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Abstract 

The specialized support offered to autistic children during their early years, along with 

their families, has experienced considerable transformations over the past decade. The approach 

behind specialized support has shifted from a traditional paradigm rooted in biomedical 

knowledge to one emphasizing the family capacity-building paradigm. In practical terms, 

services are evolving from a professional-centered framework to a family-centered approach. 

This qualitative study aimed to explore parental experiences regarding their involvement in 

services that provide support to autistic children in Nova Scotia. A total of four parents of autistic 

children under the age of six participated in an online semi-structured interview. A reflexive 

thematic analysis was conducted, identifying four categorical themes: involvement in 

programming and decision-making, barriers experienced by families, and opportunities in 

specialized autism services. The findings provided valuable insights into the role of parents of 

autistic children navigating autism services in Nova Scotia. Parents described their experiences 

in navigating services with minimal involvement, wherein practitioners assumed the leadership 

and guidance of the decision-making process. Moreover, parents reported several challenges in 

accessing and navigating specialized services, which were particularly heightened for one parent 

living in a rural area of Nova Scotia. Parents shared significant insights and strategies for 

actively engaging in services to support their autistic children during early childhood. Thus, the 

perspectives of parents are crucial for the formulation of high-quality services tailored to the 

unique realities faced by each family with an autistic child. 
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Language Statement 

The term autism has evolved over the years, and the use of language has been crucial for 

understanding and supporting autistic people (Monk et al., 2022), also known as Autism 

Spectrum Disorder, which is the current terminology used for diagnosis in clinical contexts 

(American Psychiatric Association, 2022).  

The author of this research holds in high regard the diverse language preferences of 

readers. I also want to share that my preferred language utilized throughout this study is identity-

first language, which means autistic person or simply autists. Identity-first language recognizes 

individual strengths and embraces autistic characteristics as a part of the spectrum of human 

diversity. 

Specialized support, specific support, and early care are terms that are preferred instead 

of early intervention. Intervention is a concept aligned with the traditional biomedical model, 

which depicts autism in terms of deficits or a lack of skills (Monk et al., 2022). 
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Chapter 1: Introduction 

Autism, or Autism Spectrum Disorder (ASD), is a neurodevelopmental condition 

involving challenges in more than one development domain observed from early childhood; 

these domains include barriers in social communication and interaction across multiple contexts 

and patterns of behaviours focused on specific interests or activities which are restrictive and 

repetitive as a feature (American Psychiatric Association, 2022). Nevertheless, the expression of 

autistic characteristics varies for each autistic person, and the support required fluctuates across 

the lifespan (Lord et al., 2022). Specific support must be aligned with the needs and priorities of 

the child and their family; thus, parent involvement is essential during early childhood to ensure 

services that are relevant to their circumstances (Lord et al., 2022).  

Recently, autistic people’s needs and experiences were acknowledged and included in a 

national autism assessment with various stakeholders, such as researchers, policymakers, and 

health providers in Canada, to develop future public policies and customized programs 

(Canadian Academy of Health Sciences, 2022). The national autism assessment emphasized the 

crucial role of parents in fostering the well-being of their autistic children and family members. 

This enhancement is achievable when services adopt family-centered and strengths-based 

approaches, thereby facilitating parental empowerment and encouraging active participation in 

the attainment of their goals (Canadian Academy of Health Sciences, 2022; Government of 

Canada, 2021). 

The national autism assessment also acknowledges the diversity, complexity, and needs 

that autistic people and their families face across Canada; for instance, a current worldwide 

debate involves different approaches and paradigms (Canadian Academy of Health Sciences, 

2022). Historically, autism has been described as a disorder, and this concept was coined from 
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the biomedical model, where autism is defined as a medical condition with the tendency to focus 

on deficits, impairments, and symptoms (Canadian Academy of Health Sciences, 2022). 

Consequently, autism is portrayed from a negative perspective, emphasizing the notion that there 

is something to fix or cure in the autistic person (Kenny et al., 2016; Monk et al., 2022). In this 

way, several models and approaches challenge the predominant biomedical model, 

acknowledging a broader perspective of human beings and embracing autists’ experience in their 

interaction with the environment and the possibility of co-creating a realistic depiction of autism 

(Berghs et al., 2016).  

The Canadian autism assessment report acknowledges the contribution of the biomedical 

model to supporting health conditions and navigation through the health system that autistic 

people may need; however, the language used to describe autism characteristics is centered on 

deficits (Canadian Academy of Health Sciences, 2022; Singer, 2017). So, in order to orient the 

development of policies and support services aligned to the well-being of autists, the social 

model of disability, conjointly with the neurodiversity movement, facilitates a holistic 

comprehension of autism (Chapman & Botha, 2023; McGreevy et al., 2024). 

The social model of disability is a proposal that challenges the biomedical model by 

reframing the understanding of disability. This model shifts the focus from viewing disability as 

a personal biological issue based on impairments to recognizing the social barriers that restrict an 

individual’s participation and empowerment (Barnes, 2022; Oliver, 1990). Furthermore, the 

neurodiversity movement was born from the co-construction of the autistic community, which 

also acknowledges neurological pluralism, viewing autism as part of human diversity with a 

distinctive identity (Botha et al., 2024; Orsini, 2012; Singer, 2017).  

Regarding the updates on the specific support delivered during the early years to autistic 
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children and their families, the traditional biomedical model is often aligned with professional-

centered practices, whereas the family-centered approach recognizes each child and family’s 

uniqueness (Dunst, 2002; Sukkar et al., 2017). 

Aim of this Research 

This research explores parents’ perceptions about their role in services that provide 

specific support for their autistic children under six living in Nova Scotia. This research seeks to 

explore the following overarching question:  

How do parents of autistic children describe their involvement in specific support 

provided to their children in Nova Scotia?  

Specifically, this research will answer the following research questions: 

1. How are parents of autistic children involved in the delivery of specific support for 

their child/ren? 

2. How do parents of autistic children experience barriers in the specific support that is 

delivered for their child? 

3. How could parents of autistic children be involved in the delivery of support for their 

children? 

Researcher Positionality and Personal Connection 

Autism research has primarily advanced within a framework and paradigm rooted in the 

biomedical model, which implies a deficit-oriented portrayal of autism. Furthermore, the 

understanding of autism has been developed based on a methodology driven by quantitative 

metrics. In contrast, qualitative research regarding autism has gained traction only in recent years 

in order to explore autists’ experiences, potential barriers, combating stigma, and giving a voice 

to lived experiences (Grant & and Kara, 2021; Kaplan-Kahn & Caplan, 2023; van Schalkwyk & 



 

 

11 

 

Dewinter, 2020). However, it remains limited in its exploration of the experiences of parents with 

autistic children during their early developmental stages.  

It is also relevant to mention that parents and caregivers were historically marginalized 

within the history of autism research, attributing the lack of affectivity as the cause of the 

characteristics of autism that their children presented (Courcy & des Rivières, 2017). In this 

context, I have confidence in a qualitative exploration regarding the experiences that families 

currently have in the province when seeking to access and navigate specialized services focused 

on autism. 

My connection with autism is established through multiple avenues. As an insider, it is 

rooted in my educational qualifications and professional experiences, wherein I provided support 

to autists and their families in South America in my role as a clinical and school psychologist for 

over ten years. In this professional trajectory, I decided to specialize in family-centered models, 

also described as parent-mediated or caregiver-mediated models. These models focused on 

empowering parents and caregivers of autistic children and providing meaningful involvement in 

the process. My enthusiasm for this model called Paediatric Autism Communication Therapy 

(PACT) has intensified upon discovering that this approach demonstrates respect towards both 

parents and autistic children, emphasizing capacity-building while highlighting the parents’ 

strengths (Carruthers et al., 2023; Conrad et al., 2024; Leadbitter et al., 2021). 

I also experienced the benefits of parent-mediated approaches in my family, and observed 

how the parents of my autistic nephew and niece feel empowered and capable of advocating for 

respectful understanding of autism, as part of the spectrum of human diversity. The present 

research sheds light on parental involvement in autism services for children under six in Nova 

Scotia. I am an outsider in this context, considering I have lived for two years. 
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Literature Review 

Parents’ involvement in specific services to support autistic children has been evolving 

throughout the years (Courcy & des Rivières, 2017). To date, there are a variety of approaches 

and models to support autistic children and their families (Sandbank et al., 2020). The current 

focus is on tailored services (Lord et al., 2022), which consider a micro level of change, the 

heterogeneity of each autistic child and their family (Chen et al., 2022), and integrating the child 

and parents’ priorities (Dunst, 2023; McGreevy et al., 2024). In this way, gathering lived 

experience through parents’ voices whilst navigating specific services for their autistic child is 

crucial in order to co-construct the knowledge in the autism research (Green et al., 2022; Milton, 

2017). 

Autism History and Terminology 

Eugen Bleuer, a Swiss psychiatrist, developed the term autism at the beginning of the  

1900s to describe one of schizophrenia’s symptoms in a group of people who demonstrated 

reduced social interaction as well as a tendency to focus on themselves (Kenny et al., 2016; 

Monk et al., 2022). Later, in the mid-1920s, Grunya Sukhareva, a Kyiv psychiatrist, described 

the clinical picture of schizoid psychopathy to explain the behaviours toward social avoidance 

that she observed in a group of children attending a program called hospital school, a center 

specializing in children who displayed developmental challenges (Sher & Gibson, 2023). 

Sukhareva decided that the term autistic psychopathy was a better fit than schizoid psychopathy 

to describe the autistic attitude demonstrated by this group of children (Sher & Gibson, 2023). In 

addition, Sukhareva described several characteristics that currently are within the autism 

diagnosis criteria in the Diagnostic and Statistical Manual of Mental Disorders fifth edition, for 

instance, significant variation in sensory profile, strong interests, and tendency to repeat some 
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behaviours (Posar & Visconti, 2017; Rosen et al., 2021; Sher & Gibson, 2023).  Sukhareva 

highlighted the relevance of the environment, family interaction, and the talents this group of 

children demonstrated in their hospital school program through sport, art, carpentry, and 

agricultural tasks (Sher & Gibson, 2023). Unfortunately, Sukhareva’s works were overlooked 

until a few years ago, when researchers translated and published her work. They refer that 

Sukhareva faced several barriers in that decade, such as a Jewish origin, being a woman, and 

developing their work in the Union of Soviet Socialist Republics, which could have harmed the 

promotion of their work in a world facing World War II (Sher & Gibson, 2023). 

Leo Kanner, an American-Austrian psychiatrist who, in the first part of the 1940s, 

described the picture of early infantile autism (Vicedo & Ilerbaig, 2021). Kanner emphasized his 

first patient’s ability to perform memory tasks, but the psychiatrist observed a lack of emotional 

resonance, reduced intentional activity, and unwillingness to use the first pronoun; this child was 

Donald and has been acknowledged as the first autistic child who received a diagnosis of autism; 

likewise, early infantile autism was the first concept considered as the basis of autism research 

worldwide (Kenny et al., 2016; Vicedo & Ilerbaig, 2021). Contemporaneously to Kanner, in 

1944, Hans Asperger, an Austrian psychiatrist, coined the term autistic psychopathy to describe a 

case report similar to the work developed by Kanner (Hosseini & Molla, 2023); although 

Asperger’s description reported that the group of children showed a sophisticated language, 

better cognitive performance than Kanner’s autism description, also this group of children 

usually developed an early language, but its use was restricted to one uncommon specific interest 

(Volkmar et al., 2014). Asperger Syndrome was incorporated as a new diagnosis in the fourth 

edition of the Diagnostic and Statistical Manual of Mental Disorders (DSM), and its removal in 

the next edition generated controversial debates related to the loss of people’s identity who 
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received this diagnosis (Rosen et al., 2021). In recent years, Asperger’s research faced allegations 

related to his possible link with the National Socialist Child Euthanasia Program (Czech, 2018; 

Maher, 2021); however, there is no conclusive information that confirms those statements, even 

though it is reported that Asperger could not have information in advance about this program 

based on the fact that the military recruited Asperger between 1939 and 1943 (Tatzer et al., 

2023).  

In the late 1970s, Lorna Wing, an English psychiatrist, established the term Asperger’s 

syndrome through a scientific paper where she identified differences between Kanner and 

Asperger studies; for instance, children under Asperger syndrome showed more verbal skills than 

children under Kanner’s autism. So, children demonstrated significant differences in their 

behaviours. Later, Wing and her colleague Judith Gould, an English clinical psychologist, 

proposed that autism characteristics are within a spectrum and developed three main domains 

that usually challenge children: impairments in social communication, social interaction, and 

restrictive behaviour patterns (Wing et al., 2011). Thus, autism as a diversity within a broad 

spectrum resulted from Wing’s and Gould’s research, valid until today, reorganizing under subtle 

modifications in the last edition of DSM: social communication and interaction and restrictive, 

repetitive patterns of behaviours (American Psychiatric Association, 2022; Rosen et al., 2021). 

Autism History in the DSM 

In 1980, the third edition of the Diagnostic and Statistical Manual of Mental Disorders 

(DSM) included a new diagnosis called Infantile Autism, based on Kanner’s study. This edition 

was updated years later, including autistic disorder as a new terminology (Rosen et al., 2021). 

