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Overall position 9 

National FASD’s overall position is that the SEND reforms set out in the Government’s White Paper “Every 

child achieving and thriving” cannot succeed unless Fetal Alcohol Spectrum Disorder (FASD) is explicitly 

recognised and supported on at least the same level as autism, ADHD and mental health – and unless 

support is designed around individual profiles, not three pre-packaged categories of provision. We also 

believe that without changing the mainstream setting – including testing regimes, behaviour and attendance 

policies – the reforms will not work. Additionally, there needs to be focus to help those with SEND become 

self-advocates while simultaneously helping other students and the entire school to become more inclusive 

and understanding of neurodiversity and disabilities. 9 

• FASD is common, complex and lifelong but almost absent from the reforms 9 

• Three pre-set packages cannot work for FASD 9 

• Early access to FASD-informed specialists is essential 10 

• The White Paper’s push for more GCSEs and standard academic routes, without equal emphasis on 

flexible, strengths-based and vocational pathways, ignores the way FASD affects memory, processing and 

executive function, and risks deepening inequality and mental-health harm 10 

• A drive to place more children with additional needs (such as those with FASD) in mainstream, without 

changing mainstream, is unsafe 10 

• SEND and health planning must be joined up, this is particularly important for FASD which is brain-

based but also can have significant impact on the body 10 

• Families must retain clear legal routes when the system fails 10 

• Above all, reforms will only be fair if they embed FASD-informed, strengths-based, individualised 

support at every level, guarantee early access to FASD-skilled specialists, and treat children, young people 

and families with FASD as core partners in designing, monitoring and, where necessary, legally challenging 

the system so that it improves over time rather than repeating past harms 10 

Q1. Genuine say in decisions 11 

Q1 Summary: Children, young people and families affected by FASD must be explicitly named and 

resourced as core partners in SEND decision-making, because current failures to recognise prenatal alcohol 

exposure as a cause of need are driving many of the crises in the system. 11 

Q2. High-quality evidence and best practice 12 
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Q2 Summary: High-quality evidence in SEND must explicitly include and reference national and international 

FASD guidance and research, and must recognise that ignoring prenatal alcohol exposure when responding 

to ADHD, autism and mental health leads to ineffective, sometimes harmful practice. 12 

Q3. Universal offer 13 

Q3 Summary: The Universal offer will only support learners with FASD if FASD-informed practice is built in as 

baseline good teaching, with behaviour and attendance policies redesigned around brain-based disability, 

not assumed choice and where there are flexible testing options beyond SATs and GCSEs. The efforts to 

create a more inclusive mainstream setting must also detail how other students will be prepared to welcome 

neurodiverse and other co-learners with SEND. 13 

Q4. Targeted layer 15 

Q4 Summary: Targeted support must be genuinely personalised for learners with FASD, reflecting their spiky 

developmental profile and fluctuating capacity, rather than generic small-group programmes that often 

increase stress and fail to address underlying brain-based needs. 15 

Q5. Targeted Plus layer 16 

Q5 Summary: Targeted Plus should provide a clear, early pathway from school-level concern to FASD-skilled 

assessment and EHCP consideration, instead of waiting until secondary-age breakdown to recognise 

long-standing needs. 16 

Q6. Specialist layer 17 

Q6 Summary: The Specialist layer must guarantee tailored, FASD-competent provision and EHCPs for 

learners whose complex, multi-domain difficulties arise from prenatal alcohol exposure, and must avoid 

rigid “packages” that cannot accommodate spiky profiles and high vulnerability. 17 

Q7. Mental health and wellbeing 18 

Q7 Summary: Mental health and wellbeing work in early years settings, schools and colleges must explicitly 

recognise FASD and prenatal alcohol exposure as important, preventable drivers of distress, and integrate 

FASD-informed approaches into all relevant policies and practices. 18 

Q8. Refreshed areas of development 20 

Q8 Summary: The refreshed areas of development are welcome, but they will only help educators 

understand barriers to learning if they explicitly name FASD and prenatal alcohol exposure as common 

causes of executive functioning, participation and learning difficulties. 20 
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Q9. Joint working in the early years 21 

Q9 Summary: Effective joint working in the early years must ensure that prenatal alcohol exposure and FASD 

are routinely considered and that early years providers, Best Start Family Hubs, health, local authorities and 

parents share responsibility for early identification, diagnosis and individualised support. 21 

Q10. EYFS two-year check and Healthy Child Programme review 22 

Q10 Summary: The EYFS two-year progress check and Healthy Child Programme review are key 

opportunities to identify children at risk of FASD and start support early, but only if prenatal alcohol exposure 

is consistently explored and information is shared effectively with education partners. 22 

