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1. Working Title (not included in word count)

	
Parents' Experiences of Navigating Emotionally Based School Avoidance (EBSA) Prior to Autism Diagnosis: A Qualitative Thematic Analysis



2. Project Type and Format (approx. 100 words)
Specify the format and justify your choice.
	

This project will adopt a qualitative research design using an online open-ended questionnaire and Thematic Analysis. The study aims to explore parents' experiences of supporting a child experiencing Emotionally Based School Avoidance (EBSA) before receiving an autism diagnosis. A qualitative approach is appropriate because it allows participants to describe their experiences, perceptions, and reflections in their own words. An online questionnaire was selected rather than interviews to provide flexibility for participants, many of whom may have significant caregiving responsibilities.  Thematic Analysis (Braun & Clarke, 2006) will be used to identify patterns and themes across participants' accounts.




3. Rationale and Background (approx. 300 words – include citations if required)

	

Emotionally Based School Avoidance (EBSA) is increasingly recognised as a significant issue affecting children and young people. EBSA refers to difficulties attending school that are primarily driven by emotional distress, anxiety, and unmet needs rather than deliberate absence. Research suggests that autistic children are excessively represented among those experiencing school attendance difficulties due to factors including sensory sensitivities, social communication differences, anxiety, bullying, and challenges associated with the school environment (Fielding et al., 2025).
Although awareness of autism-related school distress has increased in recent years, research has predominantly focused on intervention strategies, attendance outcomes, and the experiences of autistic young people. Rather little attention has been paid to parents' experiences during the period before autism is formally identified. This pre-diagnostic period may be particularly challenging because parents often recognise that their child is struggling but lack a clear explanation for their difficulties.
Parents frequently act as advocates for their children when seeking support from schools, healthcare professionals, and support services. However, research suggests that concerns raised by parents may be misunderstood or attributed to behavioural difficulties, parenting practices, or general anxiety rather than possible indicators of autism (Daly et al., 2026). Therefore, families may experience frustration, uncertainty, and emotional distress while navigating educational and healthcare systems.
Understanding parents' experiences during this period is important because earlier recognition of autism-related school distress may improve support pathways and reduce negative outcomes for children and families. By exploring parental perspectives, this study aims to contribute to a greater understanding of the barriers families encounter and identify areas where schools and professionals may provide more effective support. The findings may also contribute to the growing body of research surrounding autism, school distress, and family experiences.





4. Aims and Objectives (approx. 200 words)
State aim and 2–4 objectives or research questions.
Aim
To explore parents' experiences of navigating Emotionally Based School Avoidance (EBSA) pathways prior to their child receiving an autism diagnosis.
Objectives
1. To explore how parents first recognised and understood their child's difficulties with school attendance.
2. To examine parents' experiences of seeking support from schools and professionals before autism was identified.
3. To identify the emotional and practical impacts of navigating EBSA on parents and family life.
4. To explore parents' retrospective reflections on how autism may have influenced their child's experiences of school attendance difficulties.
 Research question
How do parents of autistic children describe their experiences of navigating EBSA pathways prior to receiving an autism diagnosis?

	






5. Literature Overview (approx. 400 words - include citations)
Summarise key theory, literature, themes, and debates.
	

Research has demonstrated a strong relationship between autism and school attendance difficulties. Autistic children experience significantly higher rates of anxiety, sensory overwhelm, social challenges, and school-related stress compared with their non-autistic peers (Fielding et al., 2025). These factors have increasingly been linked to experiences of EBSA and school distress.
Recent literature has shifted away from the term "school refusal" towards concepts such as school distress and EBSA, reflecting an understanding that attendance difficulties often arise from genuine emotional distress rather than wilful non-attendance (Halligan & Cryer, 2022; McDonald &Pervez, 2025). This shift aligns with neurodiversity-informed approaches that emphasise understanding the underlying causes of distress rather than focusing solely on attendance outcomes.
Several studies have highlighted the experiences of autistic young people who report sensory overload, social exhaustion, bullying, and masking as contributing factors to school avoidance (Fielding et al., 2025). However, research focusing specifically on parents remains limited. Existing studies suggest that parents often experience significant stress while attempting to secure support for their child, with many reporting conflicts with educational settings and difficulties accessing appropriate services (Mullally & Connolly, 2025).
Research on the autism diagnostic journey has similarly identified challenges experienced by parents before diagnosis, including uncertainty, self-doubt, and frustration when concerns are not recognised by professionals. Parents frequently describe lengthy periods of help-seeking and advocacy before receiving an explanation for their child's difficulties (Daly et al., 2026)
Although studies have explored parental experiences of autism diagnosis and school attendance difficulties separately, there appears to be limited research specifically examining parental experiences of navigating EBSA before diagnosis. This represents an important gap in the literature, as the pre-diagnostic period may shape both family well-being and access to support.
The present study seeks to address this gap by exploring parents' accounts of recognising difficulties, seeking support, and making sense of their experiences retrospectively. Using Thematic Analysis will enable the identification of common themes across participants' responses while acknowledging the complexity and subjectivity of parental experiences.





6. Methodology / Project Approach (approx. 400 words)
Explain how you will carry out your project.
This study will employ a qualitative research design using an online open-ended questionnaire. A qualitative approach is appropriate because the research seeks to explore parents' experiences, perceptions, and interpretations rather than measure predefined variables.
Participants will be parents or primary caregivers of autistic children who experienced EBSA before receiving an autism diagnosis. Recruitment will take place through online autism support groups and social media communities. A purposive sampling strategy will be used to recruit participants with direct experience of the phenomenon under investigation. It is anticipated that approximately 10-15 participants will be recruited.
Data will be collected through an online questionnaire hosted on Qualtrics. The questionnaire will include a small number of demographic questions followed by open-ended questions designed to encourage detailed reflection. Example topics will include early concerns about school attendance, experiences of seeking support, interactions with schools and professionals, emotional impacts on family life, and reflections following diagnosis.
Data will be analysed using Thematic Analysis (Braun & Clarke, 2006). This method was chosen due to its flexibility and suitability for exploring patterns of meaning within qualitative data. Analysis will follow Braun and Clarke's six phases: familiarisation with the data, generating initial codes, constructing themes, reviewing themes, defining and naming themes, and producing the final report.
A contextualist perspective will guide the analysis, recognising that parents' experiences are shaped both by individual circumstances and broader educational, social, and healthcare systems. The researcher will maintain a journal throughout the project to support transparency and acknowledge the influence of their own assumptions, interpretations and lived experiences on the research process.

	







7. Ethical Considerations (approx. 100 words – required even if not working with participants)
Identify ethical issues and need for approval.
Ethical approval will be sought from the university's research ethics committee before data collection begins. Participation will be voluntary, and informed consent will be obtained prior to completion of the questionnaire. Participants will be informed of their right to withdraw before data analysis commences.
Given the potentially sensitive nature of discussing school distress and autism-related experiences, participants may experience emotional discomfort. Information about relevant support services will therefore be provided. All data will be anonymised and stored securely in accordance with GDPR and university data protection policies. Confidentiality and participant privacy will be maintained throughout the research process.
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