldest daughter in the Al- Hajee family confirmed that, “they faced many difficulties in terms of 

not speaking English. My mother needs to learn more about ASD and how to deal with an autistic 

child, so she needs someone to speak with her in Arabic”. The father of Al-Hajee family also added, 

“language is one of the challenges that we face as Arabs. For example, my wife wants to attend 

workshop but does not understand English”. Such difficulty also exists for the solo mother from the 

Al-Habeeb family, the mother said, “my English is still weak. At the beginning of my son's diagnosis of 

autism, we attended several courses and workshops on autism, but it was in English which was difficult 

for me to understand”. 

The daughter of Al-Moemen family has her vision “that there will be workshops in the Arabic language 

so that they understand what autism is”. While in the early stages of the life of an autistic child 

language was a huge barrier this issue did not always improve with the child's growth and enrolment 

in pre-school and school.  

Except for the Al-Moemen family whose child attended kindergarten and where communication in 

English is currently no problem, the other three families all must manage the communication 

challenges of each having two children at special school. Al-Salem father described the challenges he 

faces in communicating with the school: “when I go to his school, I cannot communicate with his 

teachers. I always need an interpreter, but there is no interpreter in school”. Such difficulty is also 

reported by the Al-Hajee family. The father said: “currently, we also cannot communicate with the 

teacher to follow up on the progress of his case because of the language”. The caregiver of the Al-

Hajee family, confirmed that “parents cannot communicate or understand the child's school and how 

the progress of his condition is going”. Likewise, the caregiver of Al-Habeeb family emphasized that 

language is one of the difficulties the mother faces: “I have been dealing with this family for nearly 



51 
 

two years. I saw this mother has more difficulties in English barriers and cannot communicate well 

with the school and the teachers”. However, where the caregiver works as a teacher aide in the school 

and is “trying to help … [the mother] in a simple way in understanding what the teacher is saying” the 

mother can understand much better what is happening for her children at school. 

These families cannot explain their needs to the agencies that are supposed to provide them with 

support. Above I have described the housing problem faced of three participant families. It was 

difficult to communicate their circumstances to housing New Zealand. For example, the mother of Al-

Saleem family recalled what happened to her husband with housing New Zealand: 

 We faced problems with them, as they came regularly to inspect the house, and the 

supervisor once came and found the walls full of drawings. She was upset then said 

that you are neglecting the house and do not bother to clean it and we will expel you 

from it if the situation continues like this. My husband was the one in the house and 

he did not know how to explain in English that we have an autistic child. Then I called 

the Housing manager and explained our circumstances to her, finally they understood 

our situation. 

 

With Al-Moemen family who have lived in New Zealand for more than twenty years, the mother still 

has difficulties understanding English completely, saying, “due to the lack of language and our lack of 

knowledge of all the rights related to autism, we do not have access to all the services available for 

our children” such as speech therapy and home care support. The daughter of Al-Moemen family, who 

has lived most of her life in New Zealand explained that: 

Language is one of the challenges that usually face Arab families in accessing services 

for autism. … There are several Arab families [with Autism Spectrum Disorder 

children] that I know who could not access to all these services due to complications 

and are also unable to speak English. 

 

The language barrier represents a major challenge facing the families, whether in terms of 

understanding what autism is and how to train the child in daily behavioural skills and deal with 

behavioural issues or accessing services for autism. The language issue also presents when 

communicating with people in the community which is sometimes the cause of misunderstanding. The 

father of Al-Saleem family struggled to communicate well with the neighbours:  

Among our sufferings is that our neighbour is often bothered by us at night due to the 

irregularity of the child's sleep, and she called the police more than once, but when 

they came, the police informed them that I have an autistic child. This bothers me as 

I do not want to disturb the neighbours, but it happens despite me. When I met our 

neighbour in the morning, I wanted to explain our circumstances to her, but due to 

my inability to speak English, I could not. Even when we go to public parks sometimes 

people are upset about the actions of an autistic child, as he does not use games 

properly. And it happened once that one of the parents is bothered by my child's 

behaviour, and I could not explain to him that my child has autism and that I cannot 

control the situation, so currently we are avoiding being in public play areas, so we do 

not to disturb others. 

 

The grandfather of Al-Saleem family confirmed “my son had many situations with neighbours and New 

Zealanders that he could not deal with because of the language”. The caregiver of Al-Hajee family 

reported that the parents have “many difficulties in understanding and dealing with New Zealanders”.  
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4.9 The use of interpreters 

The families have expressed the difficulties they face with English being a second language. The New 

Zealand government provides interpreter services across many sectors.  The mother of the Al-Hajee 

was aware of the range of interpreter services available - “hospital appointments are always attended 

by an interpreter so that the doctor makes sure that we understand well. As for the school in the first 

years of our life in New Zealand, they used to provide us with an interpreter”. The husband of Al-

Saleem family also “knows about … the services, but I do not ask for …[them] unless necessary, such 

as for hospital appointments. It is difficult for me to move in my life only with an interpreter”.  So, 

despite the available interpreter services, families do not use these services fully. The mother of the 

Al-Habeeb family confirmed her reluctance to use interpreter: 

I know about the interpreter services available, but it is difficult for me to ask for all 

my needs, so I must deal with the situation by myself, even if I do not fully understand, 

except for hospital appointments, always with an interpreter. 

The Al-Hajee mother felt that she did not need to “ask for an interpreter at school, housing New 

Zealand and WINZ because I understand a little bit more”. Not asking for an interpreter can lead to 

serious miscommunication and failure to access needed resources. The mother of Al-Saleem family, 

although she had studied many English courses, found there was a noticeable benefit when she asked 

for interpreter:  

We requested … an interpreter anytime for example, [in] the hospital, school, 

housing, or even with the WINZ.  Recently, I had an appointment with the …[NASC]. I 

asked for an interpreter. Then, through the interpreter, I was able to explain my 

difficult circumstances and my suffering with two disabled children. They understood 

my situation and increased the number of days given to me annually for a caregiver. 

 

The Al-Moemen family, due to the long years that the family have lived in New Zealand, do not need 

an interpreter, whether in the hospital, school, or other agencies.  The mother reported, "The first 

years of our life in New Zealand we used to sometimes ask for an interpreter, but now we have 

mastered the English language”. Both the Al-Hajee family and Al-Habeeb family had an Arabic speaking 

community health worker that helped them access services for ASD. The mother of Al-Habeeb family 

said, 

Through family support coordinator, she provided me with all services related to 

autism. This employee is Arabic, so it was easy for me to communicate with her, and 

she was coming to my home to follow up and she helps me to access all the services 

related to autism such as xxx Trust, childcare, school, work and income, Housing New 

Zealand, support person.  In the early years of my son's diagnosis, the community 

health worker was following our case, but now it does not exist because it connected 

us to the primary services I needed.  

 

 

4.10 Arab cultural beliefs about autism and disability 

Cultural beliefs influence how a child with a disability is cared for. Participants spoke about their 

cultural beliefs about ASD.  Religious beliefs had the strongest influence and cultural beliefs also 

played a role in understanding ASD. In my literature review, I discussed the beliefs that Arab societies 

have about the influence of the evil eye and the roll of envy, so they often attribute disease and 

disability to the “eye”. The mother of Al-Moemen family spoke about this belief: “Some of my friends 
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used to tell me that what happened to your child is evil eye and envy, because you have succeeded in 

your life, so people envied you and your child has autism”. According to the mother of Al-Habeeb 

family “my husband's family and friends used to tell him this evil eye and envy because you got married 

and had two sons, and the father used to say, ‘I am sure that this eye affected my children’”.  The 

friend of the Al-Saleem family said, “it may be that one of the causes is evil eye”. 

Although the families enrolled their children in educational and training programs for ASD, they also 

added their traditional cures according to their cultural beliefs. The father of Al-Saleem family talked 

about his father:  

He brings water from the mosque and gives it to the child to drink with the intention 

of improving the child's condition, and he always recites the Quran by putting his hand 

on his head and makes a lot of supplications.  

Also, the mother of Al-Moemen added “some of my friends gave me some traditional remedies to 

help my child get better”.  

Autism spectrum disorder is a disorder that is recent in its appearance. Therefore, Arab societies are 

still exploring their beliefs, including about the effects of certain food or vaccinations. The mother of 

the Al-Saleem family said, “the pomegranate is good to help the child to speak, so I started to feed it 

to my son. My child started talking when he ate pomegranate. Likewise, pumpkin is good for increasing 

the mind, so I gave him”. Then she added, “also, I read about vaccinations that may be a cause of 

autism, there are many studies mentioning that it is the cause of autism”. It is clear the role of 

technology and modern science in influencing what people think, so the mother of the Al-Moemen 

family’s belief that the cause of ASD “might be from vaccinations, because my child and two of my 

friends were born in the same month and the three children were diagnosed with ASD”.  
 

Arab clan and extended family units live with or close to each other and derive strength through their 

common living. When the family separates for any reason, perhaps through emigration or work, this 

is seen as a possible cause of illness or disability. The grandfather of Al-Saleem’s family believes “the 

family far from relatives was the biggest cause of autism”. The mother also talked about her family’s 

beliefs “they asked me to visit them for the children to get better”. She had “six months after … 

diagnosis, …visited …[her] family [for six months] in Iraq after eight years of being away from them, 

hoping that …[her] child would improve, as they might find a social life among the extended family 

members”. While her social life improved, overall, the mother felt that she would get more support 

for her children in New Zealand.  The friend of the Al-Saleem family confirmed “being away from family 

members may be a cause of autism”. 

Scientific research also influenced the families' belief about autism. The mother of Al-Hajee family 

said, “the cause of ASD is genetics, a gene analysis was done for us, and they stated that the reason 

for ASD is genetics. We also have relatives in Iran who have such genetic diseases”. The father also 

added, “my wife and I are relatives, and there are mental illnesses in our family, so, we have two 

disabled children. Gene analysis was done for us in New Zealand, and they told us that the cause is 

genetic”. The daughter confirmed “the reason may be clear from genetics, because my father is sick, 

my brother has intellectual disability, and currently my younger brother is autistic. My parents 

analysed genes and told them the reason for autism is genetics”. 

 

Religious beliefs contribute to a feeling of acceptance and create a state of hope and peace in dealing 

with complex matters in life. Religious beliefs gave participants hope for the future. The mother of Al-

Saleem family expressed, “being a Muslim, I resorted to God in supplication and to reach a cure for 
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my child or even improve his condition., I always pray and make donations to mosques in the hope 

that my child's will get better”. Her father-in-law “delegated his command to God, and he often prays 

[for his grandson] to be cured’. Although the mother of the Al-Hajee family knows that the cause of 

autism is genetics, she still prays, “I always pray for the healing of my son, I often go to the mosque 

and make donations to cure my son”. The daughter of the Al-Moemen family said that her mum “says 

I will make a prayer and pray so that they tell me my son has changed his diagnosis and is cured of 

ASD”. The mother of Al-Habeeb family said her husband’s family “always sent him to perform some 

prayers with supplications and fasting until the child’s condition improved… [Also, they always told 

him] you should visit the imams in Iraq and Iran and seek healing”. However, the father of Al-Saleem's 

family concentrated on peace and acceptance: 

I delegated my matter to God. I fully accept my child. My wife used to tell me let us 

travel to Mecca to pray to God there for our son to be cured, but I refused and told 

her this is the will of God ...This child is a blessing from God and a trial for us in this 

world, therefore, we must be patient and bear until we have the reward on the Day 

of Resurrection. 

 

 

 4.11 Autism related to isolation and stigma.  

The presence of an Autism Spectrum Disorder child had a prominent role in isolating the family from 

participating in the activities and family gatherings of the Arab community, including to the places of 

worship such as mosques and community religious centres. The families cannot attend them because 

of the social stigma towards the child with a disability and his family in the Arab community. Some 

families believe that others do not know that they have a child with a disability. In addition, the Arab 

community lacks understanding of disability, and the parents acutely feel the embarrassment that the 

autistic child may cause to the family because of their instability and his constant movement. This is 

something learned from bitter experience, as the mother of the Al-Saleem family explained: 

Shortly after the beginning of his diagnosis, there was a gathering of the Arab 

community to celebrate the Muslim Eid. My child began to move and behave 

inappropriately, and I could not control him. They used to tell me, “Watch out for your 

child, don't let him ruin anything", and some of them used to say why did you bring 

him with you? “Is he mentally sick?” After this incident, I decided not to attend any of 

the Arab social events. I did not even go to the mosque.  

 

The consequence of this is that the mother does not “have a relationship with Arabic communities. I 

only have one friend, and I cannot even invite her to visit me at home”. Her friend could see that the 

mother “lives in social isolation because of her children. She cannot attend any gathering with them 

that could cause her embarrassment”. The mother continued: “I feel embarrassed by the situation in 

the house because of the destruction and devastation caused by my children, so I meet her at a mall 

or a coffee shop”. This isolation experienced by the parents causes increased stress, the mother 

added’ “I often feel depressed due to social isolation”. Another reason for isolation is stigma related 

to disability. The mother explained, “I also withdrew from social relations because of the stigma 

associated with autism, as the Arab culture still looks at some inferiority to the person with disabilities, 

and there is also a ‘pity’ view of the parents”.  

This feeling of persistent isolation led to longing for the support her Iraqi family members. “I have a 

constant feeling of depression and loneliness. If I were among my family members, they would bear a 

lot from me and help me”. The father added: “our relations are limited with the Arab community. We 
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did not meet Arab families even for social events. I cannot attend because of my autistic child. 

Currently, I live in a social isolation”. Exclusion from opportunities for social connection include 

spiritual connection – qur’anic lessons - as the father added “in the past, I often received friends, I had 

a qur’anic lesson in my house, but after their diagnosis and the symptoms are clear in terms of 

movement and behaviour, now I cannot receive guests”.  

 

Another isolating experience is recounted by the mother of the Al-Moemen family. The focus is not 

on the behaviour of the community towards the child but the behaviour of the child which, over a few 

days, was very distressing for the mother who felt that she cannot risk social events that might lead 

to this behaviour. She said: 

 In the past I was a social person. I often go to visit my friends and participate in social 

events such as weddings, birthdays, and others. My house was also opened to receive 

guests, but with my current situations I am unable to receive guests because my son 

gets nervous when he sees a group of people and he may get a tantrum.  Recently we 

had a Barbecue party with several Arab families. On that night my child was extremely 

nervous because he was disturbed by the sounds and from the gatherings. I also 

became tense because my child is tense, and even after they left the house he 

remained tense for several days. After this incident I decided not to receive guests, 

and this saddens me a lot”. 

Although the above was not apparently driven by stigmatising behaviour, the Al-Moemen mother 

has an experience of the patronising nature of discrimination. She spoke sadly of how: 

 I do not like to take my son to any Arab gathering because of the social stigma, they 

stop what they are doing and just wonder why the boy is such-and-such?  Why isn't 

he looking at me?  Why is he not answering when we ask him?  And when we say to 

them the child has autism, they look at him and us with pity. When the boy moves 

and may bounce, they wonder why the boy did such-and-such? Everything they want 

has an explanation, and when I explain it to them, they begin to say: ‘No, you have to 

train him on the correct behaviour’. In this case, I want to cry because my son and I 

are becoming the focus of gatherings. 

 

The daughter of Al-Moemen family confirmed that: 

My mum does not like Arab gatherings as she used to in the past and she feels 

uncomfortable in these gatherings because when we go to any Arab gathering and 

my mother takes my six-year-old sister and my brother with autism, at the gathering 

they ask questions to my brother, "why don't you say hello, why don't you look at me, 

why don't you talk to me" while my sister who has no growth problems no one asks 

her anything. After that, they start asking my mum "why is your son not speaking, not 

looking at us?" So, my mother is bothered by attending these gatherings. 

 

Isolation and stigma are also repeated in the Al-Hajee family. The daughter told how “we live in 

isolation from the Arab community, because we don't want them to know that we have an ASD child 

for fear of stigma”. The father also said, ‘we cannot receive guests at home, we avoid attending Arab 

gatherings because we do not want them to know that we have disabled children”. The caregiver of 

Al-Hajee family said, “knowing the family, I see that they live in isolation from the Arab community 

due to the presence of disability children in the family, difficult family conditions do not allow them 

to practice a normal social life”. Then the mother spoke about isolation that she lives: 
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I cannot visit my friends because my child is a lot of movement and may ruin the 

house, which makes me embarrassed, and also the friends will watch his behaviour, 

so I prefer staying at home than being exposed to such embarrassments. On the other 

hand, I also cannot receive guests because my child may have a tantrum suddenly 

which me feel uncomfortable in front of the guests. For that, I live in social isolation. 

I cannot go to the mosque or religious centres because of my child, as he moves a lot 

and may be disturbed by the loud sounds. 

 

Social stigma plays a role in isolation with the Al-Hajee family as reported by the mother: “Because of 

the social stigma of having an Autism Spectrum Disorder child, I do not like going to Arab gatherings”. 

For Al-Habeeb mother, loneliness and isolation may be doubled because “I live alone in a western 

country without a husband, mother, sister or brother”. Arab societies still view disability with pity, 

while Western society has an acceptance of disability, as the mother said: “as for the Arab community, 

I do not like to be in it because I do not like or accept the look of pity. Also, Arab society still looks at 

disability with stigma”. In contrast, the mother shows admiration for Western society in their handing 

of disability. “Western society accepts disability, for example when I go to the park and my son is 

behaving inappropriately, I tell them that the child has autism, so they accept his behaviour and 

apologize to me”. The consequences of that “I live in social isolation from the Arab community, I 

cannot even go to the mosque or religious centres for the same reasons”. The caregiver of Al-Habeeb's 

family said, “I know this mother is living alone in this country without family members which is so 

difficult for her”.  