Then, in the 1990s, the fourth edition of this manual was released, incorporating Asperger's 

disorder as a new category of autism, reporting a lower intensity of characteristics compared to 
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Kanner’s description of autism (Baron-Cohen, 2000). Later, in the fifth edition in 2013, based on 

Wing’s research, autism knowledge moved from categories of autism to a single broad 

dimension called Autism Spectrum Disorder (Baron-Cohen, 2000; Rosen et al., 2021; Wing et 

al., 2011). Nevertheless, people reported confusion about these changes, thinking that moving 

from Asperger’s to the autism spectrum could be a regression in their development (Wing et al., 

2011). Hence, every update in autism terminology is not without controversy.  

Neurodiversity and Autism 

The neurodiversity movement started in the 1990s. It depicts neurological differences as 

intrinsically human variation, distancing itself from a pathological view frequently observed in 

the biomedical model (Kapp, 2020; Leadbitter et al., 2021; Singer, 2017). The neurodiversity 

movement is recognized as inherently part of the autistic community due to their co-constructed 

development (Botha et al., 2024).   

The neurodiversity movement discourages early interventions or services which address 

changes toward reducing autistic characteristics or striving to meet normal parameters based on a 

neurotypical lens (Leadbitter et al., 2021; McGreevy et al., 2024). The provision of specific 

services in early childhood can significantly contribute to the well-being of autistic children 

when adhering to a respectful framework as promoted by the neurodiversity movement 

(Leadbitter et al., 2021). In this way, the appropriate use of language is crucial; for instance, 

employing terms such as “specific support” or “services” rather than “treatment” or 

“intervention” as the latter terms are often associated with deficit-based methodologies that seek 

to cure or normalize autistic children (Leadbitter et al., 2021; McGreevy et al., 2024; Monk et al., 

2022). Moreover, services aimed at enhancing autism understanding facilitate interactions 

between the child and their immediate caregivers, promoting a respectful and enjoyable daily 
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parenting experience to tackle everyday challenges (Conrad et al., 2024). As a result, the services 

should accept the child’s characteristics, avoiding changing their nature (Leadbitter et al., 2021). 

In the United Kingdom, autistic adults and family members showed a preference to use 

identity-first language, for instance, an autist or autistic person. In contrast, professionals 

preferred to use person-first language, for example, a person with autism (Kenny et al., 2016). 

On the other hand, Dutch-speaking autistic adults and parents showed a significant 

predisposition to use the person-first option (Buijsman et al., 2023), and other autistic 

communities were inclined toward identity-first language because it was perceived as less 

offensive (Bury et al., 2023). Similar results were obtained through a cross-cultural study that 

involved autistic communities from Australia, Canada, Ireland, New Zealand, the UK, and the 

USA (Keating et al., 2023). At the same time, other research revealed that professionals tended to 

be person-first (Taboas et al., 2023). Thus, several geographic locations showed that autistic 

adults and family members tend to use the term autistic or autistic person; nevertheless, health 

providers felt more aligned to use a person with autism as a preferred concept (Keating et al., 

2023). 

Researchers highlighted the relevance of language use, considering that terminology 

impacts psychological and emotional well-being and reduces stigma and social anxiety (Bury et 

al., 2023; Chahboun et al., 2022; Cooper et al., 2023). Consequently, future research initiatives 

ought to consider the linguistic preferences of the autistic community while minimizing language 

that may be deemed offensive in the context of autism research (Monk et al., 2022; Pukki et al., 

2022). 
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Social Model of Disability and Autism 

The medical or biomedical model has been the most predominant approach to 

conceptualizing autism across history, with a tendency to describe autism as a deviation, 

abnormality and pathology (Berghs et al., 2016; Monk et al., 2022). In this way, the biomedical 

model focuses on rehabilitating, fixing, and curing the autist’s body, implementing deficit-based 

and potentially offensive language, triggering a negative portrayal of autism (Berghs et al., 2016; 

Canadian Academy of Health Sciences, 2022; Monk et al., 2022). Conversely, several models 

emerged as critiques of the biomedical model, shaping disability comprehension from different 

positionalities; the social model of disability is one of them (Berghs et al., 2016; Oliver, 1990; 

Oliver & Barnes, 2012). This model was born as an approach to establishing the foundation of 

disability equality through the awareness of social barriers to include disabled people, instead of 

individual characteristics of the person’s body (Barnes, 2022). Therefore, disability is considered 

a social construction based on beliefs or attitudes promoting the participation of disabled people 

in different contexts (Oliver, 1990). In this way, the specific services should try to reduce or 

eradicate social environment limitations in a group of people historically considered worthy of 

charity or cure, such as autists (Barnes, 2022; Singer, 2017). 

Autism and Specific Supports in Early Years 

Early intervention or treatment terms have traditionally been employed for specialized 

support for families and children before age six. Nonetheless, this terminology is grounded in the 

medical approach, which tends to focus on identifying a cure or a target behavior that requires 

treatment; consequently, the terms “specific support” or “service” are advocated by the autistic 

community and promoted in the present research (Monk et al., 2022). 
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 In the mid-1920s, Sukhareva described one of the first programs to support children who 

presented autism’s characteristics based on the strengths that autistic children demonstrated in 

specific interests such as nature, arts, or literature (Posar & Visconti, 2017; Sher & Gibson, 

2023). Then, in the late 20s, Sukhareva reported that children were emotionally connected with 

some of their family members, such as a sister, whilst also emphasizing the importance of 

individualized support and the environment, such as education, offering them more opportunities 

to cope with autistic attitudes or autistic reactions, as she named (Sher & Gibson, 2023).  

In the early 40s, the predominant belief about autistic children was that they could not 

learn (Bruinsma et al., 2019). Despite that, it was demonstrated that young autistic children could 

learn simple activities according to the conditions and arrangement of the setting (Ferster & 

Demyer, 1962).   

 In 1987, Lovaas reported the results of his study about intensive training with autistic 

children who received 40 hours a week implementing a behavioural approach named discrete 

trial training (DTT), which emphasizes three key components: antecedent, behaviour, and 

consequence (Lovaas, 1987); this study is the foundation of the traditional Applied Behavioural 

Analysis (ABA). Then, the Early Intensive Behavioural Intervention was developed following 

the same approach, frequently involving 25 to 40 hours per week to support autistic children 

under 6, reporting positive outcomes in the short term in cognitive and adaptive skills (Lovaas, 

1987; Plavnick et al., 2020; Rodgers et al., 2020). However, a recent meta-analysis reported that 

behavioral interventions demonstrated some level of effectiveness, accompanied by risks of bias, 

insufficient information on long-term outcomes, and results that seldom address the well-being 

or quality of life of autistic children and their families (Rodgers et al., 2020; Sandbank et al., 

2020). Furthermore, traditional services centered on behavioral strategies were considered highly 
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structured (DTT), while children faced challenges in generalizing skills in new contexts, 

experiencing avoidance behaviors, showing reduced spontaneity, and exhibiting notable 

dependency on prompts; in that context the promotion of services that combine ABA and 

developmental strategies was encouraged to provide customized support to autistic children 

(Schreibman et al., 2015; Sherer & Schreibman, 2005). 

As a result, a new group of specialized support in the early years for autistic children was 

developed under the Naturalistic Developmental Behavioural Interventions (NDBI) title, rooted 

in ABA principles and developmental science (Schreibman et al., 2015). Independently of the 

developmental domain that every model is centered, the NDBI approach spotlights core 

components, such as the nature of the learning targets across developmental domains, the nature 

of the learning contexts, implementing daily routines in their familiar setting, and the nature of 

the development-enhancing strategies based on motivating activities for children (Bruinsma et 

al., 2019; Schreibman et al., 2015). Some of the NDBIs promote the development of a plan of 

support based on children’s interests and parent involvement within different formats; for 

instance, in parent-mediated support, parents have a relevant role from the planning until the 

implementation of strategies (Bruinsma et al., 2019). This program has been implemented online 

in recent years, and parents reported a positive perception of their child’s achievement in social 

communication (Ingersoll et al., 2023). In contrast, other programs followed a community-based 

format, positively impacting parents’ self-efficacy, quality of life, and satisfaction with the 

specialized service (Mirenda, Colozzo, et al., 2022).  

A similar nomenclature was employed in a different report, Parent-Implemented 

Interventions (PII), a group of specialized support which facilitates outcomes in several 

developmental domains in autistic children from 0 to 5 years, such as communication, social 
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skills, joint attention, play, cognitive, school readiness, adaptive, and challenging behaviours, 

among others (Hume et al., 2021). PII can also be known as parent-mediated support which are 

rooted in developmental principles, and they have shown significant long-term outcomes after 

six years. Once the support concludes, the adult-child synchrony and social interaction naturally 

enhance in autistic children (Carruthers et al., 2023; Green et al., 2010, 2017, 2018; Pickles et al., 

2016; Segal et al., 2023). In parent-mediated support, caregivers engage with their autistic child 

by being sensitive to and observing the unique and subtle ways the child uses in daily activities 

(Cullinane et al., 2024). Parents also assume an active role in setting goals and designing 

programs to ensure alignment with their routines and needs, thereby fostering respectful support 

with parent’s realities (Conrad et al., 2024; Cullinane et al., 2024; Divan et al., 2015) 

Autism, Parents’ Involvement, and Family-Centered Model 

At the beginning of autism’s history, parents were pointed out as responsible for 

triggering autistic characteristics of their child; for instance, Kanner’s research reported that 

caregivers were the cause of the lack of affection in their child; then, Bettelheim went deeper into 

this proposal, which titled refrigerator mother, as an extreme manifestation of lack of mother-

child affection (Bettelheim, 1967; Courcy & des Rivières, 2017; Douglas, 2014). Later, 

Bettelheim’s proposal was debunked, although the negative impact persists today (Courcy & des 

Rivières, 2017). 

Family involvement in specialized support in early childhood is highly recommended, 

and mothers usually assume this role (Benson et al., 2008; Woodgate et al., 2008). Thus, parents’ 

depiction, and particularly the mother’s portrayal, became guilty of differences in child 

development; even now, mothers are liable for following therapists’ instructions, being co-

therapists and engaging in programs of around 20 to 40 hours a week, under ABA approaches; as 
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a result, mothers role moved from being the cause to the cure of autism (Blum, 2007; Courcy & 

des Rivières, 2017). Nonetheless, how parents play their role in early support will vary 

depending on the paradigms that underlie each specialized support (Bruinsma et al., 2019; Green 

et al., 2010; Leadbitter et al., 2021). 

It is relevant to mention that autistic people and their families tend to distrust the health 

system, and healthcare workers’ attitudes and beliefs were reported as one of the main barriers to 

access to specialized services (Canadian Academy of Health Sciences, 2022; Hemm et al., 2015; 

Tomczuk et al., 2022). Consequently, underrepresented groups based on their ethnicity or low 

income may face significant barriers to accessing support services, diversity in support services, 

and the stigma experienced in their communities (Mitter et al., 2019; Wallace-Watkin et al., 

2023), and even blame parents for unexpected or negative child outcomes obtained in a 

specialized service (Milačić-Vidojević et al., 2014). Consequently, collaboration and 

community/home-based services rather than traditional clinical approaches could facilitate 

accessibility, parent involvement and reduced stigma (Pellecchia et al., 2018).  

Indeed, Bronfenbrenner highlighted the active depiction of child development, involving 

a dyadic interaction and reciprocity between child and their close environment to promote human 

development, for instance, parents and caregivers (Bronfenbrenner, 1979). Bronfenbrenner 

developed a bioecological perspective on human development, which is built from a more 

specific system to a broader one (Bronfenbrenner, 2005). The microsystem is the first structure in 

Bronfenbrenner’s model, involving a particular context with specific roles and routines that 

allow an active construction of the parent-child reality. Then, the mesosystem considers the 

interrelation between the child and other close settings. However, the child does not actively 

participate in the exosystem because it implicates a direct network with their parents, relatives, or 
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friends.  After that, the macrosystem includes ideologies, culture and belief systems 

(Bronfenbrenner, 1979). The chronosystem involves time and temporal events (Bronfenbrenner, 

2005). Thus, experience, environment and interactions are crucial to understanding human 

development. Bronfenbrenner’s model serves as a fundamental theoretical background for the 

family-centered approach developed by Carl Dunst, who advocates for family support from a 

systemic perspective (Dunst, 2002; Sukkar et al., 2017) 

In order to understand family and parents’ involvement, Carl Dunst developed a 

framework with a continuum of several family-oriented models usually implemented in early 

childhood (Dunst, 2002). The traditional paradigm included the treatment model, which focuses 

on remediating a disorder; the expertise model, where the therapist will solve the family’s 

challenges; the deficit model, emphasizing the family’s weaknesses; the service-based model, the 

support is established as a professional service; and the professionally centered model, the 

therapist decides by family members from their expert’s perspective (Sukkar et al., 2017). In 

contrast, the capacity-building paradigm grouped the promotion model, facilitating a constructive 

performance; the empowerment model, which supports the development of new skills based on 

their current abilities; the strength-based model, highlighting the family’s strengths; the resource-

based model, facilitating the options available into the community; and the family-centered 

model, involving the family member actively with support based on their priorities and strengths  

(Dunst, 2023; Dunst et al., 2002; Sukkar et al., 2017). Thus, family-oriented models are 

frequently employed interchangeably as synonyms, although parents’ involvement is entirely 

different from the traditional and capacity-building paradigm.  