Q11. Priority areas for evidence in the National Inclusion Standards 23 

Q11 Summary: National FASD proposes that the National Inclusion Standards prioritise evidence on (1) early 

identification of FASD, (2) FASD-informed teaching and learning, and (3) outcomes for learners with 

overlapping neurodevelopmental conditions. 23 

Q12. Priorities for national training 24 

Q12 Summary: National training should prioritise understanding FASD as a common, lifelong 

neurodevelopmental disability, practical FASD-informed classroom strategies, and the crucial role of 

education in early identification, diagnostic evidence and EHCP planning. 24 

Q13. Managing workload while implementing changes 25 

Q13 Summary:  The best way to manage workload is to embed FASD-informed practice into whole-school 

systems and training so that staff are not repeatedly firefighting crises that stem from unrecognised 

brain-based needs inherent in FASD. 25 

Q14. Evolving the SENCO role 25 

Q14 Summary: The SENCO role needs to evolve into a strategic, FASD-literate leadership role that drives 

whole-school neurodevelopmental practice, ensures early identification and secure EHCP processes, and 

acts as a key link with health and social care. 25 

Q15. What would provide assurance that an ISP is high-quality? 26 

Q15 Summary: Families will have confidence in Individual Support Plans only if they clearly reflect the 

child’s FASD profile, link to relevant diagnosis and assessment evidence, and specify concrete, 

FASD-informed strategies and outcomes rather than generic “behaviour” language. 26 

Q16. How to ensure ISPs are clear, concise and practical 27 
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Q16 Summary: ISPs will be usable for professionals if they present the FASD-related profile and needs in 

plain language, translate them into a small number of specific, FASD-informed strategies, and avoid long 

lists of generic aspirations. 27 

Q17. Supporting transition to post-16 28 

Q17 Summary: Transitions into post-16 education, training and employment must be planned early and 

explicitly for learners with FASD, recognising that developmental age may lag far behind chronological age 

and that without tailored support there is a high risk of disengagement and poor longer-term outcomes. 28 

Q18. Ensuring every area can meet needs through Inclusion Bases 29 

Q18 Summary: Inclusion Bases will only meet the full range of needs if they are explicitly FASD-informed, 

staffed by professionals trained in complex neurodevelopmental disability, and designed to offer flexible, 

highly individualised support rather than generic short-term interventions. 29 

Q19. Making Inclusion Bases help children succeed in mainstream 30 

Q19 Summary: For learners with FASD, Inclusion Bases will support success in mainstream only if they work 

as hubs of expertise that adapt the mainstream environment around the learner, rather than relying on the 

learner to “earn” re-integration through behaviour. 30 

Q20. Arrangements needed to deliver the “Experts at Hand” offer 31 

Q20 Summary: To make “Experts at Hand” effective for children with FASD, local partners must establish 

clear FASD-skilled specialist teams, streamlined referral routes, and expectations that mainstream settings 

seek and implement FASD-informed advice early, not only at crisis point. 31 

Q21. Ensuring access to the right specialist placement 32 

Q21 Summary: Children and young people with FASD will only access the right specialist placements if 

systems recognise FASD as a complex, highly individual neurodevelopmental disability and explicitly reject 

generic “packages” that do not match spiky profiles and variable needs. 32 

Q22. Designing Specialist Provision Packages 33 

Q22 Summary: Specialist Provision Packages should be designed as flexible frameworks that can be tailored 

around each learner’s unique FASD profile, not as rigid “types” that assume children with similar diagnoses 

have the same needs – in addition there needs to be flexibility for students with FASD who cannot achieve on 

national tests like SATs or GSCEs, and who need flexible behaviour and attendance policies. 33 

Q23. EHCPs, Specialist Provision Packages and ISPs 34 
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Q23 Summary: EHCPs can only guarantee meaningful provision for children with FASD if they retain a strong 

focus on the individual and use Specialist Packages and ISPs as tools to deliver personalised support – not 

as mechanisms to standardise it. The legal right to challenge the provision provided must be maintained. 34 

Q24. Direct route to packages/EHCPs for under-5s with complex needs 35 

Q24 Summary: A direct route to Specialist Packages and EHCP assessments for under-5s is essential for 

FASD or suspected FASD, but will only work if it explicitly recognises prenatal alcohol exposure and allows 

truly individualised responses to complex, evolving profiles. 35 

Q25. What should be considered in a needs assessment? 36 

Q25 Summary: Needs assessments for learners with suspected or diagnosed FASD must be holistic and 

individualised, combining detailed neurodevelopmental evidence, functional observations, and lived 

experience from families and the young person, rather than relying on standard generic checklists. 36 

Q26. Factors for LAs when proposing a list of settings 37 

Q26 Summary: For children with FASD, local authorities must consider the individual’s specific 

neurodevelopmental profile, not just their diagnostic labels, and propose settings that can demonstrably 

personalise provision rather than relying on broad “types” of schools that have narrow definitions (such as 

‘autism and mild learning disability’ - that can exclude students with complex presentations like FASD who 

might not meet those labels but who require specialised, therapeutic support). 37 

Q27. Information and support parents need to choose a setting 38 

Q27 Summary: Parents of children with FASD need clear, honest information about how individualised and 

FASD-informed each setting can be in practice, not just prospectus-level descriptions of generic SEND 

support. 38 

Q28. Maximum length of temporary AP placement 39 

Q28 Summary: For learners with FASD, temporary placements in AP should be as short as possible and 

individually reviewed, because longer stays in unsuitable or generic AP can entrench failure and distress; 

what matters most is the match and quality of provision, not a fixed time limit. 39 

Q29. Regulating Independent Special Schools (ISS) and fair cost 40 

Q29 Summary: Regulation of Independent Special Schools must recognise that for some individuals with 