Isolation and stigma due to autism was not limited to dealings with the Arab community, but also 

extended to New Zealand society, the mother of the Al-Moemen expressed “I knew about school in 

Christchurch for autism, where children stay. They say that many children have improved because 

they train children in daily skills, but I rejected this idea because of the cultural differences”. 

Mainstream society, despite the Al-Habeeb mother's experience, can still be very stigmatizing as the 

Al-Moemen mother describes.  “I sat at home for two weeks depressed because when my child has a 

tantrum, people abuse me because I wear a hijab and I am an Arab woman. For that [it is assumed] I 

do not know how to control my child's behaviour”. 

 

4.12 Lack of family support 

Arab societies derive their strength from the family, so these societies preserve the cohesion of the 

family and live within the extended family, whether in one house or in one village. Even if the family 

lives in a large city, Arab families prefer to have the extended family homes close to each other where 

they can find support for each other. The participants have, with one exception, no extended family 

members in New Zealand. The exception is the Al Saleem family where the father’s father, mother 

and brother also live in New Zealand. The lack of family support for the Al-Habeeb family is one of the 

greatest difficulties faced by the mother who lives alone. 

One of the most difficult things I face now in my life is the lack of support. If my 

family were close to me, things would be much better. I live alone in a western 

country without a husband, mother, sister, or brother ... I did not notice anything 

about my sons, we left Iraq and my children were young, I was alone, I had no 

experience raising children, and I do not have any member of my family or relatives 

telling me that the children are not normal. 
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The mother of Al-Hajee family who has two children with special needs in addition to her husband 

with depression said that she lost support from her family members, “social isolation due to an autistic 

child, and the lack of an alternative [support system], which is family members who will be attentive 

to my child's condition and will help in caring for him or even just feel comfortable when I am near my 

family”. The daughter of Al-Hajee family confirmed what her mum said, “my mother often feels tired, 

cries and reminds [me] that she lacks support from her family members”. The caregiver of Al-Hajee 

family commented on “the lack of family support from [other] parents and relatives, as the family lives 

alone in New Zealand”.  

Even with the long years of being in New Zealand the Al-Moemen mother still speaks about the lack 

of family support: 

If I had my autistic child when I was in Syria, I would be close to my family and I would 

not be bothered by my husband and feel pressured. I can go for three days to rest 

with my family until I feel relaxed so I can return to my home, but currently, I cannot 

even contact with my family members to talk to them about the stress and pressures 

that I am facing in my life because they have enough difficulties and war problems 

that are sufficient for them, so I cannot add my problems on them. Being away from 

my family is one of the biggest reasons for my sufferings. Here I live on my own, and 

none of my relatives support me. I also did not get enough help.  …   If I live in my 

country, I have my family that can help me. In our Arab countries everybody helps, 

even a neighbour can help their neighbour.  But here in New Zealand we still live as 

strangers, there are no relatives. 
 

The mother of the Al-Saleem family also lacks family support, she said: 

 I did not notice my child that there is a problem in his development because I was 

alone in New Zealand and far from all my family members ... I had severe rejection 

“denial” and I went through a state of depression, as I could not sleep at night, only 

crying over and over. The biggest problem is that I live alone without any of my 

family, and it is causing me to suffer. I do not have a sister or mother that I can talk 

to about the difficult life I am living right now ... There is a lot of distance from my 

homeland and family. I was so tired ever since I gave my first birth by Caesarean 

section. I was alone, there was no one to take care of my family members. As you 

know because you are an Arab, our Arab custom is that a woman who gives birth 

goes to her mother’s house, where the mother takes care of her, and all family 

members are next to her, and they prepare food for her, but being alone here in 

New Zealand the situation is different.  

The friend of Al-Saleem’s family told, “she often spoke about the lack of family support”. The Al-

Saleem father has a parents and brother who live with him in New Zealand, but they also have their 

own circumstances that do not enable them to provide support, as the father has already noted “I live 

under great stress, as I take care of my mother, my father, my brother”.  

All families lacked the support of extended family members, but despite their lack of this strong family 

support, they see that life in New Zealand is more suitable for their children with autism, due to the 

availability of services for autism and the care that the Autism Spectrum Disorder child receives.   
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4.13 Impact of the role of men and women in Arab society with ASD  

In the literature review we discuss gender roles in Arab communities. The male role is to be the 

provider and the female role to be homemaker. The distribution of roles between men and women in 

the Arab society constitutes an additional challenge for women in caring for an Autism Spectrum 

Disorder child. This is because the Arab culture emphasizes that the woman’s role is to do housework 

and take care of children, while the man’s role is to provide the financial side for the family. The data 

showed that the women had the largest role in the general responsibilities of care. The Al-Moemen 

family successfully maintained traditional roles until autism became part of the family life. The mother 

explained: 

The Arab man has his requirements in family life, which makes the wife have great 

responsibilities in carrying out the housework as well as the husband’s needs such as 

preparing meals, receiving guests and things like that. … I have great responsibilities 

because my husband is always busy with his work, I run the house and take care of 

the children … my husband is always busy outside of the house and I manage the 

responsibilities of children, such as going to hospital appointments, schools, shopping 

and so on. 

The mother explained how she and her husband were discovering what the roles should be in this 

unfamiliar territory of living with an Autism Spectrum Disorder child. At the end of this verbatim, it 

dawns upon the mother just how big her commitment will have to be 

 When we go out of the house, my oldest daughter and I always pay attention to him. 

One time we were outside the house at a park, and I used to tell his father to pay 

attention to him and he used to tell me what do you want me to do for him? Let him 

play in the park, give him his freedom, and he always says that my child does not have 

ASD. When I heard his words, I was upset, and my friend was with us, and she said to 

me: do not discuss with him about the issue of the child at this time. Then the boy ran 

away, and the father ran after him for a long time. At that time, the father felt tired 

and exhausted, so he brought him to me and said this child is your responsibility, pay 

attention to him. At the time, I said to my husband, now I know why partners divorce 

when they have an autistic child. I have all the responsibilities.  

 

The responsibility to care for an autistic child when added to the traditional role of Arab woman is 

incredibly stressful. The Al-Moemen mother describes her slow descent into misery and the enormous 

challenge for both parents to have a companionable conversation about how their roles have 

changed: 

 The Arab man is only responsible for the financial aspect. Currently, I am living 

through the most difficult days of my life due to the many responsibilities that I must 

carry out. My blood pressure and diabetes increased, two months ago the doctor 

started to prescribe a pressure treatment for me. In addition to the depression and 

sadness that I live in. I also became irritable, unlike before. My husband is unaware of 

the stress I am in…When my son was diagnosed with autism, I took my husband with 

me to attend some lectures on autism. When he listened to the lecture, he got 

annoyed and said the words are exaggerated because the father does not spend 

enough time with the child, so he does not feel the suffering I am experiencing. The 

husband is all day away from home to work, and even Sunday he often goes out with 

his friends…. I also did not get enough help, even from my husband and my male 

children. 



59 
 

 

The daughter of Al-Moemen family talks about her division of roles with her mother at home and 

agrees that there were no contributions from her young male siblings. This demonstrates that within 

the family, despite the long years of migration, the traditional role of both men and women is still 

maintained. 

 I help my mother with housework, for that until now I do not work full time, because 

I help my mother with taking care of my brother with autism. I worked in the kitchen 

and my mother takes care of my brother so that he does not run away from the house 

or does anything dangerous or vice versa. Recently, my mother was admitted to the 

hospital more than once for several reasons. I am the one who manages the house 

and the various responsibilities, whether the responsibility of my brother with autism 

or the responsibility of the house of cooking and cleaning. 

In contrast to the Al-Moemen husband, a successful business owner, the husband of Al-Habeeb family 

struggled to find his place in New Zealand - he “once worked and then he stopped, and for a second 

time he studies, he has not settled on something specific during the seven years, he could not work 

with his university degree” (Al-Habeeb mother). As a result, the Al-Habeeb mother also faced growing 

and multiple responsibilities: 

My husband has become irresponsible, and he does not care. I do most of the 

responsibilities, I am responsible for housework, children. … My husband was 

unhelpful; he does not help me access autism services. Everything I do, I follow up on 

appointments for the clinic, school, childcare, housework. For example, we had 

financial help from Lifewise.  They called us and told us if you did not use this service 

it will be cancelled, however, he did not help me to get it but rather the caregiver only 

helped me get it as he contacted them as I could not communicate due to my 

weaknesses of English. I have three children and all of them need care, but the selfish 

father wants priority for him, he wants me to take care of him first and then the 

children. 

 

This experience did not just end with separation but with the husband abdicating his role as a provider, 

something that may be easier for him to do in New Zealand than it would be in his home country 

where the pressure of his family and his wife’s family would shame him in to being a responsible 

father. 

 

In the Al-Hajee family, the husband was unable to manage the traditional role of provider because of 

mental illness . This also limits his ability to support his partner in the home. The mother of Al-Hajee 

family said, “I have not studied any English language courses due to my family’s responsibility because 

my husband is mentally sick as well as two of my children”. The mother previously reported that her 

second son had an intellectual disability, so she said, “all responsibilities at home are on me, cooking, 

cleaning, childcare, follow-up appointments and shopping. Sometimes my husband helps me by taking 

the child outside the house while I finish the housework”.  

 

With the Al-Saleem family there is cooperation between the couple as the husband already has had 

to step out of the traditional role to support his ailing grandparents and his brother who has episodes 

of schizophrenia. The mother said:  

My husband is helpful, in terms of sharing roles. There is a cooperation between me 

and my husband, meaning when I prepare dinner my husband is responsible for taking 

care of the children. We also go shopping together when our children are in school. 
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We have many appointments and follow-ups in the hospital regarding our children, 

he is always there with me. My husband who helps my children take shower, also my 

son with autism is still not dependent on himself in using the toilet most of the time 

my husband does the change his nappy.  

 

The father of Al-Saleem family described his participation in caring for his child with autism, said: 

I know that at night I will not be able to sleep regularly and during the day I must 

always be alert because he needs constant monitoring to meet his daily needs of 

eating, drinking and hygiene, as he still does not master the skill of going to the 

bathroom and needs physical effort, so I often must carry him to the bathroom when 

it gets dirty. We also have great difficulty in cutting his nails as he completely refuses 

even while he is asleep. I tried to cut his nails while he was asleep, but he woke up. 

 

  

4.14 ASD and marital relationships 

Regardless of the gender roles challenges discussed above, ASD will be a cause of disturbance in the 

marital relationship of participating parents for reasons already explained – the stress of ASD 

generally, having more than one child with disability; having other family member with disability; and 

gender roles with needs of caring of an autistic child. With all these stressors, there is little time to 

invest in the marital relationship. According to Al-Habeeb mother, “I have three children and all of 

them need care, but the selfish father wants priority for him, he wants me to take care of him first and 

then the children”. Then the mother described their marital relationship with sadness and tears 

streaming from her eyes, “the relationship between us has moved away, my husband has become 

irresponsible … before he left New Zealand there were many problems in marital life, and a large part 

of our problems is our autistic children”. The husband feels, according to the mother, that they will 

get better support from their families and from health services. She said:    

His family used to tell him that there is someone who has a child with autism and 

enrolled him in this centre and his condition has improved and so on. He told me we 

will enrol our children at this centre in Iraq for a while and see the improvement in 

their condition.  

 

The difference in the two Al-Habeeb parents’ views of the family on how to provide care for their two 

children was a reason for separation. The husband thinks it is better to stay in Iraq while the wife 

believes that the quality of services in New Zealand is better than Iraq. She said “I refused because I 

see that the services provided in New Zealand are much better than Iraq”. As a result, the differences 

between the partners increased after their return from Iraq, she said: 
We returned to New Zealand, the marital problems between us increased … the 

husband decided by the end of the year that we would all go back to Iraq, and he said, 

“even if you did not return to Iraq, I will go alone”. I did not agree to return, and he 

returned to Iraq by himself, … I told him about the most important thing for me is my 

children.  

 

The Al-Moemen family had many years of marital stability, but after the birth of their autistic child the 

mother spoke with sadness: “my relationship with my husband is currently always tense and unstable, 

unlike before, our life was calm and stable. Sometimes I think about divorcing or separation because 

of the daily stress that I live in”. Part of the struggle is connected to gender perceptions. Men are not 

used to attending to the fine detail of child management which is vitally important when dealing with 
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an autistic child. They find it exhausting to have to attend at the level needed and asked for by their 

wives, and the wives are exhausted by the consistent failure of their husbands to pay proper attention 

to the behaviour of the child.  This is clear when mother said: 

The father until now is not aware that the child is autistic and says that the child is 

normal. The father says it is true that he has some things lagging the children of his 

age, but it is not a big issue. Last week, when the child ran away from the house, a 

big problem occurred between me and my husband. The reason was that my 

husband opened the door to smoke outside the house and when he returned home, 

he did not close the door, so the child ran away from the house. The problem is that 

the father does not know how to deal with the child.  

 

The daughter of Al-Moemen family confirmed that her parents ’relationship was different from what 

it was previously: 

My parents became more overwhelmed, the issues between my parents has 

increased  since my brother got diagnosed with autism. For example, my dad comes 

back tired from work and wants calm at home, but with my brother sometimes my 

mum cannot control his behaviour, so my father gets nervous, and problems occur 

between them. My mother says, “I am tired” and my father says “I am tired”, in fact I 

feel sad about their condition because they are now old and I feel that their energy is 

less than when we were children. My mother is always upset and cries a lot, and now 

she had high blood pressure and became very weak, while in the past my mother was 

a strong woman.  

 

The instability of marital life is also a theme with the Al-Saleem family: “we do not know the meaning 

of stability in married life, we lack calm, we lose the feeling of enjoying our children growing up in 

front of us. Our life has turned into permanent suffering”. The mother elaborated by saying, “my 

husband is helpful, but the situations in which we live with the presence of two disabled children 

pressure us greatly, so we often get angry and feel nervous, which leads to many problems between 

us”. Then the couple give an example of the daily struggles that occur between them because of the 

autistic child, “sometimes the child suddenly runs away from house, in this case each of us blames the 

other for not paying attention to the child, which causes conflicts between us”.   

This suffering from lack of stability in marital life because of caring for a child with autism is also 

evident in Al-Hajee family as the father said, “I always have problems with my wife especially with my 

autistic child because this child has a lot of movement and mood fluctuations, my wife is always 

nervous, so I do not like sitting at home”. The mother talked about the marital problems with a lot of 

sadness and tears in her eyes, “our marital relationship is unstable for several reasons, including that 

my husband is mentally ill, meaning that it is difficult to deal with him, sometimes he is calm and other 

times he is irritable and screams a lot”. With an Autism Spectrum Disorder child, marital disputes 

intensified “my child with autism needs special care, this increased my responsibilities, and I became 

unable to bear my husband and his problems as well. If you ask me, do you love life with him, I will tell 

you, no”. The daughter also acknowledges “that the relationship between my parents is always tense 

and there are problems because of my brother with autism”.  

 4.15 Day to day life with an Autism Spectrum Disorder child 

Participating families faced several challenges related to ASD, which have been already covered above 

such as language, stigma, isolation, multiple family needs relating to disability, the stressors relating 

to migration and ASD including housing, employment, education, and gender roles. These sections 
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concentrate on the impact of ASD rather than on the picture of a daily life with a child who has features 

of ASD.  In this section the focus is daily life that reflects the relationships of the Autism Spectrum 

Disorder child and parents, family members and careers. Daily life with an Autism Spectrum Disorder 

child may vary between challenges and the experience of the child having a relaxed and pleasant time, 

learning new things, and acquiring new skills. These may be times of joy and times of pain.   

The mother of Al-Habeeb family described life with an autistic child with tears pouring from her eyes, 

“life with constant pain. Years of my life have passed in which I forgot the meaning of joy”. The mother 

of Al-Hajee family, already stressed in caring for her son with a disability and supporting her husband 

said, “life with an autistic child is not easy, but rather difficult because the simplest things I find difficult 

to deal with”. The father of Al-Hajee family described daily life as “life without rest”. His daughter 

confirmed “life with an autistic child is not easy, but it is a mixture of pain and challenges”. The mother 

of the Al-Saleem family spoke about their life, “our life is full of difficulties and every day we face a 

problem because of our care for children with special needs”. Her husband has his daily struggles in 

caring of his son as he said, “great suffering but trying to adapt. I know that at night I will not be able 

to sleep regularly and during the day I must always be alert because he needs constant monitoring to 

meet his daily needs”.  

The mother's friend of Al-Saleem's family spoke about her observations on life with an autistic child 

“the family lives in a constant state of emergency, they miss a quiet life”. The mother of the Al-

Moemen family, who has a long experience in raising children, described caring for an autistic child 

“means great challenges. I am in challenges with myself, I challenge my family, my relationship with 

my husband, I challenge Arab community”.  

One of the challenges that families face, which pose a threat to the life and security of an Autism 

Spectrum Disorder child, is their running away from home. Thus, the challenge is how to provide a 

safe and emotionally warm environment for their child. The father of Al-Hajee family talked about 

feeling worried that his child has “many times escaped from the house. Housing New Zealand put a 

safety lock, but now the child knows how to open it and run away from the house”. The Al-Saleem 

parents said the “child often escapes from the house”. The father explained: 

 Even at night I sleep next to the main door in the house, the reason is that one night 

the child ran away from the house at three o'clock in the morning and all of us were 

asleep. I woke up and did not find him at home. We went out looking for him and 

called the police. After searching for him for nearly half an hour, we found him in a 

truck near our house. We live daily with a lot of potential accidents. 