 Parent-mediated and non-specialist support could benefit autistic children and 

adolescents who live in low and middle-income communities, considering that most of the 
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traditional specialist support was developed in high-income contexts (Cherewick et al., 2023; 

Divan et al., 2015). Likewise, parent-mediated support could promote positive parenting and 

play a crucial role in the advocacy process, which means parents performing an active role in the 

specialized service will trigger children’s empowerment during their childhood and develop 

caregiver advocacy as a first step. Later, children can move to self-advocacy following their 

interests. This approach was named the developmentally sequenced social-ecological 

intervention model by Cherewick (Cherewick et al., 2023). Thus, goals and outcomes in 

specialized services could be reframed, including quality of life, promotion of autonomy, and 

developing strategies to cope with daily tasks (Leadbitter et al., 2021). At the same time, 

research facilitates understanding how parents are involved in the specialized support for their 

children, what kind of characteristics they highlight, and how the services impact their lives 

(Leadbitter et al., 2020). 

Parent-Mediated Services Across Canada and Nova Scotia  

In Canada, there are several initiatives aligned with parent-mediated supports that shed 

light on their impact on the parents of autistic children. For instance, a community-based 

program called Parent and Child Early Coaching (PACE) was implemented in sixteen 

community agencies across British Columbia, not affiliated with university settings (Mirenda, 

Smith, et al., 2022). PACE was a modified version of the Parent-based Early Start Denver Model 

(P-ESDM), a manualized program that addresses several developmental domains included in a 

broad curriculum aged 12 to 48 months, and the results of this study reported that parents 

achieved high scores in quality of life, satisfaction, and self-efficacy while children increase their 

word comprehension (Mirenda, Colozzo, et al., 2022; Mirenda, Smith, et al., 2022). PACE was a 

relevant study in terms of including parents of young children aged 15-36 months, with no 
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formal autism diagnosis, living in British Columbia (BC). Parents were only required to possess 

basic proficiency in spoken and written English. Furthermore, the research showed that about 

one-third of parents could complete the parent coach program, regardless of the challenges they 

experienced, such as low household annual income (based on BC population statistics), mental 

health challenges, or living outside urban centres (Mirenda, Colozzo, et al., 2022). Upon 

completing the program, children exhibited enhanced word comprehension, whereas parents 

reported elevated scores in quality of life, satisfaction, and self-efficacy measures (Mirenda, 

Colozzo, et al., 2022). Similarly, a community-based program called QuickStart in Ottawa – 

Ontario, reported that children improved their social, language and communication skills, the 

therapist developed a collaborative and flexible approach to cover the child’s needs, and parents 

obtained a better comprehension of their child with strategies that were easy to implement in 

their daily routines (Gaines et al., 2022). Nevertheless, services based on ABA, such as Early 

Intensive Behavioural Interventions (EIBI), are frequently implemented in clinical settings as a 

primary alternative, involving intensive hours per week across Canada instead of family-centered 

approaches (Canadian Academy of Health Sciences, 2022). 

Nova Scotia also has a QuickStart program, which was launched in 2019 and is delivered 

by Autism Nova Scotia; this parent-coach program is based on the Early Start Denver Model 

(ESDM), which is rooted in ABA and developmental approaches (Autism Nova Scotia, 2019, 

2022). The QuickStart program has witnessed a substantial increase in the number of families 

supported in the province and its implementation across Nova Scotia in recent years (Autism 

Nova Scotia, 2024). 

Health system in Nova Scotia implements an EIBI program for autistic children as a gold 

standard, including programs intrinsically associated with a biomedical standpoint, such as 
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Pivotal Response Treatment (PRT), Picture Exchange Communication System (PECS), and 

Positive Behaviour Support (PBS), most of which are rooted in ABA principles (IWK, 2023). 

Nevertheless, the principles of these programs are aligned with the traditional biomedical model, 

which addresses the reduction of characteristics associated with autism. 

A quantitative study was carried out in two Atlantic provinces of Canada: New 

Brunswick (NB) and Nova Scotia (NS). This research indicated a reduction in family distress and 

increased parent self-efficacy from the start of the intervention to one year later (D’Entremont et 

al., 2022). However, in NS, the autism program implementation explicitly included parent 

coaching strategies based on Pivotal Response Treatment at the beginning of the program, and 

parents had the option to select where to implement the program, such as their home. In contrast, 

while parents’ involvement in NB was encouraged, it was not mandatory, and professionals 

chose the location of service delivery (D’Entremont et al., 2022). 

 The EIBI program for autistic children is publicly funded in Nova Scotia and other 

Canadian provinces, such as Quebec, Newfoundland and Labrador, New Brunswick, Manitoba 

and Saskatchewan (Tsiplova et al., 2019). This situation may create confusion among 

practitioners who view parent involvement through family-centred approaches as an alternative 

rather than the primary method for delivering specialized services.    

The social ABC program, a parent-based model, reported results from caregivers in 

Ontario and Nova Scotia, which showed positive parent satisfaction and high scores in the 

fidelity of the strategies included in this program (Brian et al., 2016). Children improved 

language and communication skills, positive affect, and social orienting (Brian et al., 2016). 

Recently, the social ABC program reported being feasible, acceptable, and appropriate in 

community services delivered in Ontario, implementing a parent-coaching format, with adults 



 

 

26 

 

demonstrating significant adherence to this kind of programming, where the social ABC is one of 

the parent-mediated options available in Ontario (Drmic et al., 2024).  

Similarly, in 2021, a study about patient engagement in a parent coaching research 

project named BRIGHT  involved parents of autistic children and children with other 

developmental conditions from Vancouver, Winnipeg, Montreal and Halifax (Ogourtsova et al., 

2021). This research reported that patient engagement facilitated the researcher’s understanding 

of different perspectives and barriers people could face in health services; therefore, patient-

oriented methodologies could significantly impact this matter (Ogourtsova et al., 2021). In Nova 

Scotia, there is a gap in local research concerning parental involvement in the specific services 

that support autistic children and their caregivers. Qualitative research has the potential to 

provide insights into parents’ experiences as they access and navigate services tailored to autism 

within the province. 
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Chapter 2: Manuscript 

Families of autistic children frequently assume the primary responsibility for caregiving 

and serve as crucial intermediaries among a range of services, encompassing educational 

institutions, healthcare providers, and community resource programs (Lord et al., 2022). Families 

may also face numerous challenges when seeking specialized services for their autistic children, 

such as programs that inadequately address their needs, limited access to services, financial 

burdens, and social isolation (Divan et al., 2015; Lord et al., 2022; Sharpe & Baker, 2007). Thus, 

involving parents or caregivers is crucial when designing and delivering support services 

targeting autism in early childhood (Canadian Academy of Health Sciences, 2022; Dunst, 2023; 

Green, 2019; Green et al., 2022; Lord et al., 2022; Shattuck et al., 2018). Parent-mediated 

approaches are considered family-centered support that promotes early social relationships 

among autistic children, focusing on the caregiver-child dyad in natural contexts (Bearss et al., 

2013; Canadian Academy of Health Sciences, 2022; Green et al., 2018, 2022; Prata et al., 2018). 

In contrast, when traditional support in early childhood is implemented, the practitioner directly 

assists the child in teaching specific strategies (Bearss et al., 2013; Dunst, 2002; Roggman et al., 

2008).  

The approach and pathways to actively include family members in the specialized 

support for autistic children respond to the features of two paradigms; the traditional paradigm 

views children and their families as having deficiencies and lacking skills, emphasizing the 

remediation of a disorder and requiring the involvement of an expert with specialized knowledge 

(Dunst, 2002, 2023; Dunst et al., 2002; Sukkar et al., 2017). In contrast, the capacity-building 

paradigm highlights the importance of recognizing talents and strengths while developing 

competencies and opportunities within the community where families and children reside (Dunst, 



 

 

28 

 

2023; Dunst et al., 2002). The family-centered model widely depicts the capacity-building 

paradigm given its focus on addressing the needs and priorities of families (Sukkar et al., 2017). 

Services that encompass and support the entire family in order to enhance their quality of life and 

overall well-being were suggested by national reports and research studies  (Canadian Academy 

of Health Sciences, 2022; Conrad et al., 2024; Government of Canada, 2021; Ooi et al., 2016; 

Tint & Weiss, 2016). 

Thus, this study explores how parents are involved in the specialized services for autistic 

children in Nova Scotia. Parents’ experiences offer valuable insights regarding into service 

features and their implementation.  

Literature Review 

Parents’ Involvement in Specialized Autism Services for Early Childhood 

The role of parents of autistic children in early childhood services has significantly 

evolved over the years. Initially, parents were unjustly held accountable for a perceived 

deficiency in emotional connection with their children, which was erroneously believed to cause 

their child’s autistic characteristics (Courcy & des Rivières, 2017). Mothers were identified as 

the primary individuals accountable for eliciting autistic characteristics in their children under 

the “refrigerator mother” concept, which depicted women as exhibiting a marked deficiency of 

affection towards their children and displaying a cold demeanor in this interaction (Bettelheim, 

1967; Courcy & des Rivières, 2017; Douglas, 2014). Nevertheless, this hypothesis has been 

debunked due to advancements in neuroscience, which have enhanced the understanding of 

autism as a neurological condition and also as part of the broader human spectrum of experience 

rather than attributing it to the personality or parenting style of the parents  (Courcy & des 

Rivières, 2017; Farrugia, 2009; Murray et al., 2023). 



 

 

29 

 

Parental involvement may differ according to the orientation of early childhood services; 

for example, the traditional paradigm perceives families as lacking skills, thereby necessitating 

that professionals adopt an active role (Dunst et al., 2002; Sukkar et al., 2017). In contrast, when 

families are viewed as capable, parents are motivated to engage actively in program practices, 

fostering the communication of their priorities and needs (Dunst et al., 2002; Lord et al., 2022). 

Parents may regard their children’s attainment of developmental milestones as their duty, shaped 

by the responsibility assigned as co-therapists in rigorous weekly programs, and feeling guilty 

while attempting to manage work-life balance demands and interactions with their other children 

(Courcy & des Rivières, 2017). When service providers comprehend and address parents’ 

experiences, they may enhance the navigation and involvement through specialized autism 

services (Gentles et al., 2019; Lord et al., 2022). This trajectory of engagement may encompass 

three significant processes for parents: initially coming to understand their child is autistic, then a 

sense of urgency and being involved in required services (Gentles et al., 2019, 2020). After that, 

parents transition to a measured approach where are able to understand autism as a lifelong 

condition and, consequently, adjusting their lives while seeking support required at this new 

developmental stage (Gentles et al., 2019, 2020). In contrast, when service providers focus on 

their views regarding parents’ and families’ capability to engage in the parent program, it leads to 

increased obstacles in accessing specialized autism services (Tomczuk et al., 2022). Families 

with restricted financial resources, complex family dynamics, and those identified as part of 

minority groups are often seen as ill-equipped to take part in family-centered services (Tomczuk 

et al., 2022). 

A collaborative framework between service providers and the parents of autistic children 

is advised as families navigate the stages of pre-diagnosis, diagnosis, post-diagnosis, and long-
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term support in autism (Green, 2019; Green et al., 2022). This active parent involvement and the 

reciprocal relationship between families and professionals become evident when parents can 

establish their own goals (Green et al., 2010; Leadbitter et al., 2020; Pickles et al., 2016). Parents 

observe enhancements in their interactions with their children, and increased sensitivity to their 

children’s characteristics experienced during daily routines (Conrad et al., 2024). Involving 

parents in specialized autism services during early childhood may foster self-advocacy in 

adulthood (Cherewick et al., 2023). This implies that advocacy is predominantly supported 

initially by parents or caregivers (Cherewick et al., 2023; Leadbitter et al., 2021). 

Parent-Mediated Services Throughout Canada and Nova Scotia 

In Canada, several research initiatives aligned with parent-mediated supports that shed 

light on their impact on the parents of autistic children; for instance, a community-based program 

named Parent and Child Early (PACE) Coaching was implemented in sixteen community 

agencies across British Columbia, not affiliated with university settings (Mirenda, Smith, et al., 

2022). PACE was a modified version of the Parent-based Early Start Denver Model (P-ESDM), 

and the results of this study reported that parents achieve high scores in quality of life, 

satisfaction, and self-efficacy while children increase their word comprehension (Mirenda, 

Colozzo, et al., 2022; Mirenda, Smith, et al., 2022). PACE was a relevant study in terms of 

including parents of young children aged 15-36 months, with no formal autism diagnosis, living 

in British Columbia (BC). Parents were only required to possess basic proficiency in spoken and 

written English. Furthermore, the research showed that about one-third of parents could complete 

the parent coach program, regardless of the challenges they experienced, such as low household 

annual income (based on BC population statistics), mental health challenges, or living outside 

urban centres. Similarly, a community-based program called QuickStart in Ottawa – Ontario, 
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reported that children improved their social, language and communication skills, the therapist 

developed a collaborative and flexible approach to cover the child’s needs, and parents obtained 

a better comprehension of their child with strategies that were easy to implement in their daily 

routines (Gaines et al., 2022). Nevertheless, services based on ABA, such as Early Intensive 

Behavioural Interventions (EIBI), are frequently implemented in clinical settings as a primary 

alternative, involving intensive hours per week across Canada instead of family-centered 

approaches (Canadian Academy of Health Sciences, 2022). 

Nova Scotia also has a Nova Scotia QuickStart program, which was launched in 2019 

and is delivered by Autism Nova Scotia; this parent-coach program is based on the Early Start 

Denver Model (ESDM), a manualized program that covers several developmental domains, and 

is rooted in ABA and developmental approaches (Autism Nova Scotia, 2019, 2022). The 

QuickStart program has expanded families’ reach in recent years. However, there’s still a need to 

include qualitative data that captures children’s, parents’, and practitioners’ perspectives (Autism 

Nova Scotia, 2024). 