FASD, highly specialised, bespoke provision is the only way to meet needs, and that attempts to drive down 

costs through standardisation or narrow package definitions risk false economies and poorer outcomes. 40 
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Q30. Accountability for Inclusive Mainstream funding 40 

Q30 Summary: Settings should be held accountable for how they spend Inclusive Mainstream funding by 

demonstrating that they have used it to build individualised, evidence-based support for children with 

complex conditions like FASD, rather than on generic, one-size-fits-all interventions. 40 

Q31. More SEND funding in mainstream budgets? 41 

Q31 Summary: More SEND funding in mainstream budgets will only improve fairness if schools are required 

to use it for individually tailored, FASD-informed support, rather than generic SEND interventions. 41 

Q32. Pooled funding and local SEND groups 42 

Q32 Summary: Local SEND groups and pooled funding will only be fair if they explicitly use FASD as a test 

case and commit funding to shared, individualised FASD-informed support across schools. 42 

Q33. Resolving disagreements in SEND groups 43 

Q33 Summary: Disagreements about provision or funding should be resolved by asking what option best 

supports individualised FASD-informed provision, not by defaulting to cheapest or most standardised 

solutions. 43 

Q34. Making local partnership groups effective 44 

Q34 Summary: Local partnership groups will be effective when they routinely ask, “What does this mean for 

a child with FASD?” and redesign strategies, data and commissioning whenever the answer reveals gaps in 

individualised support. 44 

Q35. Key stakeholders for local partnership groups 44 

Q35 Summary: To build a system capable of individualising support for FASD, local partnership groups must 

include strong representation from people with FASD and their families, alongside professionals from all 

sectors that see the long-term impact of generic approaches. 44 

Q36. Stronger collaboration and improvement through local SEND strategic plans 45 

Q36 Summary: Local SEND strategic plans should explicitly commit to improving individualised support for 

FASD as a way of driving wider collaboration and system improvement. 45 

Q37. Information, advice and guidance for fairness 46 
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Q37 Summary: Fairness requires information, advice and guidance that help families and practitioners 

understand FASD and insist on individualised support, rather than accepting generic SEND responses that 

do not fit their child. 46 

Q38. SEND specialist on complaint panels 46 

Q38 Summary: A SEND specialist with FASD-relevant expertise should sit on complaint panels so that 

decisions about provision reflect a proper understanding of individual neurodevelopmental needs, not 

assumptions based on typical behaviour. 46 

Q39. Further contribution on remaining proposals 47 

Q39 Summary: Across all remaining proposals, FASD should be used as a central test of whether the system 

truly supports individualised, lifelong needs, or whether it still relies on one-size-fits-all models that leave 

complex neurodevelopmental disabilities behind. 47 

Conclusion 48 

Key References 49 
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Overall position 
National FASD’s overall position is that the SEND reforms set out in the Government’s White Paper 

“Every child achieving and thriving” cannot succeed unless Fetal Alcohol Spectrum Disorder (FASD) is 

explicitly recognised and supported on at least the same level as autism, ADHD and mental health – 

and unless support is designed around individual profiles, not three pre‑packaged categories of 

provision. We also believe that without changing the mainstream setting – including testing regimes, 

behaviour and attendance policies – the reforms will not work. Additionally, there needs to be focus 

on helping those with SEND to become self-advocates while simultaneously helping other students 

and the entire school to become more inclusive and understanding of neurodiversity and disabilities. 

 

FASD is common (likely at least as prevalent as autism), lifelong, and often co-exists with complex 

medical conditions, trauma and Adverse Childhood Experiences, yet it remains largely invisible in the 

White Paper and current SEND guidance. The consultation assumes that more GCSEs, more time in 

mainstream and tougher behaviour and attendance regimes are the main levers for improvement, but 

for learners with FASD these levers can be actively harmful unless mainstream environments, 

behaviour cultures, assessment expectations and health planning are fundamentally redesigned 

around brain-based disability – with early access to FASD-informed specialists built in, not left to 

crisis. It ignores the education for the students themselves – those with special educational needs and 

disabilities as well as all students in the school – to help those with SEND become self-advocates and 

also equally importantly to help their peers to learn how to become more inclusive and welcoming of 

differences.  

Drawing on lived experience, UK guidance (NICE QS204, SIGN 156, DHSC/UKHSA FASD Health Needs 

Assessment) and the FAS-eD education frameworks, National FASD’s key concerns and requirements 

are:  

• FASD is common, complex and lifelong but almost absent from the reforms, despite evidence 

that 1.8–3.6% of pupils may have FASD and that they face very high risks of mental-health 

problems, disrupted schooling and justice involvement if unsupported.  

• Three pre‑set packages cannot work for FASD: FASD involves spiky, highly individual profiles 

across learning, health and behaviour. One-size-fits-all packages will leave some of the most 

vulnerable children – especially looked-after, adopted and those with high ACEs – without the 

bespoke support they need.  
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• Early access to FASD‑informed specialists is essential. NICE QS204 and SIGN 156 both stress 

the need for timely, multi-disciplinary assessment and coordinated management for FASD. 

Families report that diagnosis and specialist advice are often delayed for years, with schools 

and local services either unaware of FASD or unsure how to refer. The reforms must therefore 

guarantee clear, rapid pathways to FASD-skilled clinicians and education specialists and 

therapists (“experts at hand”) from the Targeted Plus stage onwards, not only after repeated 

exclusions or breakdown.  