 

The escape scenario is also repeated in the Al-Moemen family as the mother said:  

My child ran away from the house and all the family members went to look for him 

and it was a difficult time because I did not know what risks he might be exposed to, 

as there is a stream next to the house and I was afraid that he would fall into the river.  

    

After they found him, the mother “went to the beach alone and sat for two hours crying”. The situation 

looks better now for the Al-Habeeb family as the mother explained, “until the age of eight, he often 

ran away from the house but now he does not. If we go to the park, he will play and come back to me, 

he does not run away like before”.  There are other dangerous behaviours that that may threaten the 

child's life, and which are a daily challenge for parents. The Al-Hajee mother said, “keeping the child 

away from dangers is a daily concern for me, because the child always goes to the kitchen and holds 

dangerous things like a knife. He may try to cut anything in front of him with a knife”. The child of the 
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Al-Saleem family has severe autism, which makes it difficult for him to be aware of the risks, leading 

possibly to fatal accidents. The father recounted one such event: 

Once we went to the park and there was a lake. Suddenly the child threw himself in 

the lake and almost drowned and I threw myself behind him in the lake and I do not 

know how to swim. My wife started calling for help. A group of people came and 

saved us from drowning. 

 

The father described a fire that happened to them: 

Thank God we did not all die in it. The family was sleeping at night, and my first and 

second children [both of whom have disability] set the curtain on fire. My wife first 

woke up from sleep at the sound of the alarm and saw the curtain in it, so she tried 

to extinguish it with her hand, which caused her burns in her hand. Then I took her to 

the hospital to put a bandage on her hand. 

 

The mother of Al-Moemen family spoke with a lot of fear for her son’s safety: 

This situation has been repeated more than once. I am in the car with him on the 

motorway and the child opens the seat belt and moves in the car and jumps, which 

causes me great tension so that I can stop and return him to the car seat, as well as 

when he gets off the car, he tries quickly to run to the street, which forces me to run 

after him quickly to catch him. 

 

The mother of Al-Habeeb family also suffered “before, [I could tell you] dozens of stories about things 

that happened that could have been fatal due to his lack of awareness of the danger. Including drinking 

an amount of medicine. He was taken to hospital for treatment”. The challenges continue with 

damage to property in many forms. The father of Al-Hajee family described how the child constantly 

damages the home: 

Milk is poured on the floor, yoghurt is thrown on the wall, broken furniture, heavy 

things are thrown on the wall, which leads to cracking, and we live in housing New 

Zealand which means we must protect the house. Broken five TV screens, Banana 

peel - throws it on the ceiling, it takes effort and a long time to clean it after. Two 

months ago, we threw out a sofa set that he destroyed because he took a knife and 

cut it. …  [My doctor] gives me antidepressants and I feel that my depression is rising 

because of the child's behaviour. 

Then the mother adds “when he is in a tantrum, he breaks the furniture, takes the fruit and throws it 

all over the house. He plays with toothpaste and sticks it on the walls, he also spills the milk and oil on 

the floor “. The daughter confirmed “my mother gets tired of taking care of him because he is irritable, 

often the cause of damage to home furniture”. The mother of Al-Saleem family said, “all the furniture 

in the house has been vandalized several times, we throw the furniture and buy others, and it is also 

vandalized. The TV screen and the computer screen are broken.  Climbs onto the curtains, causing 

them to fall”. The mother of Al-Moemen family also complained, “my son loves writing Arabic letters, 

this caused me a lot of trouble because he is scribbling everywhere in colour on the doors on the walls 

on the floor on the dining table, I got tired of cleaning”. The mother of Al-Habeeb family has also 

experienced similar behaviours, “when he was five years old, he was biting wood, destroying all the 

deformation of the furniture.  He breaks the things in front of him”.  
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The daily needs of an autistic child, including eating, drinking, using toilet, etc., and training the child 

to be independent in meeting these needs, represent a continuous challenge taking hours of effort 

for families.  The mother of Al-Hajee family said:  

Even the simplest things I find difficult to deal with. For example, when I want him to 

sleep, go to school, take medicine or a shower, and eat - all these things need a lot of 

time for this child to cooperate with me. In addition, I cannot predict his reaction. 

Sometimes he is calm and cooperative and other times he is nervous, screaming, and 

breaking things. Life with an autistic child needs patience. 

 

The father of Al-Saleem family described some of the daily difficulties, “he still wears nappy; I carry 

him to the bathroom when it gets dirty. I have difficulty in cutting his nails because he completely 

refuses. I tried to cut his nails while he was asleep, but he woke up”.  

 

However, things can improve with careful attention to the child’s needs. The Al-Saleem mother 

described: 

 One of the difficulties that I faced in the beginning with my child was that I did not 

know how to meet his needs, as he used to bite himself and get up because he wanted 

water, but then I knew to put water for him on the table and whenever he felt thirsty, 

he would go by himself to drink water.    

 

The mother of Al-Moemen family explained how the long hours of training result in positive change:  

Life with an autistic child is difficult because each skill needs to be trained for several 

months for the child to master it, so that he learns how to eat by himself and hold the 

spoon, he needs a long training, as well as how to wear his clothes. Recently, I started 

to train him to use the toilet, but he was still unaware. 

 

After hard work from the Al-Habeeb mother, she now seems more satisfied that she is able to support 

the child in independently meeting some of his daily needs: 

He started using the toilet at the age of six years, he can change his clothes by himself. 

Also, now when he feels hungry, he goes to the kitchen and takes what he needs. 

Currently, he has a big issue in cutting his hair that I cannot control him when I want 

to cut his hair. This year I noticed that he likes to depend on himself, for example, he 

wants me to show him how to open a milk bottle. Every period he has one 

[challenging] behaviour, after a while this behaviour disappears, and another 

behaviour appears.  

 

Despite the challenges and difficulties faced by the families in raising an Autism Spectrum Disorder 

child, there are also positive views about daily life with an autistic child. The mother of the Al-Saleem 

family sees the positive side: “one of the positives of caring for an autistic child is understanding the 

difference. Previously, I did not realize that there is a different child. I thought that the children were 

all the same”.  The grandfather of Al-Saleem family had a comment on life with an Autism Spectrum 

Disorder child - “double innocence from the child, heightened love and tenderness from parents”. The 

daughter of Al-Hajee family said, “I love my brother as he is, I accept him as he is, and I try to help him 

to progress further”. The daughter of the Al-Moemen family offered a long comment reflecting 

acceptance of an autistic child:  

I feel that life is so difficult, but a lot of sweet. It is shown you a different way of life 

and a different way of thinking and helped me learn how to deal with an autistic child. 

In dealing with an autistic child, you must give up things until you get positive things 
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from the child. You must talk slowly with autistic child, and you also must talk simply. 

I feel like this is the right way to interact with children. If I have children in the future, 

I will deal with them in the same way. I will be very committed to routine and time, 

and if I say no, then no. And when the child is in a tantrum, I will wait until he calms 

down and then let him know how to manage his stress and emotions because in the 

end this is important in general. Any child needs to know his emotions and to be self-

regulated. So, I do not want a great environment where me or my child do not know 

how to regulate their emotions. Everything I read and know about autism is healthy 

even for anyone. For example, low light, low sound, all of this is important for your 

emotional well-being in general. It is also important that we do not see the child as 

the reason for our discomfort and tiredness in life because it is not good even in 

Islamic thought. We must be patient and careful in dealing with people with 

disabilities.  

 

4.16 Accessing services:  

The families had experience of early intervention programmes for Autism Spectrum Disorder children 

and accessing specialist support services.  At the beginning, there was the assessment of the child by 

a multi-disciplinary team; a follow-up in the clinic to find out the child’s and family’s needs; their 

enrolment in kindergarten; and then the transfer, in the case of three of these families, to a special 

school. The diagnosis stage is considered the first stage of early intervention with the child and their 

family. All families had an intervention from the discovery of symptoms of ASD and inclusion in the 

therapy and support programmes provided in New Zealand. The Al-Hajee family mother said, “In the 

first three years of the child's life, Plunket constantly attends our house to follow the child's 

development ... then we were transferred to the paediatrician. At the clinic I was informed that my 

son was diagnosed with ASD”.  Until that transfer, the mother had no idea that her son might have 

ASD. 

Likewise, the Al-Habeeb family had notes on the child's development from the first days of their arrival 

in New Zealand.  The mother said “In the camp [the Refugee Resettlement Centre] they noticed that 

the child's growth was abnormal ... After leaving the camp, we were transferred to the children's clinic 

for the necessary assessments”. The Al-Moemen child was diagnosed between the age of two to three 

when the “general practice (GP) referred us to a paediatrician. There were many psychological 

evaluations, then he was diagnosed with autism spectrum disorder”. The daughter of Al-Moemen 

family suggested it was not until “my mother was convinced that he might have autism, we took him 

to the clinic, then he was diagnosed with ASD”. The Al-Saleem parents talked together about how they 

discovered that their child had ASD: 

In the meeting with his teacher in kindergarten, she did not tell us that the child has 

autism, but she started talking that the child does not play properly, does not pay 

attention, and does not interact with the children. I asked her whether she suspected 

that my son has autism and she answered “yes” then she asked us to visit the general 

practice. The GP transferred us to a paediatrician, and psychological assessments 

were made by him.  

 

After the diagnosis phase, there were interventions from several specialized agencies for follow-up, 

evaluation, and provision of needs broadly commensurate with the situation of each child. This is 

typically coordinated by a Need Assessment and Service Coordination (NASC) service. Most of the 
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families were satisfied with the services provided and that they were able to access to the specific 

services for children with autism. The mother of Al-Saleem family recounted:  

A staff member from [the NASC] came to visit us regularly at home. She helped me 

get free nappies for my first and second child. It also helped me get 28 days a year 

relief for the parents ... She also helped us to install padlocked gate, she spoke with 

the Housing to provide more protection for the child from escaping, in addition to 

helping us get a special pram for the child so that we can get out of the house. 

 

For both the Al-Habeeb and Al-Hajee family, direct intervention from the Arab speaking Community 

Health Worker also played an important role in helping the two families access services through the 

NASCs. She explained her role: 

When the case was transferred, the first step was to assist the family, then they link 

the family to multidisciplinary team of child development at the District Health 

Board and then with the …  community referral for occupational therapist as well as 

referral to acupuncture therapist and with a provider of equipment according to the 

need of the child. It may need seating as well as a transfer to speech therapy. We 

also worked in the first years …  on … [issues of] denial, as after a period the family 

realizes that the child's condition is not only delayed in speech, sensory issues, 

feeding or behaviour, and the work is done through the multidisciplinary team.  

The role of the Community Health Worker in helping the family to access the services for autistic 

children was confirmed by the Al-Hajee mother “she was coming to my home to follow up and she 

helps me to access all the services related to autism such as … the [NASC], childcare, school, work and 

income, housing New Zealand, [and a] support person”. The daughter of the Al-Hajee family said, “my 

mum was able to access services related to autism through her doctor as well as through the 

community support coordinator”. Both the mother and the daughter were satisfied with the services 

provided in New Zealand by saying “the services provided are much better than if we were living in 

Iraq or Iran”. The mother added “these services available in New Zealand have a great role in helping 

me overcome the difficulties I face in my life. I thank God that I am here in New Zealand because the 

care is so excellent”. The father also commented on the quality of services “when we were transferred 

to the children's clinic, they did all the psychological tests and connected us to all services related to 

autism. All services provided are good”. 

The mother of the Al-Habeeb family agrees with the Al-Hajee family that she did not face any 

difficulties in accessing services for Autism Spectrum Disorder children. “Through the Community 

Health worker who follows up in our case, she helped us access services such as the … [NASC] and the 

WINZ subsidy as well as help with changing home to a new one more suitable”. The mother feels 

satisfied with the services for ASD - “the services provided are good. There were early observations of 

my children from the first days of our arrival in New Zealand, then regular follow-up in the clinic and 

continuous evaluation of the progress of the case”.  

Families who had a Community Health Worker intervention in the early stages of the child's diagnosis 

reported that they had no difficulties accessing services, except for the Al-Moemen family, whose 

mother and daughter spoke of their lack of knowledge of all services available to children with autism 

and the difficulty in accessing them. The mother of the Al-Moemen family complained:  

The services provided to autistic children are very weak because my child was 

diagnosed two years ago but until now [ when my child is four and half years old], I 

have not received any services. For example, I took my child for an assessment that 
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was done with the pre-schoolers and told her that my child is autistic. Then … [the 

nurse] asked me, “does he take speech therapy”?  Because my child cannot speak, so 

I told her No. “Does anyone come to help you for an hour every day”? I told her No. 

She told me “Your child was diagnosed two years ago, it’s a long time and until now 

he did not receive any services?” I told her yes. She also told me, "Do you want me to 

send an email to ask for help in accessing services?" I told her, "Yes please". Which 

means, I did not receive enough support.  

 

The daughter of the Al-Moemen family also added: 

 It is difficult to get this service. I spoke to … [the NASC] after two years, they referred 

me to an agent, meaning long and complicated procedures until I can get $3000, 

meaning it took a long time. In addition to that, they need someone with strong 

English to understand all these requirements. 

 

After the completion of the diagnosis and evaluation phase and linking families to services for autism, 

there is the stage of early education and training represented by kindergarten. This begins at the age 

of three years.  At five years the child moves to special school or mainstream school with a teacher 

aid resources. These two stages are important for the child as the mother of Al-Saleem family spoke 

about the follow-up:  

There was continuous evaluation and follow-up in the kindergarten by the Ministry 

of Education. He had a special teacher to pay attention to him because he has a lot 

of movement and was not able to [do] daily [-life] skills… At the age of five years, he 

was enrolled in a special school  … [where] there is an interest in training the child 

in communication skills, focus on training him to use toilet, and weekly speech 

therapy. 

The mother of Al-Hajee family talked about the stage of enrolling her child at kindergarten. “After he 
was enrolled in kindergarten, there was a follow-up of the child by the Ministry of Education. She was 
also attending the home to follow up on the development of his skills”. The daughter of Al-Hajee family 
confirmed “he is currently studying in a special school, there is continued follow- up of his case”.  The 
mother was happy about the changes she saw: “The child is studying in special school, I feel that the 
child has developed his skills while at the school as he began to speak, communicate better and use 
toilet. The schools also provides a private bus for these children”. This has resulted in "some 
improvement, but the child still needs a lot of behavioural modification." 

The Al-Habeeb mother said, “when he was three years old, I enrolled him in childcare and there he 

had a teacher to follow up on his case …  Currently, he studies in special school”. She described the 

development of the child’s skills. “The training he received in kindergarten and school had a great 

affect in developing his skills. Currently, he does not run away from home, perceives danger, and tries 

to be independent by himself. He is able to use toilet”. As for the child of the Al-Moemen family, he is 

still in the pre-school stage, but the mother said that the child is now “going to kindergarten and there 

are those who come periodically from the Ministry of Education to follow up on his case in the 

kindergarten and home”. She felt that “early intervention from kindergarten contributed to the 

development of the child's skills as he is trained in … communication, children's participation in play, 

feeding himself, and he is now enjoying the kindergarten”. She would like her son to go to a local 

primary school, but now entry is being refused because there are insufficient resources for this, and 

the only option being offered is special school. 
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The hope of seeing children progress is an aspiration for all parents, but ASD may limit their ambition. 
The parents of the Al-Saleem family said that despite some positive special school reports they still 
did not see an improvement in their child’s condition. The father said, "I hope in the future that he 
can rely on himself to meet his daily needs."  Likewise, the Al-Habeeb mother of the child who suffers 
from severe ASD, said, "when he reaches the stage in which he can be independent, then I feel 
comfortable and satisfied." However, she felt that through special school her 11-year-old child “has 
begun to show improvement in many of his behaviours”.  The mother of Al-Moemen family said, “the 
future of this child worries me. I hope I can help him, that he can progress and be able to study in 
schools like his brothers”.  The mother the Al-Hajee family said “I hope his condition improves and he 
can work".  

 

4.17 Solutions 

The participants had views on solutions that might help them to resolve some of the difficulties they 

are experiencing. The solutions offered reflect low expectations of parents and friends of the families 

about the support and resourcing families need. For example, the friend of the Al-Saleem family 

expects “Arab families with an autistic child … to create an environment in which they feel accepted 

and able to participate and attend in social and religious events”. She does however acknowledge that 

parents may not do this on their own saying “it may also be important to find support groups for Arab 

parents of autistic children”.   

 

Some parents agree that Autism Spectrum Disorder children are not necessarily entitled to be part of 

the community. The mother of Al-Saleem family, proposed “a place for Arab mothers that have autistic 

children to gather, and that the place is suitable for autistic children in terms of safety and the quality 

of the games”. The father of also wanted “special play areas for children with special needs”. This 

solution maintains the social isolation of families with an Autism Spectrum Disorder child. The 

grandfather of Al-Saleem family recognises this and suggests a limited Arab space for Autism Spectrum 

Disorder children: "the contribution of the Arab community to helping families [could be] by providing 

care during religious activities, which helps families to participate in religious activities and not isolate 

families because of Autism Spectrum Disorder child”. The daughter of Al-Hajee family wanted broader 

“support from the Arab community, so that families do not live-in social isolation”. The Al-Saleem 

father goes further in wanting greater “community awareness of autism spectrum disorder”, which 

would make it easier for him with neighbours and being out in the community with his child.  
 