The health system in Nova Scotia implements an EIBI program for autistic children, 

including Pivotal Response Treatment (PRT), Picture Exchange Communication System (PECS), 

and Positive Behaviour Support (PBS), most of which are rooted in ABA principles (Canadian 

Academy of Health Sciences, 2022; IWK, 2023).   

A quantitative study was carried out in two Atlantic provinces of Canada: New 

Brunswick (NB) and Nova Scotia (NS). This research indicated a reduction in family distress and 

increased parent self-efficacy from the start of the intervention to one year later (D’Entremont et 

al., 2022). However, in NS, the autism program implementation explicitly included parent 

coaching strategies based on Pivotal Response Treatment, and parents had the option to select 
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where to implement the program, such as their home. In contrast, while parents’ involvement in 

NB was encouraged, it was not mandatory, and professionals chose the location of service 

delivery (D’Entremont et al., 2022). Additionally, the methodology used may not fully capture 

the depth of parents’ experiences.  

The EIBI program for autistic children is publicly funded in Nova Scotia and other 

Canadian provinces, such as Quebec, Newfoundland and Labrador, New Brunswick, Manitoba 

and Saskatchewan (Tsiplova et al., 2019). This situation may create confusion among 

practitioners who view parent involvement through family-centred approaches as an alternative 

rather than the primary method for delivering specialized services.    

The social ABC program, a parent-based model, reported results from caregivers in 

Ontario and Nova Scotia, which showed positive parent satisfaction and high scores in the 

fidelity of the strategies included in this program (Brian et al., 2016). Children improved 

language and communication skills, positive affect, and social orienting (Brian et al., 2016). 

Recently, the social ABC program reported being feasible, acceptable, and appropriate in 

community services delivered in Ontario, implementing a parent-coaching format, with adults 

demonstrating significant adherence to this kind of programming, where the social ABC is one of 

the parent-mediated options available in Ontario (Drmic et al., 2024). 

Similarly, in 2021, a study about patient engagement in a parent coaching research 

project named BRIGHT  involved parents of autistic children and children with other 

developmental conditions from Vancouver, Winnipeg, Montreal and Halifax (Ogourtsova et al., 

2021). This research reported that patient engagement facilitated the researcher’s understanding 

of different perspectives and barriers people could face in health services; therefore, patient-

oriented methodologies could significantly impact this matter (Ogourtsova et al., 2021).  
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In Nova Scotia, there is a gap in local research concerning parental involvement in the 

specific services that support autistic children and their caregivers. Qualitative research has the 

potential to provide insights into parents’ experiences as they access and navigate services 

tailored to autism within the province. Thus, this study set the following overarching question: 

How do parents of autistic children describe their involvement in specific support provided to 

their children in Nova Scotia? Three sub-questions were explored: (1) How are parents of autistic 

children involved in the delivery of specific support for their child/ren?; (2) How do parents of 

autistic children experience barriers in the specific support that is delivered for their child?; and 

(3) How could parents of autistic children be involved in the delivery of support for their 

children? 

Method 

Research Design 

This qualitative research is conducted under an interpretive paradigm, meaning that 

reality is socially constructed, and knowledge is co-created in individual interaction (Tracy, 

2020) . Thus, this is a self-reflective and iterative process that facilitates in-depth answers from 

parents of autistic children who will share their experiences about their involvement in the 

specialized services focused on autism in Nova Scotia, facilitating a contextual understanding of 

their reality (Clark et al., 2021). 

Theoretical Framework  

This study grounded in a family-centered approach, which emphasizes the needs, 

strengths, and social support system of families to promote child and family well-being 

(Canadian Academy of Health Sciences, 2022; Dunst, 2002, 2023; Dunst et al., 2002). A family-

centered perspective recognizes parents as capable partners who play an active role in setting 
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goals and shaping programming. This reflects a capacity-building paradigm, which contrast with 

traditional models, where professionals are seen as the primary experts and parents are viewed as 

adjuncts-or even obstacles-to care (Dunst, 2002; Leadbitter et al., 2020, 2021; Sukkar et al., 

2017). This framework informs the current study by shaping its focus on how parents engage 

with early childhood programs and autism – specific services, highlighting the importance of 

empowering families rather than positioning them as a passive recipients of care. 

Participants 

Four parents (n=4) based in Nova Scotia participated in this study. A snowball 

recruitment was conducted in order to engage self-referred parents who can also recommend 

other caregivers. This method aimed to reach families living in more rural regions of Nova 

Scotia, where traditional recruitment may be less effective. Snowball recruitment was chosen 

because it enables a non-invasive and participant-driven approach to identifying additional 

caregivers, allowing new participants to be connected through trusted social networks (Braun & 

Clarke, 2013; Tracy, 2020). 

Three mothers and one father, all parents of autistic children. Given this study’s focus on 

gaining deep, experiential knowledge of how parents navigate specific supports and services for 

their autistic child, a small and specific sample was appropriate (Braun & Clarke, 2021). 

Table 1 

Family Characteristics 

           Parent 1 Parent 2 Parent 3 Parent 4 

Participant’s role Mother Mother Father Mother 

Child’s age  4 Years 6 Years 5 Years 5 Years 

Residence area  Urban Urban Urban Rural 

Time accessing services in NS* 3 Years 4 Years 3 Years 2 Years 

Note: NS*= Nova Scotia 



 

 

35 

 

Procedure 

Participants were recruited through posters disseminated via electronic mail and social 

media platforms. Eight parents expressed their interest in participating in this study. However, we 

were only able to schedule interviews with four participants (n=4). One mother disclosed a 

challenge related to her work schedule, whereas three other refrained from providing additional 

details. 

Participants who successfully scheduled an interview were provided with the informed 

consent form and received the interview questions (Appendix A) so they could prepare for the 

interview. The interview reviewed their particular context, followed by questions about the 

participant’s experiences navigating services for their autistic child. Interviews averaged fifty-

five minutes and were automatically transcribed using the Teams platform, then cleaned by the 

researcher. Initial themes were generated in relation to the research questions, theoretical 

framework and data reported by participants. Participants’ quotes and initial themes were 

compiled into a summary chart to facilitate participant review. The summary chart was shared 

with participants before the mutually agreed-upon follow-up virtual meeting. During the follow-

up meeting, which lasted an average of thirty minutes, participants were given the opportunity to 

review the summary chart and transcript, if requested, and to make necessary additions, edits, or 

deletions, with a deadline of one week after the follow-up meeting. This research received 

Research Ethics Clearance from the Mount Saint Vincent University Research Ethics Board 

(#2023-273). 

Analysis Strategy 

Data was analyzed through a reflexive thematic analysis strategy (Braun & Clarke, 2006). 

I began by familiarizing myself with the transcripts from each interview. After that, I began the 
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coding process, capturing semantic (participant-driven) and latent (researcher-driven) codes for 

each interview individually before synthesizing insights across them. Orientation to data 

involved an iterative process of inductive and deductive analysis, meaning coding and team 

generation were driven by data content and a theoretical framework informed (Braun & Clarke, 

2022). Next, the codes were organized into initial categorical themes and potential sub-themes, 

which were discussed with participants in the follow-up meeting (Braun & and Clarke, 2023). 

Finally, themes and sub-themes were developed and reviewed to identify final names and define 

them clearly in response to the research questions, following a sequence proposed by qualitative 

researchers (Braun & Clarke, 2006; King et al., 2019). The 24th version of MAXQDA software 

was implemented to analyze data (Kuckartz, 2023) 

To develop and maintain rigor in qualitative research, I applied eight criteria proposed by 

researcher Sarah Tracy, known as the big tent: worthy topic, rich rigor, sincerity, credibility, 

resonance, significant contribution, ethical considerations, and meaningful coherence (Tracy, 

2020). The criteria were utilized as a reflexive guide throughout the iterative process across study 

development (Tracy, 2010). Worthy topic involved initial reflection on its relevance and a 

significant research subject. Rich rigour included reporting the theoretical framework, an 

analysis of the literature review, and data collection and analysis processes. Sincerity involved an 

iterative, self-reflexive approach and transparency about the methods and challenges 

encountered. Credibility was established by including thick descriptions and participants’ quotes. 

Resonance involved a reflexive process that develops meaningful knowledge for the audience, 

impacting and creating opportunities for transferring findings into their own contexts. Finally, 

significant contribution, ethic, and meaningful coherence captured the contribution of finding, 

interconnected with the literature available within ethical procedures (Tracy, 2010; 2020). 
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Results 

Through thematic analysis, I identified four principal categorical themes. Three of them 

were supported by two sub-themes, which significantly enhanced our comprehension of parental 

involvement in autism services in Nova Scotia (see Figure 1).  

Figure 1 

Categorical Themes1 and Sub-Themes² 

 

 

 

 

 

 

 

 

 

 

 

Note. Four main categorical themes describe parental involvement in autism services in Nova Scotia: 

sociodemographic features, involvement in programming and decision-making, barriers experienced by families, 

and opportunities in specialized autism services. The last three categorical themes unfold into two sub-themes. 
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Sociodemographic Features 

The theme delineated the characteristics of the participants that influence the findings, 

including factors such as residential location, attainment of post-secondary education, and work 

schedules. Three parents reside in the Halifax area, while one lives in a rural community in Nova 

Scotia. The number of family members ranged from four to five. Four parents reported speaking 

English at home; one parent indicated that they also speak French, and another speaks Bangla. 

Participants shared thoughts on the benefits of their parental post-secondary education. All 

parents acknowledged that their formal education has significantly contributed to securing their 

current employment, which includes insurance benefits that have reduced out-of-pocket expenses 

related to private autism services. Parents viewed the employee insurance plan they accessed 

through their job as an opportunity to pursue and provide private services for their autistic 

children, especially given the lengthy waiting lists associated with public autism services in the 

province. A mother living in a rural community shared her experience based on significant 

challenges to seek specialized autism support for her child, and how the insurance benefits, 

although limited, allowed them access to private autism services: 

“I have him in soccer and other extracurricular activities, like hockey, we pay a lot of 

money to have extra support for him in those situations […] my husband and I have very 

good health insurance from our work. So, we can afford to hire Speech-Language 

Pathologists and different Behaviour Therapists. However, not all families have access to 

that. […] I'm lucky; I have access to privatized services, a lot of families do not, 

especially in rural communities, because for you to get a job like my husband and I both 

have health benefits, and that is extremely lucky.”  

Four parents indicated that they received their child’s diagnosis and subsequently accessed and 
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participated in at least one program or service offered by public services related to autism during 

early childhood. In addition, three parents engaged in private services; one parent actively seeks 

such services. Participants also reported workload challenges, which are viewed as a concern 

when seeking specialized support, regardless of whether it is from the private or public sector.  

Involvement in Programming and Decision-Making 

The theme uncovered how parents were involved in receiving specific support. The 

characteristics of program planning and goal setting shed light on this matter. All parents 

described that decision-making typically rested with the practitioners. One mother recounted her 

experience with a new program in the province, where she and her husband had the opportunity 

to take an active role. Two sub-themes provided a deep understanding of (1) experts leading  

support and (2) support as a collaboration between family and service providers. 

Sub-Theme: Experts Leading Support 

Four parents described their involvement—either directly or indirectly—as following the 

direction of therapists or service providers. One mother described her experience with a program 

implemented at home where the service was primarily directed by the practitioner, who also 

selected the type of toy her son was able to use during the specific support. As such, the program 

was designed without including her reality and child’s preferences:  

“Talking and giving instructions and things like that, it was difficult. I also didn’t like the 

program; it was very… I found it very rigid, and as far as they came in, they’re like, ok, 

well, we want him to play with this toy.” 

The same mother further indicated that when the service excluded her perspective, it 

became evident that the program was primarily concentrated on tracking developmental 

milestones rather than providing the support they needed: 
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“I found it very rigid [behavioral program], a lot of tracking outcomes and numbers of 

times he did this. It was like trying to reach this certain level of achievement […] I feel 

like you constantly…I have to be observing him all the time because every time somebody 

comes [to home], they want an update. They’re like, what’s he doing here, How’s this 

going? How’s he sleeping? How’s he eating? What? How’s this behaviour? [...] I feel like 

we’re overanalyzing him all the time.” 

Another mother promptly observed that her participation in the program’s delivery was 

restricted. The practitioner predominantly directed the topics and goals throughout most of the 

sessions. The mother indicated that the program lacked organization, and certain interactions 

were primarily aimed at verifying general matters: 

“We haven’t been involved in the program planning…It is mostly just like… We’re gonna 

talk about…, the goals are…and even like they’re going to contact us. I believe in 

another three weeks to say how everything’s going if we need to change anything […]stuff 

like that.” 

In contrast, another parent indicated they positively value the opportunity to follow the 

guidance of practitioners. She mentioned that learning from a qualified practitioner is beneficial, 

articulating her experience of entering the session room to observe the therapist while providing 

support for her autistic child: 

“I’m present during [the behavioural analyst’s] sessions. So, I’m able to see what she’s 

doing and learn.”  

Three parents emphasized the challenges of navigating services when their perspectives, 

needs, and interests were omitted from the program design. One parent found it beneficial when 

the practitioner facilitated the session, directly supporting her child and providing her with the 
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opportunity to learn the strategies.    

Sub-Theme: Support as a Collaboration Between Family and Service Providers 

Additionally, parents described their involvement as a process of making decisions, 

participating in a new program, or collaborating with a team:  

“In this [new program] what I like is that they are offering us what the goals are, and 

they really took a deep dive into my son […] We are involved pretty much just with setting the 

goals, and meeting to find out whether or not the goals are important to our family.”  