• The White Paper’s push for more GCSEs and standard academic routes, without equal emphasis 

on flexible, strengths‑based and vocational pathways, ignores the way FASD affects memory, 

processing and executive function, and risks deepening inequality and mental‑health harm; 

learners with FASD need routes that build on their strengths in creativity, practical skills and 

relational work.  

• A drive to place more children with additional needs (such as those with FASD) in mainstream, 

without changing mainstream, is unsafe. Chaotic sensory environments, rigid behaviour and 

uniform policies, and punitive attendance approaches disproportionately harm learners with 

FASD; simply placing more of them into unchanged mainstream settings will increase 

exclusions, school refusal and distress. The other students need to be taught about 

neurodiversity and strategies that foster inclusion in social groups, on the playground and 

generally. 

• SEND and health planning must be joined up, this is particularly important for FASD which is 

brain-based but also can have significant impact on the body. EHCPs, Individual Support Plans 

and SEND arrangements must be explicitly cross-referenced with Individual Healthcare Plans for 

FASD, recognising FASD as a medical and neurodevelopmental condition with whole-body 

impacts, and ensuring health, learning and wellbeing are planned together rather than in silos, in 

line with the Medical Conditions in Education guidance.  

• Families must retain clear legal routes when the system fails. Because FASD is still poorly 

understood, families often rely on the legal framework around EHCPs, Equality Act reasonable 

adjustments and SEND tribunals to challenge refusals, generic packages or unsuitable 

placements. Any reform that weakens enforceable rights or replaces individually specified 

EHCPs with non-justiciable “packages” will remove the only effective recourse many families 

have.  

• Above all, reforms will only be fair if they embed FASD‑informed, strengths‑based, individualised 

support at every level, guarantee early access to FASD‑skilled specialists, and treat children, 

young people and families with FASD as core partners in designing, monitoring and, where 
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necessary, legally challenging the system so that it improves over time rather than repeating 

past harms. 

 

Q1. Genuine say in decisions 
Q1 Summary: Children, young people and families affected by FASD must be explicitly named and 

resourced as core partners in SEND decision‑making, because current failures to recognise prenatal 

alcohol exposure as a cause of need are driving many of the crises in the system.  

 

National FASD bases this evidence-informed submission on a survey of 240 respondents (people with 

FASD, families and professionals) and on established UK guidance and education frameworks. 

Respondents report feeling that decisions are made about them without any understanding of FASD 

as pervasive, lifelong brain dysfunction caused by prenatal alcohol exposure, with parents describing 

“systematically and evidentially” failing experiences and an absence of any “safe haven” in school. 

Research from Greater Manchester shows that around 1.8–3.6% of 8–9-year-olds in mainstream 

schools meet criteria for FASD, yet none in that study had previously been diagnosed, highlighting that 

this population is present but hidden in classrooms and therefore in consultation processes 

(McCarthy et al., 2021; Cook et al., 2021). The UK FASD Manifesto (2023 - 

https://nationalfasd.org.uk/the-uk-fasd-manifesto/) should be utilised by DfE in trainings and across 

the system. In it, more than 60 people with FASD explain how they’d like to be treated by teachers, 

doctors and others. As one person with FASD said, “It’s so important that doctors and teachers listen 

to people with FASD. This manifesto is how we’d like them to support us.” The manifesto calls on 

professionals to “remember, just because you can’t see our disability doesn’t mean we don’t have one” 

and to “understand why things are harder for us.” It says, “We are sick of people saying they 

understand, or that they are trying to help, but they do nothing.” A poster summarising the manifesto, 

intended for display throughout the NHS, features key themes such as, “listen to us,” “speak slowly 

and calmly,” “remember our difficulties are lifelong,” “know our brains are different and sometimes we 

don’t get it,” and “never give up on us.” We also encourage you to listen to the experts who support 

people with FASD.  

More than 100 experts and people with lived experience have warned in a open letter, “Rather than 

introducing improvements in quality of care, planned changes to benefits and education mean that 

people with FASD are now facing a more uncertain and risky future than ever.” (2025, 

https://nationalfasd.org.uk/100_call_for_fasd_action/)  

https://nationalfasd.org.uk/the-uk-fasd-manifesto/
https://nationalfasd.org.uk/100_call_for_fasd_action/
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National FASD recommends that DfE:  

(a) requires local SEND partnerships and national advisory groups to name FASD and prenatal alcohol 

exposure explicitly in participation structures;  

(b) expects documented co-production with people with FASD and their families, including 

care-experienced young people, in strategic plans; and  

(c) uses National FASD’s survey evidence about masking, mis-diagnosis (e.g., recorded as autism 

only) and battles for EHCPs as a case study in why “generic SEND” engagement does not capture this 

group’s experience. NICE Quality Standard 204 already states that FASD requires coordinated, 

multi-agency management and ongoing review, which should include people with FASD and their 

families as partners, not just recipients (NICE, 2022); 

(d) Incorporates the UK FASD Manifesto points on how students with FASD would like to be treated; 

and   

(e) considers concerns from experts who support people with FASD that proposed changes might 

leave people with FASD more vulnerable than ever. 