All the families, except Al-Saleem family, suggested that more cultural support is needed. The father 

of Al-Hajee family talked about the importance of having “ASD education services that meet our 

special needs as Arab families”. Specifically, the mother of Al-Habeeb family sees the necessity of 

“providing educational courses on autism in the Arabic language”. The daughter of Al-Moemen family, 

who is psychologist, added there is a need “to educate the family about autism and help them to 

accept and understand”. She had the expectation that “there will be workshops in the Arabic language 

so that they understand what autism is”. In addition, support organizations should employ staff from 

the cultures of the clients - “they … need to employ in the Ministry of Education, employees from 

different cultures meaning Chinese, Indians, Arabs, so that when they have a case of any of these 

cultures, they can help the family in accessing services”. Finally, the daughter of Al-Moemen family 

was the only participant to refer to the need of improve general services for Autism Spectrum Disorder 

children. It was exhausting for her family trying to understand the range of services available and to 

access them: 
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 It would be much better if all services provided to Autism Spectrum Disorder children, 

such as health, education, work and income and other benefits, were under one 

roof.  So that the family does not go to multiple places to obtain services. It means 

that the services are placed in one package.  

4.18 Chapter 4 Summary 

In this project, there were four children that were the focus of the research, all males and aged from 

4 to 10 years. All four children are Arabs from people from a refugee background and migrant families 

living in New Zealand. All were diagnosed with ASD before the age of four, as symptoms of autism 

were clear from an early age in their lives. All also had global developmental delay as well as multiple 

behavioural issues. Three children in this study are attending a special school and one is at 

kindergarten. 

Three of the four families involved are from a refugee background and one is a migrant family. Their 

fluency in English is poor overall. The refugee background families are economically vulnerable, and 

all are socially isolated. The experience of migration has been traumatic for the refugee background 

families and the ongoing consequences of war and persecution have been highly stressful for all 

families. One of the outcomes of the stress of migration is that the mothers experienced a high level 

of maternal stress during pregnancy which may have been a cause of ASD.  

All the families involved have more than one child with a disability – two with development delay, one 

with ASD (all attending special schools) and one with a physical disability.  All the parents experience 

being overwhelmed by the demands of care for their Autism Spectrum Disorder child, and depression. 

The child running away, damaging the home, and being highly unpredictable are amongst the most 

cited causes of stress. The refugee background families have all had major problems in getting secure 

and healthy housing. For one family this is an ongoing issue. Only the father of the migrant family can 

work, for the other parents caring for their children is full time work. One mother is a solo parent, and 

one father suffers from a long-term condition of depression.  

Major difficulties in understanding English have severely limited the ability of the parents to 

understand the nature of ASD, to participate in parent training, and communicate effectively with 

teachers and, in some cases, with community workers assigned to support them. Interpreters have 

not been used in some key events such as parent training and in communication with teachers. 

Language challenges contribute significantly to the isolation of the families from mainstream New 

Zealand, and the stigmatising perspectives held by the Arab community around disability and ASD 

have a powerful impact of isolating the families from the Arab community. This is particularly 

distressing because of the support that Arab parents traditionally get from their extended families, 

and the fact that with one exception, the families have no relatives in New Zealand. Religious beliefs 

and practices give hope and lessen some of the feeling of loneliness. 

Traditional gender roles within Arab society put the responsibility of caring for an Autism Spectrum 

Disorder child on the mother and it is the mothers in the study who are the most under pressure, 

although one father played a very full and supportive role. The ongoing stress that parents experience 

has in one case led to separation. The descriptions of daily life can be characterized as “life without 

rest” and include life and death experiences. Parental tasks range from regularly dealing with smashed 

furniture and defaced walls to the daily challenges of eating, drinking, and using the toilet. However, 

parents also see that with consistency, careful attention and long hours of training real progress can 

be made.  



70 
 

Despite, and possibly because of, their often-traumatic experiences and isolation the families are 

mostly appreciative of the support they have received from specialist services for ASD, right from the 

point of diagnosis through to early intervention, kindergarten, and schools. The support given by 

community health workers and community support workers included important interventions which 

resulted in better access to services and housing. There was one significant gap in services where the 

time between diagnosis and access to services was two years, and a major need for interpreters in 

communication between home and school. When participants were asked for solutions, these often-

reflected low expectations of support and resourcing. Their focus was on the provision of Arabic 

language training workshops and improved cultural support services.  
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Chapter 5: Discussion and Recommendations 
  

5.1 Introduction 

Three children in this study with ASD or developmental delay are attending a special school and one 

is at kindergarten. In the Britain 71% of autistic children attend mainstream education (Priory 

Education and Children's Services, 2021). The New Zealand Resource for Educators for Autism 

Spectrum Disorder children (Ministry of Education, 2017) is clearly aimed at mainstream education 

services. These two pieces of information tell us that children in this study are from the more impaired 

end of the ASD spectrum and the least likely to receive a socially inclusive education.  

 

5.2 The impact of migration 

The families participating in this research are extremely vulnerable. They come from devastated and 

war-torn countries in search of a safe and more stable life. This is consistent with the sharp rise in the 

last decade worldwide of immigration due to forcible displacement (UNHCR, 2020a). In my literature 

review, I referred to studies that suggested migration as a significant cause of maternal stress during 

pregnancy and thus of ASD and developmental delay (Magnusson, et al, 2012. Hewitt, et al, 2013). 

Three of these families had horrific journeys to reach New Zealand, similar to the experiences of boat 

people to Australia and more recently across the Mediterranean (UNHCR 2020b). Journeys as boat 

people from persecution in Iran and civil war in Iraq to limbo in Indonesia have been extremely 

traumatic. These are described by Al-Hajee mother as a "journey of death"; “we were witnessing death 

at every moment in the sea”. Also, the father of Al-Saleem family added crossing “several airports and 

at each airport, fear was the master of the situation”.  These painful experiences still live with some 

of the participants. The Al-Hajee mother said “the journey of fear in the sea continues to be repeated 

in my dreams” and “a bitter experience whose pain is difficult to forget”. For the Autism Spectrum 

Disorder children or developmental delay, the refugee background mothers were pregnant in times 

of great stress either immediately prior to migration, during migration or early in their time in New 

Zealand.  The one non-refugee background mother was living under great stress and pregnant during 

the Syrian civil war where her mother, father and sister were killed.  

The families also faced the general stressors of migration such as finding safe and healthy housing 

(Black et al., 2011) with one family still living in unsafe and sub-standard housing. Challenges for 

people from a refugee background in employment and education are well known (Nghe et al., 2003) 

and this was true for the parents, compounded by the lack of recognition in New Zealand of their 

qualifications and restrictions imposed having to support Autism Spectrum Disorder children, except 

for the Al-Moemen family who had been living in New Zealand for 16 years before their Autism 

Spectrum Disorder child was born.   

 

5. 3 Impact of caring for an Autism Spectrum Disorder child. 

In this study the participants were all under considerable stress relating to the support needs of their 

Autism Spectrum Disorder child along with other family members with disability and mental health 

concerns.  Three of the families have to take care of more than one child with developmental delay or 

ASD and the fourth family care for a son with haemophilia, in addition to their other family duties such 

as cooking, cleaning, shopping, and caring for other children without a disability.  The daily problems 
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of an Autism Spectrum Disorder child vary from one age stage to another. These issues are 

represented in the daily routines of sleeping, eating, and using the toilet.  But the suffering recounted 

by these families is extended to providing protection for the child due to frequent running away from 

home, playing with dangerous materials, nearly drowning, setting fire to things as well as the need 

manage their aggressive behaviours and tantrums.   

  

The stressors these families experience daily have a significant role in increasing the marital problems 

because there is little time to invest in the marital relationship. “A large part of our problems are our 

autistic children” (Al-Saleem mother).  All the participating parents had experiences of depression and 

anxiety and were given antidepressants, some are still under medication. “I feel that my depression is 

rising because of the child's behaviour” (Al-Moemen mother).  This is consistent with the picture 

painted in the literature review that parent of Autism Spectrum Disorder children are under a greater 

amount of stress due to the severity of autism and behaviour related to autism when compared with 

parents of children with other developmental disabilities (Dabrowska & Pisula, 2010; Lollar, 2008; and 

Sim et al., 2017). This is reinforced by Braga dos Anjos & Araújo de Morais’s (2021) international 

systematic review of the parent experience, who describe the impacts of “severity and chronicity” of 

ASD, the “anxiety and depression” of carers, and the” intensity” of the caring role (p. 8).  

This intensity of the caring role was described in this study by parents as a “life without rest” (Al-Hajee 

father) “forgetting the meaning of joy” (Al-Habeeb mother), and “life is full of difficulties every day” 

Al-Saleem mother.  In this regard, the experience of the families participating in this research are more 

extreme than the experiences reviewed in chapter 2 (see 2.3.3, Mandell, 2008; Abbeduto et al., 2004; 

Bromley et al., 2004) which relate mainly to mainstream or white populations. As well, the impact of 

unexpected events such as Covid 19 has taken its toll on the mental health of children and the family, 

as noted by Fernandes, et al. (2021). They noted during lockdowns “social isolation measures and the 

need to stay at home can, at times, generate situations of intense suffering” (p. 7). The clearest 

contrast of experience is from Alsayyari (2017) who interviewed five US Arab mothers of Autism 

Spectrum Disorder children, for whom the impact of ASD had been relatively benign. However, this 

group was very different from my participants. All these mothers preferred to be interviewed in 

English rather than in Arabic (some were born in US), so there were no obvious language problems; 

they were not people from a refugee background and their partners were not necessarily Arab; 

none of the families had more than one child with a disability; the mothers all had access to support 

groups; and they were grateful to their extended families “for their support and acceptance of their 

child with autism” (p. 98).  

 

5.4 The influence of culture 

Participants spoke about their cultural beliefs about ASD. Health and disease are cultural concepts and 

cultural groups contribute to the transmission and shaping of how we perceive, experience and deal 

with health and disease (Mandell & Novak 2005; Narayan 2002).  Among the most prominent of these 

beliefs were the devil's eye and envy, which they attribute to several reasons, including success. This 

belief is more than a cultural myth (Alsayyari, 2017) when a friend of one family suggests that “’Ein’ 

[the evil eye] could be the cause of her child’s autism”, and the use of traditional cures include the 

using of blessed water from the mosque to remove the curse.  Ravindran & Myers (2012) discuss the 

absence of a clear cause for ASD, and a plethora of treatments create a vacuum which traditional 



73 
 

beliefs readily fill. Not all are based on curse myths, as some are about types of food and drink that 

may help a child recover – e.g., “the pomegranate is good to help the child to speak” a suggestion 

given to one of the mothers.  

 

Members of the extended family argued that cultural disconnection – families living away from their 

mother country - was a major cause of the child’s autism, and that the best way for treatment and 

recovery is to return to the homeland and live among the extended family members, which will help 

the child to live a social life amongst their relatives. However, two families had returned home, and 

concluded that the family/service support structure was not as good as the service support structure 

in New Zealand.  

 

Islamic Religious beliefs had a strong influence in enabling parents to hope that their prayers and 

donations to the mosque may help to obtain the reward from God because of their care for their child 

with a disability. However, like Arab Americans (Alsayyari, 201 7), Muslim immigrants from South Asia 

to America (Jegatheesan et al., 2010) and Pakistani Muslim families  (Mirza, Tareen, Davidson, & 

Rahman, 2009) feel that raising an Autism Spectrum Disorder child is a test from Allah (God) for them 

in this worldly life, which they will be rewarded after death. Similarly, one of the parents in this study 

acknowledged that “this child is a blessing from God and a trial for us in this world, therefore, we must 

be patient and bear until we have the reward on the Day of Resurrection”(Al-Saleem father). The 

mosques and community religious centres are not, however, where parents with their Autism 

Spectrum Disorder child can feel comfortable. 

Another aspect of culture is gender roles. In Arab culture the man is responsible for providing the 

income, and the woman's role is to take care of the children (Ajrouch et al., 2016; Stephan & 

Aprahamian, 2016).  The participating mothers talked about the difficulties they faced in caring for 

more than one child with special needs, over and above what might be expected of the traditional 

role of mothers.  Of the fathers, one had returned to his home country, one was a successful provider 

for the family, one struggled with depression, and one was a full-time carer supporting his partner 

along with looking after his parents and his brother. In this study, in most cases, the women carried 

the extra workload.  

Part of the struggle is connected into female/male parenting styles where women are more 

“overinvolved, authoritative and permissive” and men more “authoritarian” (Ulferts,  2021, p.27). 

Men are more likely to expect children to do as they are told and are not used to attending to the fine 

detail of child management which is vitally important when dealing with an autistic child. They may 

find it exhausting to have to attend at the level needed and asked for by their wives, and the wives 

may be exhausted by the consistent failure of their husbands to pay proper attention to the behaviour 

of the child.  

Participating families experienced social stigma associated with ASD, which included feelings of 

shame, sometimes to the point of secrecy, about having a child with a disability in the family. They 

also reported being shamed or pitied by members of the Arab community when their child 

“misbehaves”, or by mainstream community when, for example, wearing a hijab. Many recounted  

being frightened to take their Autism Spectrum Disorder child into community settings. This stigma 

was one of the most important reasons that led to the isolation of families from Arab community and 

the inability to participate in social and religious events. All participants lacked support from the Arab 

community and religious centres, and all lived in social isolation.  
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Isolation and stigma due to autism was not limited to dealings with the Arab community, but also 

extended to New Zealand society, because of cultural and religious differences These findings are 

consistent with Alsayyari’s (2017) findings, although the stigmatising responses of the US mainstream 

community show “harsher” (p.97) discrimination against Arab parents of an Autism Spectrum Disorder 

child than experienced in New Zealand. Most of literature reviewed showed that stigma reduces the 

well-being of people with ASD and their family members all over the world, through a demeaning 

view, poor access to social support services, health, and mental health care, as well as a lack of 

opportunities (Woodgate et al., 2008).The Child, Women and Family Services of the Waitemata 

District Health Board in New Zealand also report strong social stigma connected with disability, 

particularly in relation to migrant and refugee background families with settlement problems (Black, 

et al. 2011). Stigma is the major impediment to the social inclusion of these children and their families.  

5.5 Quality of support for parent of Autism Spectrum Disorder children. 

All participating families had their children diagnosed with ASD at an early age, between 2 to 3 

years.  After the diagnosis stage, there is the need to access autism-specific services. This is typically 

coordinated by a Need Assessment and Service Coordination (NASC) service. Most of the families were 

satisfied with the NASC services provided, and were able to access the specific services for Autism 

Spectrum Disorder children.  A staff member from [the NASC] came to visit the families regularly at 

home. Through a such a staff member, three of the families were able to obtain services that linked 

the family to a multidisciplinary team of child development, childcare, special school, WINZ, Kainga 

Ora (Housing New Zealand), support persons, a number of days a year of relief for the parents, 

provision of equipment relevant to the need of the child, and speech therapy. The Al-Habeeb sole-

parent mother commented “these services, available in New Zealand, have a great role in helping me 

overcome the difficulties I face in my life”. The three oldest focus children in this study are socially 

isolated in special school and the mother of the youngest is upset that her four-year-old pre-schooler 

is being refused admission to his local primary school. She is very dissatisfied with the quality of 

services so far, particularly with speech therapy and special days for parent relief. This family’s 

observation that “there are several Arab families … who do not have access to all these services due 

to complications and [being] unable to speak English language” generally applied. These findings 

support Van de Meer and Evans’ (2021) very recent survey of 458 New Zealander caregivers on their 

experiences of the assessment and diagnostic process, which found that there were major deficiencies 

in the level of post diagnostic support for caregivers. 

 

The families struggled with English, particularly early in their settlement in New Zealand, when most 

also needed to understand the significance of the diagnosis of autism and how to be a parent of an 

Autism Spectrum Disorder child. The one mother who had been in New Zealand for more than a 

decade when her son with ASD was born, would have preferred to receive key information in Arabic. 

While interpreter services are available in many places upon request, such as Kāinga Ora (Housing 

New Zealand), NASCs, WINZ and DHBs, most families found it difficult to ask for an interpreter, partly 

because of feeling awkward with interpreters. Consequently, families are often not able to undertake 

training, to fully communicate with their community health professionals (Plunket, Community 

support workers) or with the teachers at special school, and to access services without assistance. In 

New Zealand, new parents of children aged 2-5 with autism are offered a 14 session Incredible Years 

workshop series on ASD. One of the families did not attend this programme because it was in English 

with no interpreters. The other three families did attend the programme, but two of the families could 

not easily understand the information that was being presented. None of families had accessed the 

NGO parent education and support programmes (HeathCare NZ, nd; Autism New Zealand, 2021), 
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mentioned in s.2.8.3. Consequently, the families, when interviewed, were still poorly informed about 

ASD. 

 

These findings are supported by Black et al.'s (2011) & Van de Meer and Evans (2021) comments 

about the importance of providing support to non-native English speakers. A participant in Black et 

al.’s (2011) study noted that when a support group of non-English speaking migrants who have Autism 

Spectrum Disorder children was set up:  

The mums have been really chuffed about that because having someone who can 

speak their own language, who’s got a child with a similar disability. … They can share 

ideas, because there’s nothing like having [another parent of] a child with a similar 

disability to share ideas with – what works, what doesn’t work. (p. 30) 

Despite the huge daily stress that the parents experienced caring for an Autism Spectrum Disorder 

child and another child with special needs, and their battles with depression, none of them had access 

to a free counselling service. This might have helped relieve some of their stress and eased the marital 

discord that is inevitable in such circumstances.  It is important for the mental health of every person 

exposed to daily stress to have counselling sessions to help deal with stress and a healthy way to 

release feelings of pain. Counselling can also help a person see things from a different perspective. 