Another mother emphasized her experience navigating educational support as part of a 

team and the decision-making that arose from collaborative work:  

“[…] and once I made that decision, I felt really good about it. And then we just built his 

team up […] as a team… I felt like it was a team. I had those three: the private therapist, 

the inclusion coordinator, and the teacher; we were meeting, we were talking about what 

was working, what was it working. We were problem-solving, and it was just very 

collaborative.” 

Parents who engaged actively in programming and decision-making processes felt 

acknowledged, and the service is regarded as genuine support for their autistic child and family 

members. 

Barriers Experienced by Families 

The parent-participants described their encounters when accessing and navigating early 

childhood autism services in the province. The theme encompasses two sub-themes: (1) lack of 

accessibility to specialized autism services, and (2) range of feelings when navigating specialized 

autism services.   

Sub-Theme: Lack of Accessibility to Specialized Autism Services 
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All parents indicated that they encountered challenges while seeking specialized services 

in Nova Scotia. One mother recounted that an intensive program was implemented at home. The 

program concluded abruptly upon completing the sixth month, despite being outlined for one 

year by the public health system: 

“Who was in certain years was only gonna get half the program and six months of the 

program? So, we are on the fast-track program, so that was disappointing, especially 

having waited for so long to go into this program that everyone was talking about 

[behavioral program] It’s really hard to go from getting 15 hours a week of one-on-one 

attention and then like being finished and up. And I’m like, well, I can’t give him that. 

Unfortunately, I work full time, and my husband works, and I can’t quit my job.”  

 Another mother shared her experiences concerning the extended waiting periods for 

autism services in Nova Scotia. She communicated her decision to keep her son in preschool 

education, observing that children who enter elementary school do not meet the criteria for 

services and programs tailored for autistic children under the age of six: 

“For instance, our son, to qualify for this program, we had to hold him back in school 

because he did not, we were still on the waiting list […] However, access to the programs 

is our biggest issue. The wait times was incredibly long, and no one really could ever give 

us an answer on anything. For instance, when we were trying to make the decision on 

whether or not to hold our son back in school so that he could receive services. No one 

could actually tell us, even if he would receive them within the next year [...] So, we made 

the decision to change his school so that wasn’t an issue, but all of these big decisions 

had to be made and still have absolutely no clue what was actually going to come of it.” 

A parent expressed her concerns regarding the eligibility criteria for accessing specific 
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support services for autistic children. Her child remains on the waiting list, and they have 

subsequently transitioned to private services: 

“I don’t even know if my son’s gonna be eligible for it because I believe my 

understanding is based on needs, and if I look at my son… as a whole, the spectrum is 

huge, but in my opinion, he has lower needs.”  

In a similar situation, a mother living in a rural area described her apprehensions 

regarding the accessibility of specialized support within the educational system. She observed 

that, as parents, they provide their autistic child with private assistance; however, public schools 

decline to engage in communication with external practitioners: 

“They have to have their own; for example, a psychologist has to be a school 

psychologist. I can’t have somebody from the outside go in; even occupational therapists 

[…] There are a lot of families… I've been told by a few of our support people that these 

schools, typically kids, will start in them, but they never finished there, they get moved to 

another school board because the service is just not there.” 

In light of the challenges faced by autistic children and their parents in navigating the 

health system, they decided to switch to private services as a means to secure timely access to 

specialized assistance. One parent expressed her concerns regarding the limited coverage 

provided by insurance: 

“I started going private, and that’s kind of the journey I've been on for the last several 

years, finding different people. I think we started with Speech [Language Pathologist] 

and finding a private speech person […] Some people have very little coverage, and it 

might only be a few sessions a year. Then, depending on your coverage, like my sessions, 

I have about 20 covered […] I realize how difficult it would be for a family that couldn’t 
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have. That doesn’t have the resources to do that, and I can’t imagine how scary that must 

be for other families.”  

Another parent described his first contact browsing private services and insurance 

coverage. He described his concerns in this way: 

“One thing that we were exploring the private sector services […] I don’t think the 

insurance company would cover everything because it can be very costly depending on 

the type of insurance or where you work […] So, while you are waiting, I mean you also 

cannot access private services because you have to pay out of your pocket and it’s not 

cheap.”  

All parents indicated that they faced challenges in accessing specialized support for their 

autistic children. When the service is publicly funded, parents encounter prolonged waiting lists, 

whereas private services are costly, and insurance coverage is often limited. 

Sub-Theme: Range of Feelings When Navigating Specialized Autism Services 

The sub-theme highlighted the parents’ need to be heard, along with the feelings they 

experience when insufficient information is provided regarding autism support. Parents go 

through a range of emotions while navigating specialized services, a field rarely addressed by 

specific programs for autistic children. In this context, accessing adequate support is often 

difficult for parents. One participant recalled her experience in navigating specialized support 

through the provincial health system: 

“I remember we would get phone calls for intake and then they’d be like, OK, well, we’re 

gonna call you in a month to give you an update. OK, call us back in a month. Well, we 

have nothing to update you on. We’ll call you again in another month. And I was like, 

listen, this is getting a little bit irritating because the length of this in between is hard. It’s 
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very hard.”  

A mother shared her rationale for selecting private services, accentuating the considerate 

deliberation that motivated their decision to pursue timely support:  

“I did not feel supported by the provincial. Like the provincial programs at all […], We 

also are on a waitlist for EIBI through the IWK, which there’s a lengthy waitlist, and it’s 

offered to the oldest child before they hit the school. However, his brain is developing 

now, so we sought out private.”  

When parents embark on the journey of accessing services, they frequently encounter 

substantial challenges. However, if practitioners fail to address the emotional needs of parents, 

this may be considered a significant challenge. A parent reflected on the program her child was 

referred to, sharing her feelings about how service providers often struggle to understand the 

realities of parenting an autistic child and the uncertainties that come with a diagnosis: 

“I hate to say this, but they were all younger, people who may not have had the world like 

the experience of being a mother or running a household with children, and that it just 

felt like that was coming through, like as far as a factor as some of the recommendations 

and things they wanted me to do. I mean, it was our first experience, and we were scared, 

and we were like, oh, we’re gonna do whatever.”  

And another similar experience, reported the reality of the province, going through 

updates in the programs focused on autism. But this situation is not without stress: 

“I noticed that the province is also going through some changes with the programming. 

So as a parent, at times it can be overwhelming […] So, it can be confusing, 

overwhelming and navigating these services like so you feel like, for example, feeling up 

different forms for the assessment you have like they will send you a package home and 
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bunch of questions like it took me few days to fill this out.”  

Occasionally, when parents gain access to the long-awaited support, the lack of reliable 

information provided to them may generate feelings of uncertainty and distrust: 

“I know it’s a new program in Nova Scotia. Apparently, my son is one of the first children 

to receive it. It was really difficult for us; it was kind of that feeling that he’s the Guinea 

Pig in this situation. I like the idea of tried and trusted approaches to things, and I get 

that we’re in a moment of change, but we’re also concerned sometimes like this. Are they 

just trialling it with him like that? Kind of thing it was more of a fear on our side.” (P4) 

The transition to elementary school was described as eliciting a blend of emotions among 

parents. A mother disclosed her feelings regarding her upcoming shift to elementary school, 

drawing upon her professional experience within the public education system: 

“We know the schools are underfunded and don’t have the resources to provide the 

support, so it’s just unfortunate that that happens because our kids are missing out […] 

So I feel he would be lower on the list and again it’s just unfortunate because I don’t think 

my son deserves that service any less than anybody else […] It’s extremely sad in my 

professional life. I work in schools with children as well, and I see the gap because and I 

know now living this life with my own son […] I’m nervous about that because I know a 

speech and language pathologist who works at the six different schools and she literally 

has said to me I can give this child they work with. Like I can give her 20 minutes every 

two weeks. What it what is that doing? […] They have the school program. It’s not 

sufficient.”  

Opportunities in Apecialized Autism Services 

This theme outlines the potential opportunities that services oriented towards autism in 
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early childhood could leverage. The theme consists of two sub-themes: (1) prioritizing families 

in service delivery, and (2) creating a sense of belonging. 

Sub-Theme: Prioritizing Families in Service Delivery 

Parents have both explicitly and implicitly expressed the importance of their priorities in 

influencing the tailored support developed for their autistic children and their families. The 

consideration of these priorities significantly enhances the quality of life and well-being of 

parents, particularly when their priorities are acknowledged in the workplace, as this mother 

reflects on it:  

“We’re fortunate that my work has been lovely in allowing me to have a day off weekly 

because it is my son’s therapy day, so I pick him up in the afternoon, and I have this time 

to do what I need to do for him. So, we’ve been fortunate in that way.”  

The flexibility of parents' schedules is significant when parents wish to be involved in 

specialized support. For instance, this mother indicated her decision to reduce her workload in 

order to engage with the support her child required: 

“I was very involved to the point where I gotta leave of absence from work for like part 

time. So, I got two mornings a week so that I could be involved. So, I was in the sessions 

two of the five days a week. I was right here they were happened in my home. Then, the 

other days, they happened at school. I was very involved. I was watching everything that 

was going on.”   

Parents possess considerable information and insights to share and communicate with 

practitioners, irrespective of whether the discussion pertains to educational, health, or community 

support matters. Thus, their priorities are a crucial element in fostering tailored services.  

Sub-Theme: Creating a Sense of Belonging 
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The sub-theme focused on the perceptions of parents regarding their active involvement 

in available services. The experience of being a parent of an autistic child is distinctive, 

prompting a desire and necessity to engage within a community. Parents seek to share their 

insights on developing supportive environments conducive to autism. One mother articulated her 

views as follows:  

“That community piece, I think is really missing in the system right now. A place for 

parents to get together, share ideas, resources and experiences. I haven’t really ran into 

any of that yet.”  

Another parent emphasized the parenting journey positively, recognizing the daily efforts 

they make to enhance their child's development: 

“I think cause parents that I’m sure every parent out there are trying to help their kids as 

much as they can […]”  

A noteworthy perspective was presented by a mother who emphasized the significance of 

parental support commencing from the point of diagnosis. She underscored the importance of 

incorporating parents of autistic children into formal services, identifying this as an essential 

form of support following the confirmation of diagnosis. A sense of belonging from the first 

moment: 

“That’s accessible, and maybe it’s somebody setting like when there’s a diagnosis, maybe 

it's setting someone up with a parent that's maybe a few years down the road. And you 

know what I mean, matching them up and saying, you know, what, like, why don’t you 

guys have a chat so that it, it helps all the scary. You know what I mean? The scary part 

of just getting that diagnosis and being like, what does this mean, and where am I going? 

Where do I go? Who do I? You know what I mean?”  
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A parent also expressed his perspectives regarding the ways in which services can foster a 

family-friendly environment, thereby facilitating easier access to specialized services:  

“So, I was thinking then to make it a little bit easier for the parents, whether the intake 

can be central, like once you want to like once they’re spending done.”  

In conclusion, it is imperative to emphasize the importance of granting parents the 

opportunity to make decisions concerning the services provided. A parent emphasized the 

relevance of transitioning towards a pathway of service that is both respectful and thoughtfully 

constructed with autistic children and their families:  

“It could be helpful […] so I think it’s parents’ choice. So, whether it’s evidence-based or 

not, you give the parent the information and let them make the choice. It’s best for the 

family.”  

Discussion 

This qualitative study, employing reflexive thematic analysis, offers insights into parents’ 

perceptions about the characteristics of their involvement in early specialized services for autistic 

children in the Canadian Province of Nova Scotia. It also emphasizes the challenges parents face 

in accessing these services and outlines key features that should align with their priorities. 

Sociodemographic Characteristics of Families  

The parents participating in this study live in Nova Scotia, Canada. Most resided in urban 

areas, whereas one parent was based in a rural community. According to the duration that the last 

parent indicated for accessing specialized autism services (Table 1), her child received specific 

support one year later than those living in urban areas, reflecting similar challenges in accessing 

specific autism services that other families with autistic children encounter in rural areas across 

Western Canadian provinces (Canadian Academy of Health Sciences, 2022; Hoogsteen & 
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Woodgate, 2013; Young et al., 2019). Barriers are usually associated with the lengthy waiting list 

for the diagnostic process, as documented in prior studies, where some families may cope with a 

total waiting period of nearly two years from the initial referral to diagnosis (Penner et al., 2018). 

The majority of parents involved in this study indicated they switched to private service 

providers, resulting in out-of-pocket costs, occasionally mitigated by minimal insurance 

coverage (Lord et al., 2022; Tsiplova et al., 2019). Parents observed that the completion of their 

post-secondary education facilitated the attainment of enhanced employment opportunities, 

which subsequently provided insurance options for private services coverage for their autistic 

children. Parents also recognized that many families with autistic children might not have the 

financial resources to obtain this private support, which can be overwhelming. 

It is essential to acknowledge that parents who participated in this study reported having a 

busy schedule. Consequently, they used their days off, office hours, or lunch breaks to 

voluntarily participate in this study, hoping to share their experiences and support other parents 

navigating specialized autism services in Nova Scotia. One of the parents interested in 

participating but unable to schedule a meeting in this study communicated challenges regarding 

her busy schedule, which hindered her ability to find time for a virtual interview. The 

complexities faced by Canadian families with autistic children may vary across provinces and 

territories; however, there exists a notable gap within the Canadian health system in addressing 

the potential challenges these families encounter (Canadian Academy of Health Sciences, 2022). 