 

Q2. High‑quality evidence and best practice 

Q2 Summary: High‑quality evidence in SEND must explicitly include and reference national and 

international FASD guidance and research, and must recognise that ignoring prenatal alcohol exposure 

when responding to ADHD, autism and mental health leads to ineffective, sometimes harmful practice.  

 

SIGN 156 defines FASD by severe impairment in at least three neurodevelopmental domains (such as 

cognition, memory, attention, executive function, affect regulation and adaptive behaviour) in the 

context of prenatal alcohol exposure (Scottish Intercollegiate Guidelines Network, 2019). NICE QS204 

emphasises timely neurodevelopmental assessment and the need for a staged management plan that 

coordinates education, health and social care over time (NICE, 2022). These sit alongside evidence 

that FASD is common: UK active case-finding in schools indicates at least 1.8–3.6% of pupils may 

have FASD, with FASD likely to be at least as common as autism but largely undiagnosed (McCarthy 

et al., 2021; Cook et al., 2021). International work shows high rates of comorbidity between FASD, 

ADHD, mood disorders and psychotic disorders (Flannigan et al., 2020).  

People with FASD and their families report that when this evidence is not used, children are 

mis-diagnosed under autism or ADHD alone, EHCPs focus only on ASD-style social communication 

strategies, and the FASD-related impairments in learning, executive functioning and vulnerability go 

unaddressed. The earlier National FASD FAS-eD Primary and Secondary Frameworks (2010) provide 
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detailed, evidence-based teaching strategies for this group and already align with UK policy 

expectations on inclusive teaching. National FASD recommends that DfE:  

(a) cross-references NICE QS204, SIGN 156 and the DHSC FASD Health Needs Assessment in SEND 

guidance;  

(b) includes the FAS-eD frameworks and “Teaching a Student with FASD” within its evidence libraries 

for the National Inclusion Standards; and  

(c) makes clear that ADHD, autism and SEMH assessments should actively consider FASD when 

profiles are complex or when prenatal alcohol exposure is suspected.  

 

Q3. Universal offer 

 Q3 Summary: The Universal offer will only support learners with FASD if FASD‑informed practice is 

built in as baseline good teaching, with behaviour and attendance policies redesigned around 

brain‑based disability, not assumed choice and where there are flexible testing options beyond SATs 

and GCSEs. The efforts to create a more inclusive mainstream setting must also detail how other 

students will be prepared to welcome neurodiverse and other co-learners with SEND. 

 

People with FASD can and do achieve in schools and colleges when their learning profile is 

understood and accommodated. National FASD’s resources and the FAS-eD frameworks show that 

many learners with FASD have strengths in verbal expression, creativity and practical subjects, 

alongside profound challenges with working memory, processing speed, planning, generalising 

learning and managing sensory input. However, the lived experience survey responses show that 

current universal systems often exacerbate difficulties: behaviour policies using delayed, cumulative 

sanctions are experienced as meaningless by children who cannot link cause and effect; reward 

systems constantly show them as failing; homework and pace expectations ignore the reality that “the 

brain of a child with FASD needs to work much harder” and becomes easily over-stimulated.  

Learners with FASD have many strengths that are often under-used in current systems, including 

common strengths in creativity, practical and vocational skills, verbal expression, empathy, 

perseverance and the ability to “reset and start again” after setbacks. Our survey similarly describes 

children who are “very creative”, “fantastic with animals”, “brilliant at sport” or “excel in hands-on 

learning”, even where traditional academic measures are challenging. A genuinely inclusive system 

must take these strengths as a starting point and build flexible pathways that allow them to flourish – 

for example through project-based learning, vocational courses, arts, technologies and practical 

subjects – rather than treating FASD only through a deficit lens. The White Paper’s emphasis on a 
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narrow, exam-heavy academic route, without equal emphasis on strengths-based alternatives, risks 

wasting this potential. These strengths can also be emphasised in whole-school efforts to help other 

students understand neurodiversity and SEND and can provide the basis for inclusive strategies to 

help bridge social divides. 

DfE guidance on reasonable adjustments already requires schools to anticipate and remove barriers 

for disabled pupils (Department for Education, 2015). For FASD, this should include universal staff 

training; simple, visual instructions; reduced memory load; multi-sensory teaching; predictable 

routines; calm, low-stimulus spaces; and behaviour approaches based on immediate, natural 

consequences and positive support rather than repeated punishment. This also will require more 

flexible behaviour policies, uniform rules, and attendance policies. Given the evidence that FASD is at 

least as common as autism in UK classrooms (McCarthy et al., 2021; Cook et al., 2021), embedding 

FASD-informed practice in the Universal offer is proportionate and necessary. 

The White Paper assumes that more children with additional needs can and should be educated in 

mainstream, but does not commit to the fundamental changes in mainstream practice that this 

requires. The White Paper says little about changing classroom practice, sensory environments, 

timetabling or behaviour expectations, which are the core barriers for learners with FASD. 