These findings are consistent with Van de Meer and Evans (2021) findings that many New Zealand 

parents felt support services were uncoordinated and that there was a greater need for counselling 

services, autism education programmes, and support groups.  

 Considering the families need for support, the lack of support from extended family members and 

relatives was keenly felt.  One mother’s comment typified how the parents felt: “the biggest problem 

is that I live alone without any of my family, and it is causing me to suffer. I do not have a sister or 

mother that I can talk to about the difficult life I am living right now” (Al-Moemen mother). Unlike the 

US Arab families in Alsayyari’s (2017) study, my participants had very limited or no family support or 

support from the Arab community, and no access to a culturally appropriate support group. Mothers 

suffer most as they bear the burden of care and education in the absence of extended family support. 

This is an issue noted elsewhere with regard Arab immigration (Ajami et al., 2016; Ajrouch et al., 2016; 

Sharifzadeh, 2011). Adding to this is the issue of mainstream stigma discussed above. Considering 

Alsayyari’s (2017) conclusion that “Arab Americans with disabilities are a neglected sub-minority of 

arguably the most stereotyped and marginalized minority in the US” (p. 107), one wonders how this 

might apply in New Zealand. All of this gives an appreciation of how extreme the support needs of 

these families are.    

5.6 Recommendations 

The parents, family members, and friends all offered solutions for change (see s.4.17). Those  offerings 

reflected low expectations of support, driven by the experience of general stigma around ASD and 

discrimination against the Muslim community in New Zealand, in addition to the experience of specific 

stigma toward ASD shown by the Muslim community and the harrowing experience of migration. 

These experiences are internalised by the participants, so that even a friend thinks parents should do 

more to control their children.  Parents do not want to impose any disruption on the public, so they 

want ASD specific spaces, where they can feel safe and where the public does not have to interact 

with their children. Family members want more support from the Arab and Muslim community 

generally, so that the families can be more included in religious, community and social events. It is 

notable that their proposed solutions for mainstream services and the wider community goes no 



76 
 

further than for the parents to have education and training about ASD in their own language. The 

exception is the one family member who has grown up in New Zealand and has trained as a 

psychologist who recognised that Arab parents need more education, home support, respite, and 

counselling.  

 I have incorporated the participants solutions into recommendations that follow. These 

recommendations fall in to three sections: The first is language, which is a basic need for parents to 

gain the understanding of ASD in their own language; Secondly, services, once parents have become 

informed and aware of the services available, they want to access more comprehensive services;  

Thirdly, community, a key goal of services is social inclusion particularly within the parents’ cultural 

community.  

Language  

• To provide interpreters more widely and encourage their use, making it easier for caregivers 

to communicate with schools and support services and to support parent training and 

counselling.  

• To teach parent- training courses such as Incredible Years in Arabic, to make it easier for Arab 

families to understand the needs of Autism Spectrum Disorder children, how to communicate, 

to deal with behavioural challenges, to train the child in the skills of daily life, and to 

understand the importance of social inclusion. 

• To ensure that parents have access to Arabic speaking support people.  

 

Services 

• To improve access to services for ASD, to make it easier for caregivers to get services such as 

home support, respite care, speech therapy, behavioural management, teacher aid support in 

primary school, and to collaborate with their child’s school.  

• To better support immigrant families caring with Autism Spectrum Disorder children, give 

more attention to their housing needs including adaptations which improve the safety of the 

environment. 

• To address the parents’ and families counselling needs that arise from the challenges of caring 

for an Autism Spectrum Disorder child and traumatic migration experiences.  

 

Community 

• To raise awareness within the Arab community about ASD and stigma faced by parents of 

Autism Spectrum Disorder children. 

• To work with Arab communities to engage with families with an Autism Spectrum Disorder 

child by facilitating socially inclusive environments suitable for families and their children.  

• To help parents connect with other Arab parents to form a support/advocacy group for 

parents of Autism Spectrum Disorder children, to support and advocate for each other and 

exchange experiences of dealing with an Autism Spectrum Disorder child. 

5.7 Limitations 

The method used in this research is a case study, which required the participation of many family 

members so the researcher could form a richer picture of the subject under study.  However, in this 

research, some family members, particularly males, refused to participate in this research, which 

contributed to limited information being collected about father’s and brother’s experiences.  To make 

the project manageable in terms of time, the project was designed as requiring four interviews for 
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each family. For three of the four families, I did more than four interviews and several times during 

the analysis had additional conversions with members of all the families to fill in gaps in the 

information collected. In one family there were only two participants involved. Another limitation is 

that it would have been useful to collect more historical information around such matters as the 

experience of the first two years after diagnosis for three of the families, and more documentary 

evidence such as medical and educational reports.   

5.8 Conclusion 

The idea for this research came about because of my previous experiences as a mental health social 
worker, working with families in Saudi Arabia to help them deal with the many challenges they face 
having children with autism.  When I moved to New Zealand, I wanted to know what kind of difficulties 
Arab families with ASD children faced.  Through this research, I have been able to learn about many 
of the services offered to Autism Spectrum Disorder children and their families in New Zealand and 
have seen that families appreciate that the services and support available in New Zealand are much 
better than those in their own home, often disrupted or devastated countries. My opinion was also 
that services in New Zealand for Autism Spectrum Disorder children were better than those in Saudi 
Arabia, a stable and wealthy country with well-developed health services.  
 
The families in this research, despite the availability of good services, were more stressed and 
depressed than families I have worked with in Saudi Arabia, including families who had more than one 
child with a disability.  It has brought home the significance of the twin impacts of isolation because 
of being unable to communicate well in English, and of the slow recovery from the trauma of 
immigration particularly for people from a refugee background, but also as migrants leaving family 
behind who are at risk of death and devastation.  
 
These are not issues that are confined to Arab migrants to New Zealand and could equally well apply 
to other groups, such Somalian or Eritrean people from a refugee background in New Zealand, or 
future Muslim people from a refugee background from Myanmar or Uyghurs from Xinjiang province 
in China. Special attention needs given to the physical health of women from refugee backgrounds to 
ensure they are not at an excessive risk of bearing an Autism Spectrum Disorder child. There is a strong 
relationship between physical and mental health, and people from refugee backgrounds with 
languages rare in NZ will need special early help to connect to community in New Zealand that can act 
as some form of substitute for the extended families they have separated from in their home 
countries. 
 
I was with him in an indoor playground then a New Zealand man came in. My son thought that this 
man was his father. Then he ran to the man and held him, and saying “Daddy, Daddy”. The man pushed 
him away and told me “Why didn't you teach your child who his real father is?”. He abused me because 
my child does not know who his real father is, then I told him the child has autism. He answered me 
“don't go out with him anywhere”. (Al- Moemen mother) 
 
Being alone here in New Zealand the situation is different and depressing. After one year, I became 
pregnant with my second child, as the psychological fatigue that I went through may have affected my 
childbearing with autism. (Al-Saleem mother) 
 
Excellent care and support services in New Zealand, whether medical care, services for children with 
ASD and special school. As for the Arab community, I do not like to be in it because I do not like or 
accept the look of pity. (Al-Habeeb mother). 
 



78 
 

I think that the services provided are much better for my children than if we were living in Iraq or Iran. 
These services, available in New Zealand, have a great role in helping me overcome the difficulties I 
face in my life. I thank God that I am here in New Zealand because the care is so excellent.  (Al-Hajee 
mother) 
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Network/Practice Pathway/Institute:  

 
4. Summary of Project 
Please outline in no more than 200 words in plain, non-technical language why you have chosen 
this project, what you intend to do and the methods you will use. 
The stress on parents who care for an autistic child is a cause of many psychological, social and 
financial pressures for the family. However, the situation may be more complicated when the family is 
a migrant or refugee background family and has a child diagnosed with autism spectrum disorder, as 
these challenges increase stress. Some of the greatest challenges faced by immigrant families is an 
inability to recognise the nature of autism, the stigma connected to disability and mental illness by the 
family and the community in which they live, the struggles of dealing with a different cultural and 
language environment and access to education centres and health care. Therefore, it is important to 
fully understand the issues facing migrant families in order to provide better care services for children 
with autism (Wang and Brown 2009; Hendricks, et al 2000). There is little research on Arab migrants in 
New Zealand. And a very limited number of research studies conducted on Arab migrants with an 
autistic child internationally. 
 
The number of Arab families with autistic children in New Zealand who will be prepared to participate 
in 
this research and whose children meet the age criteria is likely to be very small. Because of the small 
numbers of potential participants, I have decided to use case study. 
 
 Wang, M., & Brown, R. (2009). Family quality of life: A framework for policy and social Service provisions to  
 support families of children with disabilities. Journal of Family Social Work, 12, 144–167. 
Hendricks, et al (2000) 
 

 

 
5. List the Attachments to your Application 

Consent forms – participant and organisation x☐ 

Information sheets x☐ 

Interview questions x☐ 

Focus group schedules ☐ 

Questionnaire/s ☐ 
Other (please specify): Case study schedule 

 

 
Applications that are incomplete, lacking the appropriate signatures or submitted after 
the specified application deadline date will not be processed. This will mean delays for the 
project. 

 
Applications must be submitted in the following formats: 

 
One signed hard copy to be sent or hand delivered to the Ethics Secretary at:  

• Research and Enterprise 
Penman House 
Building 55, Level 1 
Unitec Mt Albert Campus 
Gate 4, 139 Carrington Rd 
Mt Albert, Auckland  
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One electronic copy completes with supporting documents to be emailed to the Ethics Secretary 
at: 

• ethics@unitec.ac.nz  

 
Note: If no hard copy, complete signed e-copies of applications will be accepted.  
E-copies to be sent to: ethics@unitec.ac.nz  

 
Note: Email trails are unable to be accepted in lieu of signature/s.  

 

Section B: Project Information 

6. Does this project have any links to previously submitted ethics application(s)? 

☐ YES / X☐ NO 

If yes, list the UREC or HDEC application number/s (if assigned) and relationship/s. 

 

 

 
7. Is approval from other Ethics Committees being sought for the project? 

 ☐ YES / X☐ NO 

If yes, list the other Ethics Committees. 

 

Section B.1: Project Details 

8. Provide a brief rationale for the research, including justification and benefit of the project. 
Autism Spectrum Disorder (ASD) is one of the disabilities that needs long-term care in order to improve 
communication skills, whether at home or school or with relatives and friends (Russa, Matthews, 
Owen & Deschryver, 2015).  According to DSM- 5 (2013) Autism Spectrum Disorder child must have meet 

criteria which includes persistent deficits in three areas of interaction and social communication ( social- 
emotional reciprocity, nonverbal communicative behaviours,  developing and understanding relationships) in 
addition need to meet at least two of four types of repetitive behaviours, restricted ( hyper sensory aspects, 

inflexible  adherence to routines, repetitive movement and highly restricted, fixated interests). The greatest 
responsibility lies with the parents who care for the autistic child. Caring for an autistic child raises 
many issues for parents which include decreased quality of life for the family, higher levels of mental 
health concerns such as anxiety and depression for the parents, and reduced level of satisfaction with 
life among parents who are feeling isolated and locked at home because of the challenges of 
supporting an Autism Spectrum Disorder child.  Also, Parents often become distressed with such 
things as taking their child out in public, financial difficulties, Increased problems in marital 
relationships. Currently, most treatment interventions are concerned with the improvement of the 
child's skills (Quill, 2000). Hartley & Schultz (2015) state that parent participation in therapeutic 
interventions positively contributes to the progress of the child's condition as the mental health of the 
parents and parental stress as well as isolation may have negative impacts on the autistic child that 
cannot respond to various therapeutic interventions. 

 
The stress on parents who care for an autistic child is a cause of many psychological, social and 
financial pressures for the family. However, the situation may be more complicated when the family 
is a migrant or refugee background family and has a child diagnosed with autism spectrum disorder, 

mailto:ethics@unitec.ac.nz
mailto:ethics@unitec.ac.nz
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as these challenges increase stress. Some of the greatest challenges faced by immigrant families is an 
inability to recognise the nature of autism, the stigma connected to disability and mental illness by 
the family and the community in which they live, the struggles of dealing with a different cultural and 
language environment and access to education centres and health care. Therefore, it is important to 
fully understand the issues facing migrant families in order to provide better care services for children 
with autism (Wang and Brown 2009; Hendricks, et al 2000). There is little research on Arab migrants 
in New Zealand. And a very limited number of research studies conducted on Arab migrants with an 
autistic child internationally. 

 
This project proposes focus on Arabic families with a child with autism living in New Zealand. While 
there are many studies that look at challenges faced by families with autistic children in New Zealand 
(Bevan-Brown,2010 & Stace, H, 2011), there is a gap in the literature when it comes to Arabic families 
who have children with autism spectrum disorder. The Arabic situation is quite unique and has its own 
challenges, because Arab migrants not only face the challenges of a different physical environment 
thousands of miles away from home, but also the challenges being part of a small minority group with 
a different language, a different script, and coming from a very different religious and political 
environment. The aim of this research is to understand the experience of Arab families with an autistic 
child and to find solutions for the difficulties they face. As a social worker in Saudi Arabia, I worked for 
six years with autistic children and their families. I am Arabic and speak the Arabic language fluently 
and I can understand Arabic culture that participants in this research will come from. 

 
American Psychiatric Association, (2013).  Diagnostic and statistical manual of mental disorders. 5th ed. Arlington, VA: American 

Psychiatric Association. 

 Hartley, S. L., & Schultz, H. M. (2015). Support needs of fathers and mothers of children and adolescents with autism spectrum 
disorder. Journal of Autism and Developmental Disorders, 45(6), 1636–1648. 

Quill, K. A. (2000). Do-Watch-Listen-Say: Social and communication intervention for children with autism. Baltimore, MD: Paul H. 
Brookes Publishing Co.  

 Wang, M., & Brown, R. (2009). Family quality of life: A framework for policy and social Service provisions to support families of 
children with disabilities. Journal of Family Social Work, 12, 144–167. 
 

 
9. State concisely the aims, question and/or hypothesis of the project. 
1. To explore the challenges and issues faced by Arabic parents of children with autism spectrum 

disorder living in New Zealand. 
2. Presenting some suggestions and recommendations to the key challenges face by Arabic parents 

of children with autism spectrum disorder. 

 
Key questions  
1. What were the family's expectations given their cultural background around autism prior to and 

immediately after their child was diagnosed with ASD?  
2. What has been the family’s ongoing experience of living with a child with autistic spectrum 

disorder in New Zealand?  
3. What needs to happen to better support Arab families caring for an Autism Spectrum Disorder 

child? 

 

 

 
10. What methodology best describes your research approach? 

(e.g., Randomised controlled trial, experiment, survey, action research, phenomenology, 
ethnography, grounded theory, case study or other: please specify) 
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In the section, I will discuss the values and principles (the axiology) that underpin my research 
approach, after which I will introduce the key methodological approaches that will be used in this 
research and suggest the key method I will use.  

Axiology can be defined as “the study of value or, more adequately, theory on the nature of value. In 
plain-English; what’s good (or bad) in life and what do we find worthy” (Denne, 2018). Axiology is 
focused on value, moral and ethics. Kaupapa Maori, can be defined as “meanings embedded in Maori 
culture. It literally means the Maori way or agenda, a term used to describe traditional Maori ways of 
doing, being and thinking, encapsulated in a Maori world view or cosmology” (Henry & Pene, 2001).  

All research is underpinned by a set of values, usually implicit other than meeting the ethical 
requirements for research in the part of the world in which the research is situated. New Zealand is 
privileged to have a powerful set of values (principles) created by Linda Tuhiwai Smith (2000) to 
address the problems in research with Māori when western models of research and their implicit value 
systems were imposed. These principles have had wide acceptance around the world as having 
provided a useful model for indigenous research and it seems appropriate that they can form a model 
from which general research as well can learn. 

The principles or values for kaupapa Māori that are most helpful for my research are as follows.  

“Tino Rangatiratanga - The Principle of Self-determination - the goal of allowing Māori to control their 
own culture, aspirations and destiny” (Smith, 2000, p,234). My research will be with an Arab minority 
who lives in New Zealand, which has its own identity, culture, and aspirations, and has the right to 
preserve its cultural identity and consideration must be given to how it affects the therapeutic process 
for the autistic child and their family. 

“Whānau - The Principle of Extended Family Structure'' (Smith, 2000, p.234). This principle refers to 
family support structure and the inbuilt responsibilities and obligations. In my study this identifies the 
difficulties facing the Arab family with an ASD child who lives in New Zealand without the support of 
their extended family. In the research. Through the internet it is possible that participants in this 
research will maintain a strong connection with their extended family overseas which will need to be 
part of the research context. Also, the research will recognise the tribal affiliations that New Zealand 
Arabs have with each other.  