Autistic children and their families have the right to access evidence-based services, regardless 

of where they live (Smith et al., 2021). 

 

Involvement in Programming and Decision-Making 
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The majority of services provided for autistic children during early childhood in Canada 

and Nova Scotia are based on methodologies deeply rooted in traditional paradigms such as 

Early Intensive Behavioral Intervention (Canadian Academy of Health Sciences, 2022).  

The traditional standpoint of specialized support typically focuses on the child’s unique 

characteristics, emphasizing the alleviation of deficiencies or symptoms rather than 

acknowledging the strengths and abilities of both the child and their parents, as indicated in 

family-centered approaches (Dunst, 2002, 2023; Dunst et al., 2002; Sukkar et al., 2017). 

When parents characterized the services as inflexible or inadequately aligned with 

familial circumstances, they experienced heightened pressure in their daily routines. 

Paradoxically, the service designed to support autistic children and their families may 

inadvertently become an additional burden for those families (Courcy & des Rivières, 2017; 

Divan et al., 2015; Lord et al., 2022). 

Barriers Experienced 

Parents in this study have indicated that the process of accessing and navigating early 

specialized support for autism has been both overwhelming and a source of considerable stress. 

This observation aligns with findings presented in the national report regarding the experiences 

of autistic people and their families throughout Canada (Canadian Academy of Health Sciences, 

2022). Stressful parents’ experiences can be addressed when parents play a crucial role from pre-

diagnosis to the therapeutic support moment (Carruthers et al., 2023; Conrad et al., 2024; Green 

et al., 2022; Leadbitter et al., 2020, 2021). Thus, it is essential to transition to an autism care 

system, where parent-mediated support evolves across the autist lifespan, instead of focusing all 

the services on waiting for a diagnosis to provide specific support (Green et al., 2022). 

Developing New Autism Specialized Services in Early Years 
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Parents shared their insights on how their children can succeed and thrive by appreciating 

their unique traits and encouraging self-advocacy. These perspectives reflect modern beliefs 

about parents’ crucial role in early childhood, primarily through parent-mediated supports. In this 

supportive role, parents act as advocates, helping their children develop self-advocacy skills as 

they mature into adults (Cherewick et al., 2023; Leadbitter et al., 2021). Therefore, caregiver 

advocacy is essential for attaining self-advocacy in adulthood.  

Limitations & Future Directions 

It is important to note the limited sample in this research. The recruitment issues 

experienced in this study further shed light on the challenges parents of autistic children may 

face in Nova Scotia. Half of the initially interested participants were unable to schedule an 

interview date, while the parents who were involved in this research reported they used lunch 

time, a day off or breaks in their work. When conducting research involves parents of autistic 

children or autistic individuals, it is advisable to consider offering financial assistance to 

facilitate their involvement and reduce barriers in this context.  

Most participants in this research reported living in urban areas of Nova Scotia, whereas 

one parent mentioned residing in a rural community. Future studies might concentrate on 

families with an autistic child living in rural areas of the province. This could offer greater 

insight into the potential barriers that autists encounter when accessing and navigating specific 

support services. 

The present research explored parents’ perspectives of their involvement in services 

aimed at children under six. However, the support needs for autistic people and their families can 

vary greatly throughout their lifespan. Research focusing on different age groups may provide 

further insights into the adjustments needed for autism support throughout the lifespan in Nova 
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Scotia. 

Parents’ experiences with their involvement in services focused on autism during the 

early years offered valuable insights into both service features and the traditional or family-

centered approaches that shape specific support. Additionally, other forms of qualitative research 

could greatly enhance our understanding, guiding the development of meaningful policies and 

action plans for autism across the lifespan. For example, grounded theory might allow for a 

distinctive conceptualization of tailored autism services in Nova Scotia.  

Conclusion 

Overall, this study reported the realities faced by some parents with autistic children 

under six when accessing and navigating specialized services for autism in Nova Scotia. While 

parents demonstrated resilience and commitment, they continue encountering significant barriers 

related to accessibility, flexibility, and financial burden. These challenges might be particularly 

pronounced when families are based in rural areas, further emphasizing existing service 

inequities. 

The findings highlighted the importance of further research into family-centered autism 

services, especially from a capacity-building viewpoint. By supporting parents as engaged 

partners instead of passive recipients of expert advice, we can help alleviate stress and create 

better outcomes for children and families regarding well-being and quality of life. It’s crucial for 

future service models to prioritize equal access throughout the province and genuinely include 

parental voices, ensuring that services reflect the everyday experiences of all kinds of families.  



 

 

54 

 

References 

American Psychiatric Association. (2022). Diagnostic and statistical manual of mental 

disorders: DSM-5-TR (Fifth edition, text revision). America Psychiatric Association 

Publishing. 

Autism Nova Scotia. (2019). Autism Nova Scotia. Annual report 2018-2019. 

https://www.autismnovascotia.ca/wp-

content/uploads/2021/12/ANS_Annual_Report_2018-2019_WEB.pdf 

Autism Nova Scotia. (2022). Autism Nova Scotia. Annual report 2021-2022. 

https://www.autismnovascotia.ca/wp-content/uploads/2023/01/ANS-Annual-Report-A-

Place-to-Belong-2021-2022.pdf 

Autism Nova Scotia. (2024). Autism Nova Scotia. Annual report 2023-2024. 

https://www.autismnovascotia.ca/wp-content/uploads/2024/07/Annual-Report-Action-

for-Equity-2023-24.pdf 

Barnes, C. (2022). Understanding the social model of disability. In Handbook of disability 

studies (2nd ed.). Routledge. 

Baron-Cohen, S. (2000). Is Asperger syndrome/high-functioning autism necessarily a disability? 

Development and Psychopathology, 12(3), 489–500. 

Bearss, K., Lecavalier, L., Minshawi, N., Johnson, C., Smith, T., Handen, B., Sukhodolsky, D., 

Aman, M., Swiezy, N., Butter, E., & Scahill, L. (2013). Toward an exportable parent 

training program for disruptive behaviors in autism spectrum disorders. Neuropsychiatry, 

3(2), 169–180. https://doi.org/10.2217/npy.13.14 

Benson, P., Karlof, K. L., & Siperstein, G. N. (2008). Maternal involvement in the education of 

young children with autism spectrum disorders. Autism, 12(1), 47–63. 



 

 

55 

 

https://doi.org/10.1177/1362361307085269 

Berghs, M., Atkin, K., Graham, H., Hatton, C., & Thomas, C. (2016). Implications for public 

health research of models and theories of disability: A scoping study and evidence 

synthesis. NIHR Journals Library. http://www.ncbi.nlm.nih.gov/books/NBK378941/ 

Bettelheim, B. (1967). The empty fortress: Infantile autism and the birth of the self. Free Press. 

Blum, L. M. (2007). Mother-blame in the Prozac nation: Raising kids with invisible disabilities. 

Gender & Society, 21(2), 202–226. https://doi.org/10.1177/0891243206298178 

Botha, M., Chapman, R., Giwa Onaiwu, M., Kapp, S. K., Stannard Ashley, A., & Walker, N. 

(2024). The neurodiversity concept was developed collectively: An overdue correction on 

the origins of neurodiversity theory. Autism, 13623613241237871. 

https://doi.org/10.1177/13623613241237871 

Braun, V., & and Clarke, V. (2023). Toward good practice in thematic analysis: Avoiding 

common problems and be(com)ing a knowing researcher. International Journal of 

Transgender Health, 24(1), 1–6. https://doi.org/10.1080/26895269.2022.2129597 

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative Research in 

Psychology, 3(2), 77–101. https://doi.org/10.1191/1478088706qp063oa 

Braun, V., & Clarke, V. (2013). Successful qualitative research. A practical guide for beginners. 

Sage Publications. 

Braun, V., & Clarke, V. (2021). To saturate or not to saturate? Questioning data saturation as a 

useful concept for thematic analysis and sample-size rationales. Qualitative Research in 

Sport, Exercise and Health, 13(2), 201–216. 

https://doi.org/10.1080/2159676X.2019.1704846 

Braun, V., & Clarke, V. (2022). Thematic Analysis. A practical guide. Sage Publications. 



 

 

56 

 

Brian, J. A., Smith, I. M., Zwaigenbaum, L., Roberts, W., & Bryson, S. E. (2016). The Social 

ABCs caregiver‐mediated intervention for toddlers with autism spectrum disorder: 

Feasibility, acceptability, and evidence of promise from a multisite study. Autism 

Research, 9(8), 899–912. https://doi.org/10.1002/aur.1582 

Brian, J., Doyle-Thomas, K., Baribeau, D., & Anagnostou, E. (2016). Novel mechanisms and 

treatment approaches in autism spectrum disorder. Discovery Medicine, 22(119), 47–54. 

Bronfenbrenner, U. (1979). The ecology of human development. Experiments by nature and 

design. Harvard University Press. 

Bronfenbrenner, U. (2005). Making humans beings human. Bioecological perspectives on human 

development. Sage Publications. 

Bruinsma, Y., Minjarez, M., Schreibman, L., & Stahmer, A. (2019). Naturalistic developmental 

behavioral interventions for autism spectrum disorder. Brookes Publishing. 

Buijsman, R., Begeer, S., & Scheeren, A. M. (2023). ‘Autistic person’ or ‘person with autism’? 

Person-first language preference in Dutch adults with autism and parents. Autism, 27(3), 

788–795. https://doi.org/10.1177/13623613221117914 

Bury, S. M., Jellett, R., Spoor, J. R., & Hedley, D. (2023). “It defines who I am” or “it’s 

something I have”: What language do [autistic] Australian adults [on the autism 

spectrum] prefer? Journal of Autism and Developmental Disorders, 53(2), 677–687. 

https://doi.org/10.1007/s10803-020-04425-3 

Canadian Academy of Health Sciences. (2022). Autism in Canada: Considerations for future 

public policy development. Weaving together evidence and lived experience. The 

Oversight Panel on the Assessment on Autism, CAHS. https://cahs-acss.ca/wp-

content/uploads/2022/04/CAHS-Autism-in-Canada-Considerations-for-future-public-



 

 

57 

 

policy-development.pdf 

Carruthers, S., Pickles, A., Charman, T., McConachie, H., Le Couteur, A., Slonims, V., Howlin, 

P., Collum, R., Salomone, E., Tobin, H., Gammer, I., Maxwell, J., Aldred, C., Parr, J., 

Leadbitter, K., & Green, J. (2023). Mediation of 6-year mid-childhood follow-up 

outcomes after pre-school social communication (PACT) therapy for autistic children: 

Randomised controlled trial. Journal of Child Psychology and Psychiatry, n/a(n/a). 

https://doi.org/10.1111/jcpp.13798 

Chahboun, S., Stenseng, F., & Page, A. G. (2022). The changing faces of autism: The fluctuating 

international diagnostic criteria and the resulting inclusion and exclusion—A Norwegian 

perspective. Frontiers in Psychiatry, 13. 

https://www.frontiersin.org/articles/10.3389/fpsyt.2022.787893 

Chapman, R., & Botha, M. (2023). Neurodivergence-informed therapy. Developmental Medicine 

and Child Neurology, 65(3), 310–317. https://doi.org/10.1111/dmcn.15384 

Chen, Y.-J., Duku, E., & Georgiades, S. (2022). Rethinking autism intervention science: A 

dynamic perspective. Frontiers in Psychiatry, 13. 

https://doi.org/10.3389/fpsyt.2022.827406 

Cherewick, M., Daniel, C., Shrestha, C. C., Giri, P., Dukpa, C., Cruz, C. M., Rai, R. P., & 

Matergia, M. (2023). Psychosocial interventions for autistic children and adolescents 

delivered by non-specialists in low- and middle-income countries: A scoping review. 

Frontiers in Psychology, 14, 1181976. https://doi.org/10.3389/fpsyg.2023.1181976 

Clark, T., Foster, L., Sloan, L., & Bryman, A. (2021). Bryman’s social research methods (c). 

Oxford University Press. 

Conrad, C. E., Jørgensen, R., Amstrup, C., Gottschau, T. E., Thomsen, P. H., & Lauritsen, M. B. 



 

 

58 

 

(2024). “It seems much more enjoyable now”: Parental perception of relational change 

from participating in Paediatric Autism Communication Therapy (PACT). Children, 

11(7), 838. https://doi.org/10.3390/children11070838 

Cooper, K., Mandy, W., Butler, C., & Russell, A. (2023). Phenomenology of gender dysphoria in 

autism: A multiperspective qualitative analysis. Journal of Child Psychology and 

Psychiatry, 64(2), 265–276. https://doi.org/10.1111/jcpp.13691 

Courcy, I., & des Rivières, C. (2017). “From cause to cure”: A qualitative study on contemporary 

forms of mother blaming experienced by mothers of young children with autism 

spectrum disorder. Journal of Family Social Work, 20(3), 233–250. 

https://doi.org/10.1080/10522158.2017.1292184 

Cullinane, D. A., Binns, A. V., Feder, J. D., Graham, T., Mahoney, G. J., Naber, F. B. A., 

Robinson, R. G., Schertz, H. H., Solomon, R. M., Whitehouse, A. J. O., & Wieder, S. 

(2024). Developmental relationship-based interventions for autistic children. Topics in 

Early Childhood Special Education, 02711214241303695. 

https://doi.org/10.1177/02711214241303695 

Czech, H. (2018). Hans Asperger, national socialism, and “race hygiene” in nazi-era Vienna. 