Families and people with FASD describe mainstream environments as chaotic, noisy and 

unpredictable, with frequent staff changes and inconsistent routines. For many, this sensory and 

social overload is the primary barrier to learning. Simply placing more learners with FASD into 

unchanged mainstream settings – with fast pace, crowded corridors, large classes and fragmented 

days – will not deliver “achieving and thriving”; it will produce more exclusions, school refusal and 

mental health crises, as our survey shows. Learners with FASD need flexible pathways, smaller 

classes, predictable routines, and calm environments where strengths can be built on – conditions 

which are currently the exception in mainstream, not the norm. Inclusion bases will need to reshape 

mainstream itself, not just segregate students and re-insert them into the same conditions.  

The White Paper does not address whole-school behaviour cultures. Many mainstream schools now 

operate highly rigid behaviour systems – strict uniform codes, one-strike sanction policies, immediate 

removal from lessons for minor infractions – often promoted in DfE behaviour guidance. For learners 

with FASD, who may have sensory processing difficulties, poor interoception, and serious challenges 

with executive functioning, such systems are fundamentally misaligned with their disability profile. A 

child who cannot tolerate certain fabrics or shoes due to sensory issues, or who forgets equipment 

because of working-memory impairment, is not defiant. Yet families report that their children with 

FASD are sanctioned, isolated or repeatedly excluded for uniform breaches, “forgetting”, or “answering 

back” when overwhelmed. Leaving behaviour and uniform policy unchanged, while driving more pupils 
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with FASD into mainstream, undermines the White Paper’s ambitions and conflicts with Equality Act 

duties to make reasonable adjustments and avoid indirect discrimination. 

 

A parent emphasised that “FASD is a life long disability and severe impairment of short term memory. 

This makes revision and exams extremely challenging. Please see the child that can’t rather than the 

child that is not willing.” 

 

National FASD recommends: 

(a) Build FASD-informed, strengths-based practice into the Universal offer, including: universal staff 

training; simple visual instructions; reduced memory load; multi-sensory teaching; predictable 

routines; calm, low-stimulus spaces; and flexible, strengths-based pathways (project-based, 

vocational, arts, practical routes) alongside SATs/GCSEs;  

(b) Redesign whole-school behaviour, uniform and attendance policies around brain-based disability 

rather than assumed choice, replacing delayed, cumulative sanctions and one-strike rules with 

immediate, proportionate, supportive responses that recognise sensory processing and 

executive-function difficulties in FASD;  

(c)Tackle the chaotic nature of mainstream environments by committing to smaller classes where 

possible, more predictable timetabling, consistent adults, quieter spaces and Inclusion Bases that 

help reshape mainstream conditions, rather than simply reinserting learners with FASD into 

unchanged, noisy, fast-paced settings; and  

(d) Use the Universal offer to prepare all pupils to welcome neurodiverse peers, explicitly teaching 

about FASD and other SEND through a strengths lens so that the creativity, empathy and practical 

talents of learners with FASD are visible and valued in the school community. 

Q4. Targeted layer 

Q4 Summary: Targeted support must be genuinely personalised for learners with FASD, reflecting their 

spiky developmental profile and fluctuating capacity, rather than generic small‑group programmes 

that often increase stress and fail to address underlying brain‑based needs. 

 

As one adult with FASD put it, “I would need individual support that takes into account my FASD” 

rather than “the same plan for everyone with special needs.”  

The FAS‑eD frameworks describe how learners with FASD may have age‑appropriate or advanced 

expressive language but significantly lower receptive language, adaptive functioning and emotional 

maturity, sometimes functioning at half their chronological age in key areas (Blackburn, 2010a, 
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2010b). They also outline typical patterns of memory and executive functioning impairment: difficulty 

holding multi‑step instructions, inconsistent retrieval, slow learning of new skills and inability to learn 

reliably from past consequences. Survey respondents repeatedly stress that “all children with FASD 

are different”, including siblings and twins with FASD who have very different regulating needs day to 

day, and report that standard Targeted interventions (e.g., generic nurture groups) can be actively 

harmful – for instance, quiet, anxious learners placed with loud, dysregulated peers, increasing 

distress and reducing engagement.  

 

Families repeatedly stressed that “one size does not fit all. FASD is a spectrum. Each case is 

individual,” and warned that “one solution will never fit all. Kids will fall through the system.” 

Evidence on secondary disabilities in FASD shows that lack of appropriate support in school is linked 

with high rates of mental health problems, disrupted school experience and justice involvement 

(Streissguth & Kanter, 1997; Streissguth et al., 2004). National FASD therefore recommends that the 

Targeted layer requires:  

(a) functional assessment across communication, executive functioning, memory, regulation and 

sensory processing, explicitly considering prenatal alcohol exposure;  

(b) personalised plans using the guiding principles in the FAS-eD frameworks (small-group/1:1 work, 

visual supports, structured routines, multi-sensory approaches); and  

(c) structured collaboration with parents/carers, recognising their insight into dysregulation outside 

school and the “delayed after-effect” where children hold it together in class but melt down when safe 

at home. 

 

Q5. Targeted Plus layer 

Q5 Summary: Targeted Plus should provide a clear, early pathway from school‑level concern to 

FASD‑skilled assessment and EHCP consideration, instead of waiting until secondary‑age breakdown 

to recognise long‑standing needs.  