Another important principle is “Ata - The Principle of Growing Respectful Relationships - the building 
and nurturing of relationships. Ata focuses on our relationships, negotiating boundaries (Smith, 2000, 
p,234). This principle is very important in my research work. It is significant for the researcher to 
respect the participants and keep them safe in the relationship. Give them choices about how the 
research is done. listening carefully, demonstrate your sensitivity to their cultural and spiritual 
practices e.g., “salam alaikum” introduction 

A principle must also be considered is “Tīkanga Maori - The Principle of Tikanga Maorii (Smith, 2000), 
p,234) This refers to “customary practises, behaviours and obligations all the principles given social 
practice” (p,237). This principle is important when conducting research because Arab societies have 
their cultural diversity and the difference in customs and traditions from one society to another – e.g. 
Dress, and Islamic beliefs (e.g. Shia, Sunni). Also, I would be careful to avoid discussion of Islamic 
politics. 

From a cultural perspective and with such \a sensitive topic as ASD, it is vital that the researcher is 
aware of the cultural and religious contexts because the perception, acceptance and interpretation 
of autism may be influenced by these (Zhang & Bennett, 2003).  In this research, Abbas (2010) 
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argues that it is important for the researcher to be an Arab and Muslim and can understand the 
cultural background of Muslim Arabs. He states that  

As a Muslim researcher often conducting social research on other Muslims, there 
are, moreover, fundamental tenets of the religion of Islam that would need to be 
upheld in both the public and public spheres. This includes observance of certain 
norms and actions in relation to gender in particular. ……Muslims would conceivably 
be more likely to give consistent or “authentic” accounts, particularly where there is 
balance between the ethnicity and/or religion of the researcher and the researched 
(p, 126). 

There are three parts to the methodology used in this research. Firstly, I take a phenomenological 
approach. This is embedded in narrative enquiry which is itself embedded in the methodology of case 
study. The phenomenological approach (Mason, 1998) enables the researcher to understand and 
interpret the meanings of experiences of human life. In social practice research we are interested in 
the lived experience of the participant.  In other words, we want to see the world from their 
perspective.  

McAlpine (2016) describes narrative approach as being about giving the participant the opportunity 
to tell their story in their own way. This method is congruent with the Ata principle and a kaupapa 
Māori approach in general that I am taking in this research and with phenomenological approach 
focusing on daily lived experience and challenges that face participants with autistic children. This 
approach is appropriate to the research that I intend to do, as it allows participants to express their 
exploratory experience in dealing with the challenges they face with an autistic child. 

The third methodological approach is case study. Corner, (2019) describes case studies as involving 
“in-depth research into a given subject, in order to understand it’s functionality and successes. Mostly 
importantly: case studies are stories” (p. 2). Case studies explore only a few or even just a single ‘case’, 
in depth and often, if not typically, use multiple methods that can be triangulated. Case studies can 
involve a number of different methods, for example, interviews with a number of different people 
(e.g., in this study, it could be the mother, father, older siblings), observations, family records, photos, 
stories from beyond the family. Corner (2019) states the case study is not itself a research method, 
but researchers select specific methods to collect data. A key method used in my case studies is in-
depth narrative interviews. Using narrative interviews, gives participants an opportunity to express 
their stories more clearly with their own words, language, and narrative (Lichtman, 2013). 

These qualitative approaches are most appropriate when you have a group that has not been well 
researched in the area that you're exploring. Qualitative research seeks to understand participant 
experience which is an important first stage to doing research that may be able to predict patterns of 
change in future research.  Denzin & Lincoln (2011) and Glesne (2016) point out that a qualitative 
approach helps us to understand the culture, perceptions, beliefs, and actions of research participants 
and recognize from the phenomena (lived experiences) the meanings participants make of the world. 
Alsayyari (2017) notes that “qualitative research is also suitable to study social phenomena (i.e., 
disability) and investigate subjects related to individual differences or issues of race, religion, gender, 
and class that cannot be measured and analysed through statistical techniques” (p,42) which fits with 
my study aimed at understanding the experiences of Arab New Zealand families of Autism Spectrum 
Disorder children through their lived experience. Finally, a qualitative approach allows the researcher 
to see participants’ point of view from their own perspective and provides the opportunities to get a 
deep understanding of the research subject and discover details related to the topic (Creswell, 2013; 
Glesne, 2011; Lichtman, 2013). 

Alsayyari ,H, (2017). Perceptions of Arab American Mothers of Children with Autism Spectrum Disorder: An  
 Exploratory Study. Retrieved from: https://scholarcommons.usf.edu/etd/7121/ 
Corner, A,(2019). 15+ Professional Case Study Examples [Design Tips + Templates. Retrieved from:  

https://scholarcommons.usf.edu/etd/7121/
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 https://venngage.com/blog/case-study-examples/ 
Creswell, J. (2013). Qualitative inquiry and research design: Choosing among five approaches (3rded.).   
 Thousand Oaks, CA: Sage 
.Denne, P, (2018). A guide for interdisciplinary researchers: Adding axiology alongside ontology and epistemology. Retrieved  

from:: https://i2insights.org/2018/05/22/axiology-and-interdisciplinarity/ 
Denzin & Y, S, Lincoln (2011). Handbook of qualitative research (p.p 70-82). Thousand Doks. CA. Sage. 
Glesne, C, (2016). Becoming Qualitative Researchers: An Introduction. Retrieved 
from:https://www.researchgate.net/publication/290989627_Becoming_Qualitative_Researchers_An_Introduction 
 Henry, E & Pene, H,( 2001). Kaupapa Maori: Locating Indigenous Ontology, Epistemology and Methodology in the  
 Academy. Retrieved from:https://doi.org/10.1177%2F1350508401082009 
Lichtman, M,(2013). Qualitative Research in Education. : 978-1-4129-9532-0. SAGE. Retrieved from:
 https://www.researchgate.net/publication/258343463_Qualitative_Research_in_Education 
Mcalpine, L, (2016). Eesti Haridusteaduste Ajakiri, nr 4(1), 2016, 32–57 doi: http://dx.doi.org/10.12697/eha.2016.4.1.02b 
Smith, L. T. (2000) . Kaupapa Maori Research, Chapter 17 in Battiste, M. (Ed) Reclaiming Indigenous Voice and  
 Vision. University of Washington Press. 
 

 
11. What methods are you using to address the aims, questions and/or hypothesis identified 
in question 9?  

(Mark the appropriate boxes) 

Questionnaire ☐ 

Focus Group ☐ 

Interview X☐ 

Experimental, Observational or Interventional Study ☐ 
Other (please specify): Case study protocol see appendix B 
Will electronic media (e.g. email or the internet) be used for the collection of data from 

participants? X☐ Yes / ☐  No 

 

 
Where will the project be conducted? Include information about the physical location(s) 
/setting(s). 
The project will be conducted in New Zealand. Through interviews face–to-face with the 
participants, or, if some of the participants live outside of Auckland, then I will use the Zoom 
programme.  

 

 
13. If the project is based overseas: NA 

i) Specify which countries are involved: 

ii) Outline how overseas country requirements (if any) have been complied with: 

iii) If the research is to be conducted overseas, describe the arrangements you will make for 
local participants to express concerns regarding the research. 

 

 
14. Describe the experience of the researcher and/or supervisor to undertake this type of 
project? 
I worked for several years in the field of mental health in Saudi Arabia, of which six years were in the 
children's mental health department where I dealt with many families with an ASD child. My job was 
to provide guidance support to families on how to deal with the problems they face on a daily basis 
with an autistic child as well as direct them to the appropriate support centres. I was also working with 
community services, trying to raise community awareness about autism spectrum disorder. I also 
organized many lectures and workshops to improve the skills of employees with autistic children. 

 

https://venngage.com/blog/case-study-examples/
https://i2insights.org/2018/05/22/axiology-and-interdisciplinarity/
https://www.researchgate.net/publication/290989627_Becoming_Qualitative_Researchers_An_Introduction
https://doi.org/10.1177%2F1350508401082009
https://www.researchgate.net/publication/258343463_Qualitative_Research_in_Education
http://dx.doi.org/10.12697/eha.2016.4.1.02b
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The Principal Supervisor: Dr Geoff Bridgman is a lecturer in Social Practice at Unitec. He has long 
experience in supervising research students as a principal supervisor in similar projects. He has a 
special 
interest in mental health and community development issues and social services and has been actively 
involved in mental health research for many years. Dr Bridgman for 10 years was the Advisor for the 
Development of Services for IHC and worked extensively with ASD children and adults in that time. 

Section B.2: Participants 

15. Describe the intended participants. 
The number of Arab families with autistic children in New Zealand who will be prepared to participate 
in this research and whose children meet the age criteria is likely to be very small. Although there may 
be up to 150 Arab people who fit the criterion of ASD, of which around 1/8 (19) will be in the age band 
that will be a criterion for this research. I am looking for participants who have an ASD child aged 
between 3 and 12. Because of the small numbers of potential participants, I have decided to use case 
study method 

 

 
16. How many participants will be involved? 
Four families 

 

 
17. What is the reason for selecting this number? 

(Where relevant, attach a copy of the Statistical Justification to the application form) 

Case study method involves a small but intensive studied sample 

 

 
18. Describe how potential participants will be identified and recruited? 
The families that I recruit will have a child with a diagnosis of ASD from a paediatrician or a 
psychologist. At least one year will have passed between diagnosis and any recruitment. I will recruit 
in two age categories: a younger group (two families with a child aged between 3 and 7) and an older 
group (two families with a child aged between 8 and 12).  

 
The research project will be announced to the Arab community through informal networks such as 
social networks and Muslim gathering places.  

 

 
19. Does the project involve recruitment through advertising? 

 X☐ YES / ☐  NO 

 (If yes, please attach an example of the advertisement) see appendix C for the advertisement placement 

 

 
20. Who will make the initial approach to potential participants? 
In response to the advertisement or connection through informal networks, potential participants will contact 
me by mobile phone, and we will start a conversation to assess suitability for the research. If they are interested, 
I will email them a letter with an ‘invitation to participate in the study’ and an ‘information sheet for participants’ 
that will give them a very good idea of the research topic and the questions that may be asked, and an idea of 
time commitment. The voluntary and collaborative nature of participation will be made clear. I will phone the 
potential participants within a week of sending them the information to determine their level of interest and 
answer any questions they may have (see attached invitation and information sheet – appendices B and C). 
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21. Describe criteria (if used) to select participants from the pool of potential participants. 
See question 18 above.  This is a purposive sample (Patton, 1999) used where the focus is on getting 
an in-depth picture of the lives of the participant families. It could be described as an Intensity sample. 
Intensity samples allow “the researcher to select a small number of rich cases that provide in depth 
information and knowledge of a phenomenon of interest”. (Statpak 2014, p.3). 

The 2018 census found that 61% of the Arab speaking population in NZ live in the Auckland 
region (NZ Stats,2020). I'm hoping that I will be able to recruit my participants from this region. 
If this is not possible then I would like to use Zoom technology to engage with potential 
participants outside the Auckland region. 

Patton, M.Q. (1990). Qualitative evaluation and research methods. Thousand Oaks, CA: Sage.  
States, NZ,(2018). Census population  dwelling counts. Retrieved from:  
 https://www.stats.govt.nz/information-releases/2018-census-population-and-dwelling-counts 
Statpak, A, (2014). Purposeful sampling for qualitative data collection and analysis in mixed method implementation. 
 research.Retrieved from: 
https://www.ncbi.nlm.nih.gov/entrez/eutils/elink.fcgi?dbfrom=pubmed&retmode=ref&cmd=prlinks&id=24193818 
 

  
22. How much time will participants have to give to the project? 
Due to the nature of the research based on the case study approach, the researcher will need a 
number of in-depth interviews from interviews with the parents as well as with older siblings and with 
family relatives and at-home support people if available. Interviews will take between 15 and 90 
minutes, depending on the participant (see appendix B). Overall, I will keep the combined interviews 
to a maximum of four hours per case study.  

 

 
23. Describe any professional or other relationship between the researcher and the 
participants? (e.g. employer, employee, work colleague, lecturer/student, practitioner/patient, 
researcher/family member). 

Indicate how any resulting conflict of role will be addressed. 

Participants will be from the general Arabic public and unknown to me. The research project will be 
announced through social networks such as Facebook, Viber, and WhatsApp groups, in addition to 
placing a poster advertisements in places of Arab gatherings, such as the mosques. 

 

 

 
24.  Will any payments, koha or other compensation be given to participants? 

 ☐ YES / X☐ NO 

If yes, describe what, how and why. 

(Note that compensation (if provided) should be given to all participants and not constitute an 
inducement.  Details of any compensation provided must be included in the Information Sheet.) 

 

Section B.3: Data Collection 

25. Does the project include the use of participant questionnaire/s?  

☐ YES /X ☐ NO 

https://www.stats.govt.nz/information-releases/2018-census-population-and-dwelling-counts
https://www.ncbi.nlm.nih.gov/entrez/eutils/elink.fcgi?dbfrom=pubmed&retmode=ref&cmd=prlinks&id=24193818
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(If yes, attach a copy of the Questionnaire/s to this form and include this in your list of attachments (Q) 

If yes:  

i) Indicate if the participants will be anonymous (i.e., their identity be unknown to the 
researcher and no information collected on the participant’s identity?  

ii) Describe how the questionnaire will be distributed and collected. 

 

 

 
26. Does the project involve observation of participants? 

 ☒ YES /  ☐  NO 

If yes, please describe. 

I will be specifically interested in the arrangements that the family has made to help in the 

management of a child with autism  

 

 

 
27. Does the project include the use of focus group/s?  

☐ YES /  ☐X  NO 

If yes, describe the location of the focus group and time length, including whether it will be in work time. 

If yes, ensure the researcher asks permission for this from the employer. 

 

 

 
28. Does the project include the use of participant interview/s?  

☒  YES / ☐  NO 

If yes, attach a copy of the Interview Questions/Schedule to this application form.  

A copy of the interview used in the case study is part of the case study protocol (see appendix B) 

If yes, describe the location of the interview and estimated time length, including whether it will be in work 
time. 

See Q22. Interviews will be either face-to-face in the home of the participants or by Zoom.   

If yes, ensure the researcher asks permission for this from the employer. 

See appendix D or No employer is involved  

 

 
29. Does the project involve sound recording or image recording e.g., photo/video? 

☒  YES / ☐   NO 

If yes, please describe. 

(If agreement for recording is optional for participation, ensure there is explicit consent on the Consent 
Form) 

As above I am interested in taking photos of household changes that have been made to help the 
management of an Autism Spectrum Disorder child. I will not be taking photos of participants in the 
study or of features of the exterior of the house that would identify or locate the participants. See 
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appendix B (Case Study Protocol), appendix C (Information sheet) and appendix F (Consent forms) for 
details of consent. 

 
If recording is used, will the record be transcribed? 

 ☒  YES / ☐   NO 

If yes, state who will do the transcribing.  The researcher 

If not the researcher, a Transcriber’s Confidentiality Agreement is required – attach a copy to this application 
form. Normally, transcripts of interviews should be provided to participants for review, however, if the 
researcher considers that the right of the participant to review is inappropriate, a justification should be 
provided below. 

 

 

 
30. Does the project involve other methods of data collection not covered in Qs 25-31? 

☐X  YES / ☐   NO 

If yes, describe the method used. 

 
I will be using a case study method, and this may involve the collection of other data such as medical 
records  

 

 
31. Does the project require permission to access databases? 

 ☒  YES / ☐   NO 

If yes, attach a copy of the draft request letter/s to this form.  Include this in your list of attachments (Q). 

 

 

 
32. Who will carry out the data collection? 

If this is to be carried out by anyone other than the named investigators on this application, please provide 
their details and ensure a confidentiality agreement is in place. 

 

 

 
33. Will any information be obtained from any source other than the participant? 

☐  YES / ☐  X NO 

If yes, describe how and from whom. 

No information will be sought from people outside of the extended family of the participants and 
any support person working in the family home. I will be talking with parents and older siblings, the 
person with ASD if that is possible, other relatives who are living with the family, and the support 
person. I may also interview relatives who have regular contact with the family.   

 

 
34. Will any information that identifies participants be given to any person outside the 
research team?  

☐  YES / ☒   NO 
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If yes, indicate why and how – ensure this is explained on the information sheets. 

 

 
35. Will the participants be anonymous (i.e., their identities are unknown to the researcher 
and no information collected on the participant’s identity?) 

 ☐ X YES / ☐   NO 

If not, explain how confidentiality of the participants’ identities will be maintained in the treatment and use 
of the data. 

The research will ensure that the families are anonymous. However, some participant information 
will be shared with family members. See appendices C (information sheet) and E (consent forms) for 
Details on how confidentiality and anonymity will be protected  

 

 
36. Will an institution (e.g., school) to which participants belong be named or be able to be 
identified? 

 ☐  YES / ☒   NO 

If yes, explain how you will make the institution aware of this and how organisational consent will be 
obtained from the institution - attach organisational consent forms/templates to this application.  

 

 
37. Outline how and where:  

i) The data will be stored. 

(Pay particular attention to identifiable data, e.g. recordings, videos and images) 

All digital media and data collected will be kept private and confidential. Transcripts of 
interviews, journal notes, and photos will be saved in password protected files on my laptop 
and in the cloud.  

ii) Consent Forms will be stored; 

(Note that Consent Forms should be stored separately from data. UREC expects Consent Forms to be 
stored on site at Unitec)  

Consent forms will be stored in a secure filing cabinet within the office of Dr Geoff Bridgman, 
Unitec Waitakere Campus. 

iii)  Who will have access to the data/Consent Forms? 

My supervisors and myself 

iv)  How will the data/Consent Forms be protected from unauthorised access? 

Both will be kept in locked filing cabinets or password protected files which only me and/or my 
supervisors have access to. 

