

Draft – initial codes – to be finalised

1. Misunderstandings and lack of awareness from the wider community.
Autism was frequently misunderstood as misbehaviour, stubbornness, or simply something the child would “grow out of.” 
“People think it’s just bad behaviour…they don’t understand that it’s a brain difference.” - Hindu parent
“If you get labelled, it’ll be used against you.” – Black participant
“Why bring them outside? You make others uncomfortable.” – Muslim participant
“There isn’t a word for autism in Punjabi” – Sikh EbE
2. Immediate family and partner support
Older generations, often struggled to accept the reality of autism, seeing it instead as a phase, 
“They just said he’s a bit slow; he’ll catch up.” – Sikh parent
For some, extended family eventually grew more accepting – but this was rarely immediate. 
“They used to say he’s quiet. Now they support us, but it took time.” – Hindu participant
Other families made difficult decisions to distance themselves from unsupportive relatives altogether. 
“I moved from London to Birmingham…no support, but at least he had a garden.”
3. Diverse experiences of inclusion in culturally/religious spaces
In South Asian families, places of worship were difficult to access,  weddings, and festivals were often overwhelming for autistic children. The sensory demands, such as drumming, crowds, and unpredictable transitions, left many families feeling unable to participate fully in their lives of faith. 
“We stopped going out – it just became too hard.” – Sikh participant
Yet these very spaces were also seen as having immense potential. Several participants spoke of successful awareness events hosted in places of worship, and expressed hope that with the right support, faith leaders could play a critical role in shifting attitudes. 
“The gurdwara led it – and people really listened.” – Sikh parent
“If someone explained it properly, I think the committee would listen.” – Sikh participant
Some children, especially in Muslim families, showed a strong desire to engage with religious practices, even if doing so required adaptation. 
“He fasted all 30 days…he just wanted to be part of it.”
All Black participants spoke positively about the church's inclusion. There were roles in management related to Neurodiversity, as well as weekly events for families of neurodivergent children. 

4. Early years (nurseries/school) are an important time for starting the autism journey.
Across all groups, the process of diagnosis was described as slow, disjointed, and emotionally taxing. 
“You get leaflets – but no one explains it in your language.” – Sikh parent
“It took 1.5 years of forms, then suddenly everything happened in two weeks.” – Hindu parent
A striking thread in both Hindu and Sikh groups was the central role of nurseries. Early years staff were often the first to raise concerns and initiate referrals, well before schools or GPs noticed anything. 
“The nursery told me before the doctor even saw it.” – Sikh participant
“Nurseries noticed what we couldn’t. They helped start the process.” – Hindu participant

Black and Muslim participants spoke at length about mistrust in health, education, and social care systems. 
“They don’t trust the system…they think it’ll go against them.” – Black participant
5.  Parent advocacy and wanting to be part of the change.
Yet even in the face of structural barriers, families, especially mothers, emerged as resilient advocates. Participants described teaching themselves legal processes, writing tribunal submissions, and pushing professionals who dismissed their concerns. 
“If no one’s going to advocate for your child, then who is?” – Black parent
“I started as a mum, now I share my story and help others say yes to early help.” – Muslim parent
Fathers, while often supportive, were sometimes slower to engage, shaped by cultural expectations and a lack of early understanding. 
“He thought he’d grow out of it.” – Muslim participant
Still, many families described strong emotional partnerships, with mothers leading system navigation and fathers offering quiet solidarity. 
Participants across all groups were clear about what would make a difference. They called for:
· Faith-based awareness events, led by trusted figures
· Culturally tailored resources, including visual, translated, and video formats
· Streamlined services, such as universal child profiles and single points of contact
· Sensory-friendly environments, in both healthcare and community spaces
· Peer-led networks, rooted in trust, shared experience, and lived knowledge 

“People will come if someone they trust brings them.” – Hindu participant

What emerges is not a simple list of needs, but a broader call for systemic humility: a willingness to meet families where they are, to listen more deeply, and to reshape services in ways that honour cultural identity, neurodiversity, and collective care. 