Molecular Autism, 9, 29. https://doi.org/10.1186/s13229-018-0208-6 

D’Entremont, B., Flanagan, H. E., Ungar, W. J., Waddell, C., Garon, N., Otter, J. den, Leger, N., 

Vezina, F., & Smith, I. M. (2022). Comparing the impact of differing preschool autism 

interventions on parents in two Canadian provinces. Journal of Autism and 

Developmental Disorders, 52(11), 5018–5032. https://doi.org/10.1007/s10803-021-

05349-2 

Divan, G., Hamdani, S. U., Vajartkar, V., Minhas, A., Taylor, C., Aldred, C., Leadbitter, K., 



 

 

59 

 

Rahman, A., Green, J., & Patel, V. (2015). Adapting an evidence-based intervention for 

autism spectrum disorder for scaling up in resource-constrained settings: The 

development of the PASS intervention in South Asia. Global Health Action, 8, 27278. 

https://doi.org/10.3402/gha.v8.27278 

Douglas, P. (2014). Refrigerator mothers. Journal of the Motherhood Initiative for Research and 

Community Involvement. 

https://jarm.journals.yorku.ca/index.php/jarm/article/view/39328 

Drmic, I., Brian, J., Roncadin, C., Shaver, C., Pase, M., Rugajs, N., Tofano, K., Dowds, E., 

Zwaigenbaum, L., Smith, I. M., & Bryson, S. E. (2024). Community implementation of a 

brief parent mediated intervention for toddlers with probable or confirmed autism 

spectrum disorder: Feasibility, acceptability, and drivers of success. Frontiers in 

Pediatrics, 11, 1295294. https://doi.org/10.3389/fped.2023.1295294 

Dunst, C. J. (2002). Family-centered practices: Birth through high school. The Journal of Special 

Education, 36(3), 141–149. https://doi.org/10.1177/00224669020360030401 

Dunst, C. J. (2023). Meta-analyses of the relationships between family systems practices, 

parents’ psychological health, and parenting quality. International Journal of 

Environmental Research and Public Health, 20(18), 6723. 

https://doi.org/10.3390/ijerph20186723 

Dunst, C. J., Boyd, K., Trivette, C. M., & Hamby, D. W. (2002). Family-oriented program 

models and professional help giving practices. Family Relations, 51(3), 221–229. 

Farrugia, D. (2009). Exploring stigma: Medical knowledge and the stigmatisation of parents of 

children diagnosed with autism spectrum disorder. Sociology of Health & Illness, 31(7), 

1011–1027. https://doi.org/10.1111/j.1467-9566.2009.01174.x 



 

 

60 

 

Ferster, C. B., & Demyer, M. K. (1962). A method for the experimental analysis of the behavior 

of autistic children. The American Journal of Orthopsychiatry, 32, 89–98. 

https://doi.org/10.1111/j.1939-0025.1962.tb00267.x 

Gaines, R., Korneluk, Y., Quigley, D., Chiasson, V., Delehanty, A., & Jacobson, S. (2022). 

Quickstart for toddlers with autism spectrum disorder: A preliminary report of an adapted 

community-based early intervention program. Autism & Developmental Language 

Impairments, 7, 23969415221138699. https://doi.org/10.1177/23969415221138699 

Gentles, S. J., Nicholas, D. B., Jack, S. M., McKibbon, K. A., & Szatmari, P. (2019). Parent 

engagement in autism-related care: A qualitative grounded theory study. Health 

Psychology and Behavioral Medicine, 7(1), 1–18. 

https://doi.org/10.1080/21642850.2018.1556666 

Gentles, S. J., Nicholas, D. B., Jack, S. M., McKibbon, K. A., & Szatmari, P. (2020). Coming to 

understand the child has autism: A process illustrating parents’ evolving readiness for 

engaging in care. Autism, 24(2), 470–483. https://doi.org/10.1177/1362361319874647 

Government of Canada. (2021). Autism: National autism strategy. 

https://www.canada.ca/en/public-health/services/diseases/autism-spectrum-disorder-

asd/national-strategy.html 

Grant, A., & and Kara, H. (2021). Considering the Autistic advantage in qualitative research: The 

strengths of Autistic researchers. Contemporary Social Science, 16(5), 589–603. 

https://doi.org/10.1080/21582041.2021.1998589 

Green, J. (2019). Editorial Perspective: Delivering autism intervention through development. 

Journal of Child Psychology and Psychiatry, 60(12), 1353–1356. 

https://doi.org/10.1111/jcpp.13110 



 

 

61 

 

Green, J., Aldred, C., Charman, T., Couteur, A. L., Emsley, R. A., Grahame, V., Howlin, P., 

Humphrey, N., Leadbitter, K., McConachie, H., Parr, J. R., Pickles, A., Slonims, V., 

Taylor, C., & Group, P.-G. (2018). Paediatric autism communication therapy-generalised 

(PACT-G) against treatment as usual for reducing symptom severity in young children 

with autism spectrum disorder: Study protocol for a randomised controlled trial. Trials, 

19. https://doi.org/10.1186/s13063-018-2881-3 

Green, J., Charman, T., McConachie, H., Aldred, C., Slonims, V., Howlin, P., Le Couteur, A., 

Leadbitter, K., Hudry, K., Byford, S., Barrett, B., Temple, K., Macdonald, W., Pickles, A., 

& PACT Consortium. (2010). Parent-mediated communication-focused treatment in 

children with autism (PACT): A randomised controlled trial. Lancet (London, England), 

375(9732), 2152–2160. https://doi.org/10.1016/S0140-6736(10)60587-9 

Green, J., Leadbitter, K., Ainsworth, J., & Bucci, S. (2022). An integrated early care pathway for 

autism. The Lancet Child & Adolescent Health, 6(5), 335–344. 

https://doi.org/10.1016/S2352-4642(22)00037-2 

Green, J., Pickles, A., Pasco, G., Bedford, R., Wan, M. W., Elsabbagh, M., Slonims, V., Gliga, T., 

Jones, E., Cheung, C., Charman, T., Johnson, M., & British Autism Study of Infant 

Siblings (BASIS) Team. (2017). Randomised trial of a parent-mediated intervention for 

infants at high risk for autism: Longitudinal outcomes to age 3 years. Journal of Child 

Psychology and Psychiatry, and Allied Disciplines, 58(12), 1330–1340. 

https://doi.org/10.1111/jcpp.12728 

Hemm, C., Dagnan, D., & Meyer, T. D. (2015). Identifying training needs for mainstream 

healthcare professionals, to prepare them for working with individuals with intellectual 

disabilities: A systematic review. Journal of Applied Research in Intellectual Disabilities, 



 

 

62 

 

28(2), 98–110. https://doi.org/10.1111/jar.12117 

Hoogsteen, L., & Woodgate, R. L. (2013). Embracing autism in Canadian rural communities. 

The Australian Journal of Rural Health, 21(3), 178–182. 

https://doi.org/10.1111/ajr.12030 

Hosseini, S. A., & Molla, M. (2023). Asperger syndrome. In StatPearls. StatPearls Publishing. 

http://www.ncbi.nlm.nih.gov/books/NBK557548/ 

Hume, K., Steinbrenner, J. R., Odom, S. L., Morin, K. L., Nowell, S. W., Tomaszewski, B., 

Szendrey, S., McIntyre, N. S., Yücesoy-Özkan, S., & Savage, M. N. (2021). Evidence-

based practices for children, youth, and young adults with autism: Third generation 

review. Journal of Autism and Developmental Disorders, 51(11), 4013–4032. 

https://doi.org/10.1007/s10803-020-04844-2 

Ingersoll, B., Frost, K. M., Straiton, D., Ramos, A. P., & Howard, M. (2023). Relative efficacy of 

self-directed and therapist-assisted telehealth models of a parent-mediated intervention 

for autism: Examining effects on parent intervention fidelity, well-being, and program 

engagement. Journal of Autism and Developmental Disorders. 

https://doi.org/10.1007/s10803-023-06092-6 

IWK. (2023). Early intensive behavioral intervention (EIBI)—Autism intervention program. 

https://mha.nshealth.ca/en/services/early-intensive-behavioral-intervention-eibi-autism-

intervention-program 

Kaplan-Kahn, E. A., & Caplan, R. (2023). Combating stigma in autism research through 

centering autistic voices: A co-interview guide for qualitative research. Frontiers in 

Psychiatry, 14. https://doi.org/10.3389/fpsyt.2023.1248247 

Kapp, S. (2020). Introduction. In S. Kapp (Ed.), Autistic community and the neurodiversity 



 

 

63 

 

movement: Stories from the frontline (pp. 1–19). Palgrave Macmillan. 

https://doi.org/10.1007/978-981-13-8437-0_1 

Keating, C. T., Hickman, L., Leung, J., Monk, R., Montgomery, A., Heath, H., & Sowden, S. 

(2023). Autism-related language preferences of English-speaking individuals across the 

globe: A mixed methods investigation. Autism Research, 16(2), 406–428. 

https://doi.org/10.1002/aur.2864 

Kenny, L., Hattersley, C., Molins, B., Buckley, C., Povey, C., & Pellicano, E. (2016). Which 

terms should be used to describe autism? Perspectives from the UK autism community. 

Autism, 20(4), 442–462. https://doi.org/10.1177/1362361315588200 

King, N., Horrocks, C., & Brooks, J. (2019). Interviews in qualitative research. Sage 

Publications. 

Kuckartz, U. (2023). MAXQDA (Version 24) [Computer software]. VERBI Software. 

https://www.maxqda.com/ 

Leadbitter, K., Buckle, K. L., Ellis, C., & Dekker, M. (2021). Autistic self-advocacy and the 

neurodiversity movement: Implications for autism early intervention research and 

practice. Frontiers in Psychology, 12. 

https://www.frontiersin.org/articles/10.3389/fpsyg.2021.635690 

Leadbitter, K., Macdonald, W., Taylor, C., & Buckle, K. L. (2020). Parent perceptions of 

participation in a parent-mediated communication-focussed intervention with their young 

child with autism spectrum disorder. Autism, 24(8), 2129–2141. 

https://doi.org/10.1177/1362361320936394 

Lord, C., Charman, T., Havdahl, A., Carbone, P., Anagnostou, E., Boyd, B., Carr, T., De Vries, P. 

J., Dissanayake, C., Divan, G., Freitag, C. M., Gotelli, M. M., Kasari, C., Knapp, M., 



 

 

64 

 

Mundy, P., Plank, A., Scahill, L., Servili, C., Shattuck, P., … McCauley, J. B. (2022). The 

Lancet Commission on the future of care and clinical research in autism. The Lancet, 

399(10321), 271–334. https://doi.org/10.1016/S0140-6736(21)01541-5 

Lovaas, O. I. (1987). Behavioral treatment and normal educational and intellectual functioning in 

young autistic children. Journal of Consulting and Clinical Psychology, 55(1), 3–9. 

https://doi.org/10.1037/0022-006X.55.1.3 

Maher, E. C. (2021). Review of Asperger’s children: The origins of autism in nazi Vienna by 

Edith Sheffer. Disability Studies Quarterly, 41(1), Article 1. 

https://doi.org/10.18061/dsq.v41i1.7862 

McGreevy, E., Quinn, A., Law, R., Botha, M., Evans, M., Rose, K., Moyse, R., Boyens, T., 

Matejko, M., & Pavlopoulou, G. (2024). An experience sensitive approach to care with 

and for autistic children and young people in clinical services. Journal of Humanistic 

Psychology, 00221678241232442. https://doi.org/10.1177/00221678241232442 

Milačić-Vidojević, I., Gligorović, M., & Dragojević, N. (2014). Tendency towards stigmatization 

of families of a person with autistic spectrum disorders. International Journal of Social 

Psychiatry, 60(1), 63–70. https://doi.org/10.1177/0020764012463298 

Milton, D. (2017). A mismatch of salience. Explorations of the nature of autism from theory to 

practice. Pavilion. 

Mirenda, P., Colozzo, P., Smith, V., Kroc, E., Kalynchuk, K., Rogers, S. J., & Ungar, W. J. 

(2022). A randomized, community-based feasibility trial of modified ESDM for toddlers 

with suspected autism. Journal of Autism and Developmental Disorders, 52(12), 5322–

5341. https://doi.org/10.1007/s10803-021-05390-1 

Mirenda, P., Smith, V., Colozzo, P., Vismara, L. A., Ungar, W. J., & Kalynchuk, K. (2022). 



 

 

65 

 

Training coaches in community agencies to support parents of children with suspected 

autism: Outcomes, facilitators, and barriers. Journal of Autism and Developmental 

Disorders, 52(11), 4931–4948. https://doi.org/10.1007/s10803-021-05363-4 

Mitter, N., Ali, A., & Scior, K. (2019). Stigma experienced by families of individuals with 

intellectual disabilities and autism: A systematic review. Research in Developmental 

Disabilities, 89, 10–21. https://doi.org/10.1016/j.ridd.2019.03.001 

Monk, R., Whitehouse, A. J. O., & Waddington, H. (2022). The use of language in autism 

research. Trends in Neurosciences, 45(11), 791–793. 

https://doi.org/10.1016/j.tins.2022.08.009 

Murray, D., Milton, D., Green, J., & Bervoets, J. (2023). The human spectrum: A 

phenomenological enquiry within neurodiversity. Psychopathology, 56(3), 220–230. 

https://doi.org/10.1159/000526213 

Ogourtsova, T., O’Donnell, M. E., Filliter, J. H., Wittmeier, K., Group, B. C., & Majnemer, A. 