 

 
38. How long will the data from the project be kept, who will be responsible for its safe 
keeping and eventual disposal?  (Note that health information relating to an identifiable individual 
must be retained for at least 10 years, or in the case of a child, 10 years from the age of 16). 
All data will be stored for 10 years from the Autism Spectrum Disorder child reaching the age of 16 
following the conclusion of the study and will then be destroyed. The researcher will be responsible 
for this. 
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39. What are the criteria for participants who wish to opt out of research/right to withdraw 
from research? 
Participants can withdraw fully or partially at any time before or during the case study up to two weeks 
after they have received their interview transcript. Participants can edit or delete sections of the 
transcript. Additionally, parents may withdraw their family from the case study at any time up to 5pm 
14 days after receiving a full draft of the family’s case study.  

 

 
40. Do you anticipate that the results of your research may be subject to an embargo? If yes, 
outline the possible reasons your research may be embargoed. (It is expected that research is 
made available for public access through publication or other means, unless there is compelling 
reason for restricting access to it). 

 
No, there is no anticipation that the results of this research may be subject to an embargo. 

 

Section C: Benefits/Risk of Harm 

41. What are the possible benefits (if any) of the project to individual participants, groups, 
communities, and institutions? 
That doing the research may improve access to support services for the families. It might help 
people in the Arab community get better access to disability support. it might help schools and 
disability services to better understand the needs and perspectives of Arab families.   

 

 
42. What discomfort (physical, psychological, social), incapacity or other risk of harm are 
individual participants likely to experience or at any risk of as a result of participation?  

Participants will not be at any risk of physical harm during this research by avoiding physical and 
emotional damage. All participants will be informed of questions that will be asked to them, so 
that all participants feel comfortable and there is no psychological pressure as a result of their 
participation in the research. It is also important to be aware of matters that may cause distress 
for the participants, for example, talking about the parent’s reaction to the knowledge that their 
child has a long-term disorder and may need lifelong care. As a social worker working for five years 
with parents of Autism Spectrum Disorder children in Saudi Arabia, I am aware of the need that 
parents have to tell their story and talk about the distress that they have felt and still may feel. 
My experience of working with parents of Autism Spectrum Disorder children will allow the 
essential parts of their story to be told without undue distress. If I felt that there was a risk of re-
traumatising the participants, I would pause the interview, give time for things to stabilize and 
check whether it was appropriate to continue. It is important to inform participants about the 
available support services that are compatible with their culture should they feel unduly distressed 
by elements of the research.  

 

 
43. Describe the strategies you will use to deal with any of the situations identified in Q42. 

Respecting privacy. Participants will be assured that all information will be used only for research 
purposes and there is no information in the research report that may indicate the identity of the 
participants. It is also important to note that the number of Arab families with an Autism Spectrum 
Disorder child may be very few and thus more easily identifiable in New Zealand. Therefore, it is 
necessary not to mention any contextual information that might identify these participating 
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families. Participants will also be assured that sensitive information will not be revealed in the 
interview to other people in the family where they do not wish this to be disclosed. Which means 
that, when the data transcripts are completed, every member of the family has the right to see 
and alter copies of the transcripts of interview data that was only conducted with them. As the 
family will have the right to see and alter the case summary that relates to their family. 

 

 
44. Is there any risk of harm of the project to the researcher? 

As I will be listening to experiences relating to this topic that could potentially involve some sort of 
abuse, I may be at risk of experiencing vicarious traumatization and compassion fatigue. 

 

 
45. Describe the strategies you will use to deal with any of the situations identified in Q45. NA 
I will maintain my regular daily meditation practice and I will also establish a regular practice of 
writing      in a reflection journal during data collection to analysis. When I become aware of issues 
arising for myself, I will seek support from my supervisor, and if that isn’t enough, I will seek 
professional support for myself. 

 

 
46. What discomfort (physical, psychological, social) incapacity or other risk of harm are 
groups/communities and institutions likely to experience as a result of this research? 
None 

 

 
47. Describe the strategies you will use to deal with any of the situations identified in Q46. 
NA 

 

 
48. Is ethnicity data being collected as part of the project? 

☒ YES /  ☐ NO 

If yes, please describe how the data will be used. 

(Note that harm can be done through an analysis based on insufficient sample or sub-set numbers). 

 

Ethnic data will be used because case study needs to fully understand the extent of the influence 
of ethnicity on the way of thinking and dealing with an autistic child and how to seek treatment. 

 

 
49. If participants are children/students in a pre-school/school/tertiary setting, describe the 
arrangements you will make for children/students who are present but not taking part in the 
research. 

(Note that no child/student should be disadvantaged through the research) 

NA 

 

 
50. Is deception involved at any stage of the project? 

 ☐ YES / ☒ NO 

If yes, justify its use and describe the debriefing procedures. 
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Section D: Informed and Voluntary Consent 

51. By whom and how, will information about the research be given to potential participants? 

(Attach copies of information sheet/s to the application form.) 

Both verbal and written information about the research will be provided to potential participants by 
me. Information sheets will be provided to all potential participants initially by email and then as a 
hard 
copy at the interview stage. A copy of the Information Sheet is attached to this application (see 
Appendix D) 

 

 
52. Will consent to participate be given in writing?  

X☐ YES / ☐ NO 

(Attach copies of Consent Form/s to the application form) 

If no, justify the use of oral consent. 

Consent forms are attached to this application (Appendix F) 

 

 
53. Will participants include persons under the age of 16?   

☒ YES / ☐ NO 

If yes, indicate: 

i.The age group and competency for giving consent  

I could be talking to children who are quite young.  For instance, a 7-year-old child might complain 
about the way that the ASD child damages their toys or takes up the time of their parents. I also 
may be talking to the ASD child if they have the cognitive ability to manage this. These interviews 
would be short and focus more on the specifics of daily life then on the broader issues of what 
ASD was about. See appendix B (Case study protocol for the interview detail)   

ii) If the researcher will be obtaining the consent of parent(s)/caregiver(s). 

 ☒ YES / ☐ NO 

(Note that parental/caregiver consent for school-based research may be required by the school even when 
children are competent. Ensure Information Sheets and Consent Forms are in a style and language 
appropriate for the age group.) 

The consent form for the children will be verbally explained by the researcher in the presence of the 
parents if they are willing.    

 

 
54. Will participants include persons whose capacity to give informed consent may be 
compromised (this includes children)? 

 ☒ YES / ☐ NO 

If yes, describe the consent process you will use. 

The consent form for the Autism Spectrum Disorder children will be verbally explained by the 
researcher in the presence of the parents if they are willing.    
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55. Will the participants be proficient in the language the research is being conducted in? (e.g. 
English. It is important the participants are able to understand the consent forms) 

☒ YES / ☐ NO 

If no, all documentation for participants (Information Sheets/Consent Forms/Questionnaire etc.) must be 
translated into the participants’ first language. 

(Attach copies of the translated Information Sheet/Consent Form etc. to the application form, as well as 
verification that the translations are correct and have been professionally checked.) 

I am from Saudi Arabia and all my interviews will be in Arabic Unless English is preferred (possibly by 
a child). The consent forms and the information sheets will be in English and translated if necessary 
for the participants.  

Section E: Conflict of Interest 

56. Please provide details of any potential conflicts of interest throughout the course of 
research. 

(Attach relevant documentation to the application form.) 

none 

 

 
57. Is the project to be funded or supported in any way, e.g. supply of products for testing? 

 
NA 

 ☐  YES / ☒   NO 

If yes: 

i) State the source of funding or support: 

Unitec Academic or Faculty Unit   
Unitec Strategic Research Fund   
External Organisation (provide name and detail of funding/support)   

 

ii) Does the source of the funding present any conflict of interest with regard to the research 
topic?  

☐  YES / ☐   NO 

If yes, identify any potential conflict of interest due to the source of funding and explain how this will be 
managed. 

 

 
58. Does the researcher/s have a financial interest in the outcome of the project? 

☐   Yes / ☒   No 

If yes, explain how the conflict-of-interest situation will be dealt with. 

 

Section F:  Māori Social and Cultural Responsiveness 
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Important note: Applicants should read Guidelines for Researchers Regarding Māori Social and 
Cultural Responsiveness to answer the questions in this section adequately. 

59. Is it apparent that Māori will be directly involved in or impacted by the project?  

☐  YES / ☒   NO 

If no, answer the following three points below. If yes, answer Q60–61.  

i.What Māori involvement there may be, and 

none 

ii. How this will be managed, and 

NA 

iii) What impact on Māori this project may have 

 

 

 
60. (To be answered when “yes” is indicated in Question 59). Identify the person/s and/or 
group/s with whom consultation/advice has taken place or is planned and describe the 
consultation process. Include information on the processes in place for the ongoing provision of 
cultural advice and support, and the ongoing involvement of the group/s consulted. 

(Attach any evidence of consultation/planned consultation to the application form, e.g., a letter from an iwi 
authority.) 

 

 
61. (To be answered when “yes” is indicated in Question 60). Describe how information 
resulting from the project will be shared with the group/s consulted? 

 

 

Section G: Cultural Issues 

62. What ethnic or social group/s (other than Māori) does the project involve? 
Arab migrants to New Zealand  

 

 
63. Are there any aspects of the project that might raise specific cultural issues? 

☒ YES / ☐ NO 

If yes, explain and complete questions 63–66. Otherwise, proceed to Section H. 

Issues to do with language culture stigma around mental health  
 

 

64. Does the researcher speak the language of the target population? 

☒ YES / ☐ NO 

If no, specify how communication with participants will be managed. 

 

 

https://moodle.unitec.ac.nz/pluginfile.php/124949/mod_folder/content/0/Ethics_Policies_and_Guidelines/Guidelines%20for%20Researchers%20Regarding%20Maori%20Social%20and%20Cultural%20Responsiveness.pdf?forcedownload=1
https://moodle.unitec.ac.nz/pluginfile.php/124949/mod_folder/content/0/Ethics_Policies_and_Guidelines/Guidelines%20for%20Researchers%20Regarding%20Maori%20Social%20and%20Cultural%20Responsiveness.pdf?forcedownload=1
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65. Identify the group/s with whom consultation has taken place or is planned. 

(Where consultation has already taken place, attach a copy of the supporting documentation to this form.) 

Advisory group. I have two Arab colleagues who will support me in the project one is from Saudi 
Arabia and one from Bahrain. They have postgraduate qualifications in Speech therapy and Social 
Work.  They will provide cultural advice around the case study protocol, analysis of the data and 
reviewing drafts of the project.  

 

 

 
66. Describe any ongoing involvement of the group/s consulted in the project. 
AS above in Q65 

 

 
67. Describe how information resulting from the project will be shared with the group/s 
consulted. 

 
I will share the finished thesis with my advisory group members, with Autism New Zealand, and two 
cultural and parent organisations involved with mental health, well-being and disability support. 

Section H: Sharing Research Findings 

68. Describe how information resulting from the project will be shared with participants and 
disseminated in other forums, e.g. peer review, publications, conferences. 

(Note that receipt of a summary is one of the participant rights.) 

 
The findings of this study will be presented in the form of a thesis which will be available to the 
public 
using the institutional thesis repository through the Unitec library. Participants will be given a copy 
of 
the summary of findings. I will be seeking to produce the findings of this research in a peer reviewed 
journal article and/or conference and/or professional development workshops for social workers/ 
and 
or an education workshop for parents. 

Section I: Invasive Procedures/Physiological Tests 

69. Does the project involve the collection of tissues, blood, other body fluids or physiological 
tests?  

☐  YES / ☒   NO 

If yes, complete Section I, otherwise proceed to Section J. 

If yes, are the procedures to be used governed by Standard Operating Procedure(s)? If so, please name the 
SOP(s). If not, identify the procedure(s) and describe how you will minimise the risks associated with the 
procedure(s)? 

 

 

 
70. Describe the material to be taken and the method used to obtain it.  Include information 
about the training of those taking the samples and the safety of all persons involved. If blood is 
taken, specify the volume and number of collections. 
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NA 

 

 
71. Will the material be stored? 

 ☐  YES / ☐   NO 

If yes, describe how, where and for how long. 

 

 
72. Describe how the material will be disposed of (either after the research is completed or at 
the end of the storage period).  

(Note that the wishes of relevant cultural groups must be taken into account.) 

 

 
73. Will material collected for another purpose (e.g., diagnostic use) be used? 

 ☐  YES / ☐  NO 

If yes, did the donors give permission for use of their samples in this project? (Attach evidence of this to the 
application form. 

 

If no, describe how consent will be obtained. Where the samples have been anonymised and consent cannot 
be obtained, provide justification for the use of these samples. 

 

 
74. Will any samples be imported into New Zealand? 

 ☐  YES / ☐   NO 

If yes, provide evidence of permission of the donors for their material to be used in this research. 

 

 
75. Will any samples go out of New Zealand?  

☐  YES / ☐   NO 

If yes, state where. (Note this information must be included in the Information Sheet) 

 

 
76. Describe any physiological tests/procedures that will be used. 

 

 

 
77. Will participants be given a health-screening test prior to participation?  

☐  YES / ☐   NO 

(If yes, attach a copy of the health checklist) 

 

Section J: DECLARATION (Complete appropriate box) 

ACADEMIC STAFF RESEARCH 
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Academic Staff Applicant 

I have read Unitec’s Research Ethics Policy and Research Ethics Guidelines.  I understand my 
obligations and the rights of the participants. I agree to undertake the research as set out in Unitec’s 
Research Ethics Policy and Research Ethics Guidelines. My Head of Practice Pathway knows that I 
am undertaking this research.  The information contained in this application is to the very best of 
my knowledge accurate and not misleading. It has been peer reviewed before submission. 

Staff Applicant’s Signature Date:  

Print Name  

  

STUDENT RESEARCH 

Student Applicant 

I have read Unitec’s Research Ethics Policy and Research Ethics Guidelines and discussed the ethical 
analysis with my supervisor.  I understand my obligations and the rights of the participants. I agree 
to undertake the research as set out in Unitec’s Research Ethics Policy and Research Ethics 
Guidelines. 

The information contained in this application is to the very best of my knowledge accurate and not 
misleading. 

Student Applicant’s Signature                       Date: 19/08/2020 

Print Name :     Fatimah Aljarash 

  

SUPERVISOR 

I have assisted the student in the ethical analysis of this project. As supervisor of this research, I will 
ensure that the research is carried out according to Unitec’s Research Ethics Policy and Research 
Ethics Guidelines. 

Supervisor’s Signature                   Date: 19/08/2020 

Print Name Geoff Bridgman 

  

HEAD OF PRACTICE PATHWAY 

I declare that to the best of my knowledge; this application complies with Unitec’s Research Ethics 
Policy and Research Ethics Guidelines and that I have approved its content and agreed that it can be 
submitted. 
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Head of Practice Pathway Signature                   Date:  19/08/2020 

Print Name Aulola Lino 
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Appendix B:  Case Study Components  

 
 
 
The case study components in this project are as follows. 
1. Discuss with the parents the arrangements for the research.  

• Who is living in the home and who else might be a key person in the support of the Autism Spectrum 
Disorder child?  Who will be available for interviews? Who will the parents give consent to be 
interviewed (children, relatives/friends, support professionals in the home)? 

• What access will the researcher have to family photos and key documents from health and education 
professionals?  

• Will it be appropriate for the researcher to view the environment in which the Autism Spectrum 
Disorder child lives? This could be done by video as well as directly.  

 

 
2. Visit and/or take videos/photos to just get an impression of the limitations and adaptations of the 
family home. Discuss with parents that there will be no photos of people or features that could identify the 
family  
3. Keep a journal of key impressions. 
4. Face-to-face or Zoom interviews (recorded and transcribed) with father, mother, children, key relatives, 
or support people (carers/teachers/disability specialists) as appropriate. There will be a maximum of four 
interviews with each family, face-to-face or via zoom, with the duration of the interview between 15 minutes 
(e.g. a child, relative, support person) to 90 minutes. Below are the key questions and the participants to whom 
these questions would be addressed.   
5. Documentary information - family photos, health (confirmation of diagnosis), welfare (access to 
support services, benefits), and education records (school reports, programme plans) and responses. Journal 
key findings from the documentary information and (with consent) take a photographic record of key reports. 

 
Interview schedule.  The below interview schedule is designed for the interviews that will be done with the 
parent or parents of the ASD child. However, for other participants where there is both consent and parent 
consent for the interview, will be asked a restricted form of the interview that will depend on the period of 
time which they have been involved with the family and, in the case of children, their age. For example, any 
interview with children is likely to be relatively short, perhaps as little as 15 minutes. Interviews with family 
members other than parents also will be shorter, because of they are likely to have less relevant information.   

 
Descriptive questions:  

 
Before the diagnosis:  
Parents. What did you notice about your child before he/ she was diagnosed? Prompts: Developmental delay, 
unusual behaviour? How old was your child when you began to worry about their development? What did you 
think was happening, did you do? What did other people notice (relatives, friends, health professionals) and 
advise you to do? Was this stressful? What made you get help/a diagnosis?  

 
Adult family members who were present at this time. What did you notice about the child before he/ she was 
diagnosed? Prompts: Developmental delay, unusual behaviour? How old was the child when you began to worry 
about their development? What did you think was happening, did you do? What did other people notice 
(parents, friends, health professionals) and advise parents to do? Was this stressful? What made them get help/a 
diagnosis?  