 

Early diagnosis is a critical protective factor: long-term cohort work shows that being diagnosed with 

FASD before age six is associated with reduced risk of secondary disabilities such as mental health 

problems, disrupted school experience and trouble with the law (Streissguth & Kanter, 1997). The 

FAS-eD primary framework similarly emphasises that early recognition of FASD and proactive support 
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can prevent unrealistic expectations, repeated failure and associated mental health difficulties in later 

schooling. “Teaching a Student with FASD” explains that schools and colleges have a key role both in 

providing evidence for diagnosis and in helping implement the staged management plan described in 

NICE QS204.  

Survey respondents describe how, in the absence of early assessment, children are carried through 

primary with nurturing class teachers but no formal plan, only to “crash out” of mainstream at the 

point of secondary transition; others report that a first EHCP only arrived in Year 10, after years of 

trauma, exclusions and self-harm.  

 

National FASD recommends that Targeted Plus:  

(a) mandates active consideration of prenatal alcohol exposure and FASD in multi-agency meetings 

for children with complex, overlapping learning, behaviour and mental health needs;  

(b) requires schools to submit structured educational evidence (including unsupported attainment, 

executive functioning observations, regulation patterns) into FASD assessments; and  

(c) expects schools and local authorities to begin EHCP consideration in primary for learners with 

suspected or diagnosed FASD, recognising both the evidence on early diagnosis and the long 

timescales of EHCP processes.  

 

Q6. Specialist layer 

Q6 Summary: The Specialist layer must guarantee tailored, FASD‑competent provision and EHCPs for 

learners whose complex, multi‑domain difficulties arise from prenatal alcohol exposure, and must 

avoid rigid “packages” that cannot accommodate spiky profiles and high vulnerability.  

 

FASD typically involves difficulties across cognition, memory, executive functioning, social judgment, 

sensory processing and adaptive behaviour, even where IQ appears average, and that learners often 

need multi-agency, long-term support into adulthood. This aligns with NICE QS204’s emphasis on 

staged management plans and with the DHSC FASD Health Needs Assessment, which highlights 

significant unmet needs across education, mental health and social care (Department of Health and 

Social Care, 2021). Research indicates that FASD is highly prevalent among children in care and 

adoption pathways; in one local authority sample, around a quarter of children in care and 
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three-quarters of children freed for adoption showed evidence of FASD (Gregory, 2015; Department of 

Health and Social Care, 2021).  

Families in National FASD’s survey report that specialist, FASD-informed placements accessed 

through EHCPs can be transformative – exclusions and sanctions stop, learning becomes possible, 

and some young people progress to further and higher education. They are “very worried” that 

restricting EHCPs to narrow Specialist Provision Packages will exclude many learners with FASD, 

whose presentation is complex, variable and often masked, and who do not fit simple categories. 

Given evidence that unsupported FASD is associated with high levels of secondary difficulties 

(Streissguth & Kanter, 1997; Flannigan et al., 2020), National FASD recommends:  

(a) that FASD is explicitly named in definitions of complex, multi-domain need;  

(b) that EHCP templates prompt consideration of prenatal alcohol exposure and spiky profiles; and  

(c) that packages are designed flexibly enough to be tailored around the person, rather than forcing 

learners with FASD into ill-fitting models.  

 

Q7. Mental health and wellbeing 

Q7 Summary: Mental health and wellbeing work in early years settings, schools and colleges must 

explicitly recognise FASD and prenatal alcohol exposure as important, preventable drivers of distress, 

and integrate FASD‑informed approaches into all relevant policies and practices.  

 

Evidence from long‑term follow‑up studies shows that people with FASD have very high rates of 

mental health problems, with one US study reporting clinically significant mental health difficulties in a 

large majority of affected individuals (Streissguth & Kanter, 1997; Streissguth et al., 2004). Recent 

reviews note that individuals with FASD are several times more likely than the general population to 

have ADHD, substance use problems or psychotic disorders, and that mental health interventions 

rarely target FASD explicitly (Flannigan et al., 2020). Dysregulation is a brain‑based phenomenon – 

“when anxiety is high, impulse control goes down” – punitive responses simply increase stress. The 

FAS‑eD frameworks emphasise the need for predictable routines, calm spaces, careful management 

of transitions and overwhelming events, and explicit teaching of emotional and social skills.  

 

The White Paper’s ambition for more pupils to take a larger suite of GCSEs and follow a more 

academic curriculum assumes that increasing the volume of high-stakes assessment is the right lever 
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for all learners. For many learners with FASD this is actively unsafe. FASD is defined in policy and 

clinical guidance as involving severe impairment in domains such as memory, processing speed and 

executive function (SIGN 156; NICE QS204). Survey respondents describe FASD as “a life long 

disability and severe impairment of short term memory. This makes revision and exams extremely 

challenging. Please see the child that can’t rather than the child that is not willing.” Expectations that 

all pupils will cope with more GCSEs without structural flexibility in assessment, pacing and 

qualifications risk further damaging mental health and self-worth for learners with FASD, who are 

already at higher risk of anxiety, depression and suicidality (Oh et al., 2020; Vanderpeet et al., 2025) 

 

A young person with FASD explained, “they made [me] take exams, that I knew I couldn’t do and 

wouldn’t be able to achieve the results that I needed. I knew that I couldn’t do it. And it was incredibly 

difficult.” 