(2021). Patient engagement in an online coaching intervention for parents of children 

with suspected developmental delays. Developmental Medicine & Child Neurology, 

63(6), 668–674. https://doi.org/10.1111/dmcn.14810 

Oliver, M. (1990). The Politics of Disablement. Critical Texts in Social Work and the Welfare 

State. Macmillan Education. 

Oliver, M., & Barnes, C. (2012). The New Politics of Disablement. Red Globe Press. 

Ooi, K. L., Ong, Y. S., Jacob, S. A., & Khan, T. M. (2016). A meta-synthesis on parenting a child 

with autism. Neuropsychiatric Disease and Treatment, 12, 745–762. 

https://doi.org/10.2147/NDT.S100634 

Orsini, M. (2012). Autism, neurodiversity and the welfare state: The challenges of 



 

 

66 

 

accommodating neurological difference. Canadian Journal of Political Science / Revue 

Canadienne de Science Politique, 45(4), 805–827. 

Pellecchia, M., Nuske, H. J., Straiton, D., McGhee Hassrick, E., Gulsrud, A., Iadarola, S., 

Vejnoska, S. F., Bullen, B., Haine-Schlagel, R., Kasari, C., Mandell, D. S., Smith, T., & 

Stahmer, A. C. (2018). Strategies to engage underrepresented parents in child intervention 

services: A review of effectiveness and co-occurring use. Journal of Child and Family 

Studies, 27(10), 3141–3154. https://doi.org/10.1007/s10826-018-1144-y 

Penner, M., Anagnostou, E., & Ungar, W. J. (2018). Practice patterns and determinants of wait 

time for autism spectrum disorder diagnosis in Canada. Molecular Autism, 9, 16. 

https://doi.org/10.1186/s13229-018-0201-0 

Pickles, A., Couteur, A. L., Leadbitter, K., Salomone, E., Cole-Fletcher, R., Tobin, H., Gammer, 

I., Lowry, J., Vamvakas, G., Byford, S., Aldred, C., Slonims, V., McConachie, H., 

Howlin, P., Parr, J. R., Charman, T., & Green, J. (2016). Parent-mediated social 

communication therapy for young children with autism (PACT): Long-term follow-up of 

a randomised controlled trial. Lancet (London, England), 388(10059), 2501. 

https://doi.org/10.1016/S0140-6736(16)31229-6 

Plavnick, J. B., Bak, M. Y. S., Avendaño, S. M., Dueñas, A. D., Brodhead, M. T., & Sipila, E. S. 

(2020). Implementing early intensive behavioral intervention in community settings. 

Autism, 24(7), 1913–1916. https://doi.org/10.1177/1362361320919243 

Posar, A., & Visconti, P. (2017). Tribute to Grunya Efimovna Sukhareva, the woman who first 

described infantile autism. Journal of Pediatric Neurosciences, 12(3), 300–301. 

https://doi.org/10.4103/jpn.JPN_46_17 

Prata, J., Lawson, W., & Coelho, R. (2018). Parent training for parents of children on the autism 



 

 

67 

 

spectrum: A review. International Journal of Clinical Neurosciences and Mental Health, 

4, 3. https://doi.org/10.21035/ijcnmh.2018.5.3 

Pukki, H., Bettin, J., Outlaw, A. G., Hennessy, J., Brook, K., Dekker, M., Doherty, M., Shaw, S. 

C. K., Bervoets, J., Rudolph, S., Corneloup, T., Derwent, K., Lee, O., Rojas, Y. G., 

Lawson, W., Gutierrez, M. V., Petek, K., Tsiakkirou, M., Suoninen, A., … Yoon, W.-H. 

(2022). Autistic perspectives on the future of clinical autism research. Autism in 

Adulthood: Challenges and Management, 4(2), 93–101. 

https://doi.org/10.1089/aut.2022.0017 

Rodgers, M., Marshall, D., Simmonds, M., Couteur, A. L., Biswas, M., Wright, K., Rai, D., 

Palmer, S., Stewart, L., & Hodgson, R. (2020). References. In Interventions Based on 

Early Intensive Applied Behaviour Analysis for Autistic Children: A Systematic Review 

and Cost-Effectiveness Analysis. NIHR Journals Library. 

https://www.ncbi.nlm.nih.gov/books/NBK559598/ 

Roggman, L., Boyce, L., & Innocenti, M. (2008). Developmental Parenting: A Guide for Early 

Childhood Practitioners. Brookes Publishing. 

Rosen, N. E., Lord, C., & Volkmar, F. R. (2021). The diagnosis of autism: From Kanner to DSM-

III to DSM-5 and beyond. Journal of Autism and Developmental Disorders, 51(12), 

4253–4270. https://doi.org/10.1007/s10803-021-04904-1 

Sandbank, M., Bottema-Beutel, K., Crowley, S., Cassidy, M., Dunham, K., Feldman, J. I., Crank, 

J., Albarran, S. A., Raj, S., Mahbub, P., & Woynaroski, T. G. (2020). Project AIM: Autism 

intervention meta-analysis for studies of young children. Psychological Bulletin, 146(1), 

1–29. https://doi.org/10.1037/bul0000215 

Sarah. (2010). Qualitative Quality: Eight “Big-Tent” Criteria for Excellent Qualitative Research. 



 

 

68 

 

Qualitative Inquiry, 16(10), 837–851. https://doi.org/10.1177/1077800410383121 

Schreibman, L., Dawson, G., Stahmer, A. C., Landa, R., Rogers, S. J., McGee, G. G., Kasari, C., 

Ingersoll, B., Kaiser, A. P., Bruinsma, Y., McNerney, E., Wetherby, A., & Halladay, A. 

(2015). Naturalistic developmental behavioral interventions: Empirically validated 

treatments for autism spectrum disorder. Journal of Autism and Developmental 

Disorders, 45(8), 2411–2428. https://doi.org/10.1007/s10803-015-2407-8 

Segal, L., Green, J., Twizeyemariya, A., Hudry, K., Wan, M. W., Barbaro, J., Iacono, T., Varcin, 

K. J., Pillar, S., Cooper, M. N., Billingham, W., Upson, G., & Whitehouse, A. J. O. 

(2023). Estimated therapy costs and downstream cost consequences of iBASIS-video 

interaction to promote positive parenting intervention vs usual care among children 

displaying early behavioral signs of autism in Australia. JAMA Network Open, 6(4), 

e235847. https://doi.org/10.1001/jamanetworkopen.2023.5847 

Sharpe, D. L., & Baker, D. L. (2007). Financial issues associated with having a child with 

autism. Journal of Family and Economic Issues, 28(2), 247–264. 

https://doi.org/10.1007/s10834-007-9059-6 

Shattuck, P. T., Lau, L., Anderson, K. A., & Kuo, A. A. (2018). A national research agenda for the 

transition of youth with autism. Pediatrics, 141(Suppl 4), S355–S361. 

https://doi.org/10.1542/peds.2016-4300M 

Sher, D. A., & Gibson, J. L. (2023). Pioneering, prodigious and perspicacious: Grunya Efimovna 

Sukhareva’s life and contribution to conceptualising autism and schizophrenia. European 

Child & Adolescent Psychiatry, 32(3), 475–490. https://doi.org/10.1007/s00787-021-

01875-7 

Sherer, M. R., & Schreibman, L. (2005). Individual behavioral profiles and predictors of 



 

 

69 

 

treatment effectiveness for children with autism. Journal of Consulting and Clinical 

Psychology, 73(3), 525–538. https://doi.org/10.1037/0022-006X.73.3.525 

Singer, J. (2017). Neurodiversity: The birth of an idea. 

Smith, I. M., Waddell, C., Ungar, W. J., den Otter, J., Murray, P., Vezina, F., D’Entremont, B., 

Flanagan, H. E., & Garon, N. (2021). Preschool autism services: A tale of two Canadian 

provinces and the implications for policy. Paediatrics & Child Health, 26(3), 145–148. 

https://doi.org/10.1093/pch/pxaa097 

Sukkar, H., Dunst, C., & Kirkby, J. (Eds.). (2017). Early Childhood Intervention: Working with 

Families of Young Children with Special Needs. Routledge. 

Taboas, A., Doepke, K., & Zimmerman, C. (2023). Preferences for identity-first versus person-

first language in a US sample of autism stakeholders. Autism, 27(2), 565–570. 

https://doi.org/10.1177/13623613221130845 

Tatzer, E., Maleczek, W., & Waldhauser, F. (2023). An assessment of what Hans Asperger knew 

about child euthanasia in Vienna during the Nazi occupation. Acta Paediatrica, 112(5), 

1109–1119. https://doi.org/10.1111/apa.16571 

Tint, A., & Weiss, J. A. (2016). Family wellbeing of individuals with autism spectrum disorder: A 

scoping review. Autism: The International Journal of Research and Practice, 20(3), 262–

275. https://doi.org/10.1177/1362361315580442 

Tomczuk, L., Stewart, R. E., Beidas, R. S., Mandell, D. S., & Pellecchia, M. (2022). Who gets 

coached? A qualitative inquiry into community clinicians’ decisions to use caregiver 

coaching. Autism : The International Journal of Research and Practice, 26(3), 575–585. 

https://doi.org/10.1177/13623613211059499 

Tracy, S. (2020). Qualitative Research Methods: Collecting Evidence, Crafting Analysis, 



 

 

70 

 

Communicating Impact. (2nd Edition). Wiley Blackwell. 

Tsiplova, K., Ungar, W. J., Flanagan, H. E., den Otter, J., Waddell, C., Murray, P., D’Entremont, 

B., Léger, N., Garon, N., Bryson, S., & Smith, I. M. (2019). Types of services and costs 

of programs for preschoolers with autism spectrum disorder across sectors: A comparison 

of two Canadian provinces. Journal of Autism and Developmental Disorders, 49(6), 

2492–2508. https://doi.org/10.1007/s10803-019-03993-3 

van Schalkwyk, G. I., & Dewinter, J. (2020). Qualitative research in the Journal of Autism and 

Developmental Disorders. Journal of Autism and Developmental Disorders, 50(7), 2280–

2282. https://doi.org/10.1007/s10803-020-04466-8 

Vicedo, M., & Ilerbaig, J. (2021). Autism in Baltimore, 1938-1943. Journal of Autism and 

Developmental Disorders, 51(4), 1157–1172. https://doi.org/10.1007/s10803-020-04602-

4 

Volkmar, F., Siegel, M., Woodbury-Smith, M., King, B., McCracken, J., & State, M. (2014). 

Practice parameter for the assessment and treatment of children and adolescents with 

autism spectrum disorder. Journal of the American Academy of Child & Adolescent 

Psychiatry, 53(2), 237–257. https://doi.org/10.1016/j.jaac.2013.10.013 

Wallace-Watkin, C., Sigafoos, J., & Waddington, H. (2023). Barriers and facilitators for 

obtaining support services among underserved families with an autistic child: A 

systematic qualitative review. Autism, 27(3), 588–601. 

https://doi.org/10.1177/13623613221123712 

Wing, L., Gould, J., & Gillberg, C. (2011). Autism spectrum disorders in the DSM-V: Better or 

worse than the DSM-IV? Research in Developmental Disabilities, 32(2), 768–773. 

https://doi.org/10.1016/j.ridd.2010.11.003 



 

 

71 

 

Woodgate, R. L., Ateah, C., & Secco, L. (2008). Living in a world of our own: The experience of 

parents who have a child with autism. Qualitative Health Research, 18(8), 1075–1083. 

https://doi.org/10.1177/1049732308320112 

Young, A., Nicholas, D. B., Chamberlain, S.-P., Suapa, N., Gale, N., & Bailey, A. J. (2019). 

Exploring and building autism service capacity in rural and remote regions: Participatory 

action research in rural Alberta and British Columbia, Canada. Autism: The International 

Journal of Research and Practice, 23(5), 1143–1151. 

https://doi.org/10.1177/1362361318801340 

 

 

 

 

 

 

 

 

 

 

 



 

 

72 

 

Appendix A: Interview Guide 

The following questions will be presented in standard order. The response to each scripted 

question will include a follow-up to clarify ideas or comments during the interview. 

Initial instruction: “In this first part, I would like to know general information about you and 

your child.” 

A) Initial/demographic questions: 

1. How old is your child? 

2. What is the gender identity of your child? 

3. What is your relationship with the child? 

4. What was the last educational course or program you completed?   

5. What is the gender which you self-identify? 

6. Who lived with the child in the last year? 

7. What language/s is frequently used at home? 

8. Do you belong to the First Nation community, or do you self-identify/belong to an 

Indigenous community? Do you care to share: 

9. How long have you and your child been living in Nova Scotia? 

How long have you attended the current program, support, or services for autistic children with 

your child? Note: “During the next part of the interview, I will use the word support 

interchangeably with the words services and program.” 

Second instruction: “In this second part, I would like to ask some questions related to your 

experience in the current autism support you and your child receive here in Nova Scotia.” 

Interview Questions: 

1. How do you describe the specific support your autistic child and your family are 

currently participating in? 

Follow-up questions: 

1.1) How is the support implemented? 

1.2) What are the strengths of this support? 

1.3) What are the drawbacks of this support? 

2. How are parents engaged in the specific support? 

3. How are parents involved in program planning and goal setting?  
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4. How would you like to be involved in the specific support? 

5. What barriers did you or your autistic child experience participating in the specific 

support?  

6. What is the most effective way to involve parents in specific support? 

Final questions:  

7. Is there any additional idea you would like to mention?  

8. Do you have any concerns or questions you would like to ask me? 