 
Diagnosis  
Parents: What happened when you found out that your child had ASD? Prompts: How did you, the family and 
friends respond when they knew the child was diagnosed with autism (denial, blame, acceptance, support), how 
was this communicated to others including children? What did you understand/how did you learn about the 
causes of ASD (bad parent punishment, gift from God, Genetic)? Seeking support - how did that go (which 
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professionals - drs, psychologists - which services - ID, autism, special education, cultural services (Arab 
community, mosque, church) and advocates - Iman, interpreters (communication issues), healers)?  

 
Adult family members who were present at this time. What happened when you found out that the child had 
ASD? Prompts: How did you, the family and friends respond when they knew the child was diagnosed with 
autism (denial, blame, acceptance, support), how was this communicated to others including children? What 
did you understand/how did you learn about the causes of ASD (bad parent punishment, gift from God, 
Genetic)? Seeking support -  how did that go (which professionals - drs, psychologists - which services - ID, 
autism, special education, cultural services (Arab community, mosque, church)  and advocates - Iman, 
interpreters (communication issues), healers)?  

 
Treatment and support.  
Parents. What is it like now living with an Autism Spectrum Disorder child? Prompts. What services is your child 
currently receiving? What things have you used/been used in supporting you and your Autism Spectrum 
Disorder child (behavioural training, environmental management, theory of mind, medication, daily schedule). 
Your current experience of health, welfare and education services (continuing the prompts as above). How do 
you feel about your child now (love, acceptance, frustration, despair, fun)? What has been the impact of having 
an Autism Spectrum Disorder child on the family as a whole (employment, time off, parental relationship, 
support for other children, holidays, travel home)  

 
Adult family members who were present at this time. What is it like now living with an Autism Spectrum Disorder 
child? Prompts. What services is the child currently receiving? What things have you used/been used to support 
the family and the Autism Spectrum Disorder child (behavioural training, environmental management, theory 
of mind, medication, daily schedule, counselling). The family’s experience of health, welfare and education 
services (continuing the prompts as above). What has been the impact of having an Autism Spectrum Disorder 
child on the family as a whole (employment, time off, parental relationship, support for other children, holidays, 
travel home)  

 
Children What is it like now living with an Autism Spectrum Disorder child? Prompts. What services is your 
brother/sister currently receiving (drs, psychologists - which services - ID, autism, special education, cultural 
services (Arab community, mosque, church) and advocates - Iman, interpreters (communication issues), 
healers)? What things have you used/been used in supporting you, your brother/sister and your family 
(behavioural training, environmental management, theory of mind, medication, daily schedule, counselling). 
How do you get on with your brother/sister with ASD? What has been the impact of having a brother/sister with 
ASD on the family as a whole (employment, time off, parental relationship, support for other children, holidays, 
travel home). 

 
Autism Spectrum Disorder child, what is it like being an Autism Spectrum Disorder child? Prompts.  How do you 
get on with your family and friends and teachers at school? What help are you receiving (drs, psychologists - 
which services - ID, autism, special education, cultural services (Arab community, mosque, church) and 
advocates - Iman, interpreters (communication issues), healers)? What things have been used in supporting you, 
your brother/sister, and your family (behavioural training, environmental management, theory of mind, 
medication, daily schedule, counselling).  

 
Evaluative questions.  
Parents. Looking back at the support services that you have had to date, what is your overall impression of them, 
Prompts.  What are the good and not so good aspects of the services you have received (drs, psychologists - 
which services - ID, autism, special education, cultural services (Arab community, mosque, church) and 
advocates - Iman, interpreters (communication issues), healers)? What are the most challenges you face as an 
Arab family living in New Zealand with a child with autism? What are the positive aspects of having an ASD child 
in the family? 

 
Adult family members. Looking back at the support services that the family has had to date, what is your overall 
impression of them, Prompts.  What are the good and not so good aspects of the services you have received 
(drs, psychologists - which services - ID, autism, special education, cultural services (Arab community, mosque, 
church) and advocates - Iman, interpreters (communication issues), healers)? What are the most challenges you 
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face as an Arab family living in New Zealand with a child with autism? What are the positive aspects of having 
an ASD child in the family? 

 
Children. Looking back at the support services that you have had to date, what is your overall impression of them, 
Prompts.  What are the good and not so good aspects of the services you have received (drs, psychologists - 
which services - ID, autism, special education, cultural services (Arab community, mosque, church) and 
advocates - Iman, interpreters (communication issues), healers)? What are the positive aspects of having an ASD 
child in the family? 

 
Autism Spectrum Disorder child. Looking back at the support services that you have had to date, what is your 
overall impression of them, Prompts.  What are the good and not so good aspects of the services you have 
received (drs, psychologists - which services - ID, autism, special education, cultural services (Arab community, 
mosque, church) and advocates - Iman, interpreters (communication issues), healers)? What are the most 
challenges you face as an Arab child living in New Zealand? What are the good things about having ASD? 

 
Solutions questions  
Parents.  
 What are the solutions that you would like to see for the issues which had a not so good outcome about, or 
which were major challenges?  Prompts.  Communication difficulties, Arab cultural connection and support for 
Arab parents and the families and new mothers with an ASD child, general ASD child support, family support, 
ASD education services that meet your special needs as Arab families.  

 
 Adult family members 
 What are the solutions that you would like to see for the issues which had a not so good outcome about, or 
which were major challenges?  Prompts.  Communication difficulties, Arab cultural connection and support for 
Arab parents and the families and new mothers with an ASD child, general ASD child support, family support, 
ASD education services that meet your special needs as Arab families.   

 
Children. 
What are the solutions that you would like to see for the issues which had a not so good outcome, or which 
were major challenges?  Prompts.  Family support (more free time for parents), communication difficulties, 
general ASD child support, ASD education services that meet your special needs as Arab families.   

 
Autism Spectrum Disorder children. What are the solutions that you would like to see for the issues which had 
a not so good outcome about, or which were major challenges?  Prompts.  Communication difficulties, general 
ASD child support, family support, ASD education services that meet your special needs as Arab families.   

 
Demographic information 
Relationship status, nationality, religion, employment of the parents, age, gender, education level of all family 
members, length of time in New Zealand. 

 
Would you like to share or add anything that was not covered in the interview? 
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Appendix C: Advertisement for Participants 

 

 

 

 

 

  األسر العربية في نيوزلندا  التوحد لدىبحث عن اضطراب طيف 

 السالم عليكم ورحمة هللا وبركاته. 

 ماجستير قسم خدمة اجتماعية.  الجراش طالبةأنا فاطمة   

 .   ) التحديات التي تواجه األسر العربية التي لديها طفل توحد في نيوزلندا(  بعنوان    مشروع بحثي  
 

التي تواجهها األسرة العربية التي لديها    على التحديات الخاصة  الى التعرف الدراسة حيث تهدف هذه  
التي قد تساعد األسر    طفل مشخص باضطراب طيف التوحد. وذلك للمساهمة في إيجاد بعض الحلول 

    العربية التي تعيش في المهجر.

 

لديهم طفل توحد للمشاركة في البحث سواء مقيمين   إلى عدد من المشاركين ممن  البحث احتاجالستكمال 
  في اوكالند او خارجها .

  فمن يرغب في المشاركة لدعم البحث العلمي ارجو التواصل معي على الخاص
 مع جزيل الشكر واالمتنان. 

  Email :fatimaaljarash@gmail.com   0279708320فاطمة الجراش: 

 

Research into autism spectrum disorder in Arab families 

 
Peace, mercy, and blessings of God. 
 
I am Fatimah Aljarash, and I am a Unitec student completing the Masters of Applied Practice 
course. 
I am doing research entitled Challenges faced by Arabic families with autism spectrum disorder 
children in New Zealand. 
  
The study aims to explore the challenges and issues faced by Arabic parents of children with 
autism spectrum disorder living in New Zealand and to find solutions to these challenges. 
  
For those families who have interest in participating in this research, please contact me 
privately on 0279708320 or at fatimaaljarash@gmail.com 
 

With many thanks and gratitude. Fatimah Aljarash  

UREC REGISTRATION NUMBER: 2020-1038. This study has been approved by the 
UNITEC Research Ethics Committee from (1/12/20) to (1/12/21). If you have any complaints 
or reservations about the ethical conduct of this research, you may contact the Committee 
through the UREC Secretary (ph: 09 815-4321 ext 8551). Any issues you raise will be 
treated in confidence and investigated fully, and you will be informed of the outcome. 

mailto:fatimaaljarash@gmail.com
mailto:fatimaaljarash@gmail.com
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Appendix D: Information Sheet for Participants 

 

 

Information Sheet for Participants 

Assalam Alaikum my dear brothers and sisters. warm greetings to all of you. I am Fatimah Aljarash 
and I am a Unitec student completing the Masters of Applied Practice (Social Practice) degree. 

What the project is about 

In this project I want to explore the challenges faced by Arab parents in New Zealand who have a 
child from 3 to 12 years old who has been diagnosed with autism spectrum disorder (ASD) 

I want to find out  

• To explore the challenges and issues faced by Arabic parents of children with autism 
spectrum disorder living in New Zealand. 

• To find solutions to the key challenges faced by Arabic parents of children with autism spectrum 
disorder. 

Who can participate? 

I am looking for participants who have an ASD child aged between 3 and 12. I want to recruit four 
Arab families. I want to have two age categories: a younger group and an older group - two of the 
families will have a child aged between 3 and 7 and two will have a child aged between 8 and 12.  

What the case study involves 

I would like to discuss with the parents the arrangements that we would make for the research.  
1. Who would be available for interviews? It could be anyone living in the home or a key person 

who else might be supporting your Autism Spectrum Disorder child at home?  Consent from 
you (the parents) would be needed for any interview with your children or relatives/friends, 
support professionals in the home.  

 
I would like to do face-to-face or Zoom interviews (recorded and transcribed) with the parents, 
children, key relatives or support people in the home (but not at school). There would be a 
maximum of four hours of interviews with each family, face-to-face or via zoom, with the 
duration of the interview between 15 minutes (e.g., a child, relative, support person) to 90 
minutes (parents). Here are the key questions I would like to ask and the participants to whom 
these questions would be addressed.  

 
The Interview. These are questions for the interviews for parents of the ASD child. However, 
the other participants, where there is both participant consent and parent consent for the 
interview, will be asked a restricted form of the interview that will depend on the period of time 
which they have been involved with the family and, in the case of children, their age. For 
example, any interview with children (including the Autism Spectrum Disorder child, where this 
is possible) is likely to be relatively short, perhaps as little as 15 minutes. Interviews with family 
members other than parents also will be shorter, because of they are likely to have less relevant 

information. The questions are:  
  

• What did you notice about your child before he/ she was diagnosed? (Parents and adult 
family members) 

• What happened when you found out that your child had ASD? (Parents and adult family 
members) 
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• What is it like now living with an Autism Spectrum Disorder child? (All participants) 

• Looking back at the support services that the family has had to date, what is your overall 
impression of them? (All participants) 

• What are the solutions that you would like to see for the issues which had a not so good 
outcome about, or which were major challenges? (All participants) 

 

 
2. I would like to visit your home and/or take videos/photos to just get an impression of the 
limitations and adaptations of the family home with regard to supporting an Autism Spectrum Disorder 
child.  No photos of people or features that could identify the family will be taken. Also, I would like view 
background information such as family photos, health (confirmation of diagnosis), welfare (access to 
support services, benefits), and education records (school reports, programme plans). I would take a 
record of key information and (with your consent) make a photographic record of key reports. I would 
like to discuss  

• What access would I have as the researcher to family photos and key documents from 
health and education professionals?  

• Would it be appropriate for me to view the environment in which the Autism Spectrum 
Disorder child lives? This could be done by video as well as directly.  

 
If you agree to participate  

You will be asked to sign a consent form. This does not stop you from changing your mind if you wish 
to withdraw from the project. Participants can withdraw fully or partially at any time before or during 
the case study up to two weeks after they have received their interview transcript. Participants can edit 
or delete sections of the transcript. Additionally, parents may withdraw their family from the case study 
at any time up to 5pm 14 days after receiving a full draft of the family’s case study.  

Confidentiality 

 I will also be maintaining confidentiality throughout the interview and case-study process. Everything 
you say and any documents you provide will be treated as confidential and none of the information you 
give will identify you or the family and the only persons outside the family who will know what you have 
said will be the researcher and her supervisors. All information collected from you will be stored in a 
password protected digital folder in my laptop and on the cloud and only my supervisors and I will have 
access to this information. 

Please contact me if you need more information about the project. 

Researcher: Fatimah Aljarash. fatimaaljarash@gmail.com / or 0279708320 

At any time if you have any concerns about the research project you can contact my supervisor: 

Dr Geoff Bridgman email: gbridgman@unitec.ac.nz or by phone (09) 815-4321 ext. 7464 

UREC REGISTRATION NUMBER: 2020-1038. This study has been approved by the UNITEC 

Research Ethics Committee from (1/12/20) to (1/12/21). If you have any complaints or reservations 
about the ethical conduct of this research, you may contact the Committee through the UREC 
Secretary (ph: 09 815-4321 ext 8551). Any issues you raise will be treated in confidence and 
investigated fully, and you will be informed of the outcome. 

 

 

mailto:fatimaaljarash@gmail.com
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Appendix E:  Post-Interview Handout 

 

 

Support services for Autism 
 
If you experience any distress or upset after this interview, please use the below resources. Please 
feel free to contact the researcher or her primary supervisor directly should you require any 
further information. 
 

Helplines: 
New Zealand Wide Helplines: 
 
Autism NZ:     0800288476 
 
Autism NZ Inc Auckland Branch:     09 846 0913 
 
HealthCare New Zealand for people with Autism and disability:    0800 000 421 or email: 
explore@explore.org.nz  
 
Migrant and Refugee Services eCALD:   09 440 6926 
 https://www.ecald.com/resources/migrant-and-refugee-services/ 

 
Shakti crises line: Mental Health resources & information:  0800 742 584 
 
Lifeline:     0800 543 354 
 
Youthline:     0800 376 633 Oranga Tamariki (Ministry for Vulnerable Children) 0508326459 
 
Healthline: 0800 611 116 
 
Citizens Advice Bureau:    0800 367 222 
 
Counselling Service: (Donation based service) 
 
Home and Family Counselling – www.homeandfamily.org.nz 
Mount Eden - 09 630 8961 
North Shore - 09 419 9853 
Orewa - 09 419 9853  

 

 

 

  

mailto:explore@explore.org.nz
https://www.ecald.com/resources/migrant-and-refugee-services/
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Appendix F: Participant Consent Form  

  

 

Participant Consent Form (family members) 

Research Project Title: Challenges faced by Arabic families with Autism spectrum disorder 
Children in New Zealand  

  

I have had the research project explained to me and I have read and understand the information sheet 
given to me. 

I understand that for any individual interview that I make, I will be able to view and edit the transcript 
before it is incorporated in the data for the case study.  

I understand that everything I say is confidential and none of the information I give will identify me or 
my family and that the only persons outside the family who will know what I have said will be the 
researcher and her supervisors.  

I understand that the researcher will not take any photographs of any members of my family or any 
features of my environment that may be able to identify any person involved in this research  

I understand that all the information that I give will be stored securely in a password entered file for a 
period 5 years. 

I understand that my discussions with the researcher will be recorded using a digital audio recording 
device and transcribed. 

I understand that I can see the finished research document should I wish to. 

I have had time to consider everything, and I give my consent to be a part of this project. 

  

Participant Name: ……………………………………………………………………..... 

Participant Signature: ………………………….. Date: …………………………… 

Parent consent if the participant is not parent ……………………………………..  Date ……………… 

Project Researcher: ……………………………. Date: …………………………… 

 

UREC REGISTRATION NUMBER: 2020-1038. This study has been approved by the UNITEC 

Research Ethics Committee from (1/12/20) to (1/12/21). If you have any complaints or reservations 
about the ethical conduct of this research, you may contact the Committee through the UREC 
Secretary (ph: 09 815-4321 ext 8551). Any issues you raise will be treated in confidence and 
investigated fully, and you will be informed of the outcome. 
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Appendix F: Participant Consent Form  

 

 

 

 
Participant Consent Form (support person) 

Research Project Title: Challenges faced by Arabic families with Autism spectrum disorder 
Children in New Zealand  

  

I have had the research project explained to me and I have read and understand the information sheet 
given to me. 

I understand that for any individual interview that I make, I will be able to view and edit the transcript 
before it is incorporated in the data for the case study.  

I understand that everything I say is confidential and none of the information I give will identify me or 
the family I am supporting and that the only persons outside the family who will know what I have said 
will be the researcher and her supervisors.  

I understand that the researcher will not take any photographs of any members of the family or any 
features of my environment that may be able to identify any person involved in this research  

I understand that all the information that I give will be stored securely in a password entered file for a 
period 5 years. 

I understand that my discussions with the researcher will be recorded using a digital audio recording 
device and transcribed. 

I understand that I can see the finished research document should I wish to. 

I have had time to consider everything, and I give my consent to be a part of this project. 

  

Participant Name: ……………………………………………………………………..... 

Participant Signature: ………………………….. Date: …………………………… 

Parent consent if the participant is not parent ……………………………………..  Date ……………… 

Project Researcher: ……………………………. Date: …………………………… 

  

UREC REGISTRATION NUMBER: 2020-1038. This study has been approved by the UNITEC 

Research Ethics Committee from (1/12/20) to (1/12/21). If you have any complaints or reservations 
about the ethical conduct of this research, you may contact the Committee through the UREC 
Secretary (ph: 09 815-4321 ext 8551). Any issues you raise will be treated in confidence and 
investigated fully, and you will be informed of the outcome. 
 

 

  

  

  