Another described how academic pressure without the right support affected their health: “The 

coursework was stressful and I regularly tried to over achieve and ended up fainting a lot.” 

Survey respondents link unsupported FASD directly to mental health crises: children becoming 

terrified of school, refusing to attend, self-harming, experiencing breakdowns after sustained 

sanction-based behaviour management, or being subjected to police involvement in school in 

response to distress. They also report that CAMHS and education-based mental health services often 

“have never heard of FASD”, focusing only on attachment or generic SEMH.  

The White Paper and associated attendance guidance retain a strong focus on “relentless” attendance 

drives, without sufficient recognition of how health and neurodevelopmental conditions like FASD 

interact with attendance. Our survey includes repeated accounts of children with FASD who become 

so anxious and overwhelmed by mainstream expectations that they refuse school or develop physical 

symptoms. Families describe being threatened with fines or prosecution rather than being offered 

health-informed, individualised support. This contradicts the spirit of the Medical Conditions in School 

guidance consultation, which rightly frames risks to health, learning and wellbeing as tightly 

inter-linked and calls for joined-up health and education planning. Unless behaviour and attendance 

policies are revised to incorporate medically and neurologically informed adjustments, the promised 

“achieving and thriving” will remain out of reach for many with FASD. 

 

National FASD recommends that DfE and DHSC:  

(a) ensure FASD and prenatal alcohol exposure are named in mental health in schools guidance;  

(b) require mental health assessments to ask about prenatal alcohol exposure and consider FASD, in 
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line with SIGN 156 and NICE QS204; and  

(c) support settings to adopt FASD‑informed wellbeing strategies (structured routines, reduced 

cognitive load, sensory regulation, trusted adults and non‑punitive responses), recognising the 

evidence that early, appropriate support reduces secondary mental health harms.  

 

 

Q8. Refreshed areas of development 

Q8 Summary: The refreshed areas of development are welcome, but they will only help educators 

understand barriers to learning if they explicitly name FASD and prenatal alcohol exposure as common 

causes of executive functioning, participation and learning difficulties.  

 

Executive functioning is a central difficulty in FASD. National FASD’s teaching resource describes both 

“cold” executive difficulties (planning, sequencing, working memory, shifting attention) and “hot” 

issues (social immaturity, emotional dysregulation, impulsivity, vulnerability), and shows how these 

manifest in the classroom – for example, learners who can verbalise a plan but cannot follow it, or 

who repeatedly “break rules” they cannot hold in mind. The FAS-eD frameworks note that children 

with FASD may present with apparently age-appropriate language and reading, while their academic 

achievement, adaptive behaviour and social-emotional development lag far behind, sometimes at half 

their chronological age (Blackburn, 2010a, 2010b).  

National and international evidence indicates that many of the children currently identified only with 

ADHD, autism or SEMH may in fact have underlying FASD that has not been considered (Mukherjee et 

al., 2013; Department of Health and Social Care, 2021). Survey responses confirm that this plays out in 

school: families describe EHCPs that reference ASD only, behaviour plans that ignore spiky profiles 

and memory issues, and catastrophic misunderstandings of capacity that lead to anxiety and 

self-harm.  

 

National FASD therefore recommends that the refreshed areas of development:  

(a) explicitly list prenatal alcohol exposure/FASD as common contexts for executive and participation 

difficulties;  

(b) incorporate examples and case studies drawn from FASD education work (for example, the spiky 

profile diagrams and classroom strategies in National FASD materials); and  

(c) prompt practitioners to consider FASD, especially where there is care experience, known or 



 The National Organisation for FASD • SEND Consultation Submission • May 2026 – Page 21 

suspected prenatal alcohol exposure, or unusually large gaps between apparent verbal ability and 

real-world functioning.  

 

Q9. Joint working in the early years 
Q9 Summary: Effective joint working in the early years must ensure that prenatal alcohol exposure and 

FASD are routinely considered and that early years providers, Best Start Family Hubs, health, local 

authorities and parents share responsibility for early identification, diagnosis and individualised 

support.  

 

FASD is common in UK classrooms; active case-finding studies in Greater Manchester suggest that at 

least 1.8–3.6% of 8–9-year-olds meet criteria for FASD, with none previously diagnosed (McCarthy et 

al., 2021; Cook et al., 2021). Evidence from long-term follow-up studies indicates that early diagnosis 

(ideally before age six) and stable, informed caregiving significantly reduce secondary disabilities 

such as mental health problems, disrupted school experience and trouble with the law (Streissguth & 

Kanter, 1997). Early identification and support are protective and transition from early years into 

primary must be carefully managed for children with FASD.  

National FASD recommends joint working arrangements should therefore:  

(a) embed non-stigmatising questions about alcohol use in pregnancy within health visitor, paediatric 

and Best Start Family Hub assessments;  

(b) ensure early years providers and SENCOs are trained to recognise possible indicators of FASD 

(e.g., uneven development, sensory sensitivities, impulsivity, difficulty understanding danger) and to 

flag concerns;  

(c) create clear referral routes from hubs and early years settings into neurodevelopmental services 

that follow SIGN 156 and NICE QS204; and  

(d) support co-produced, FASD-informed early support plans that draw on well-known strategies, for 

example those in the FAS-eD framework (visual routines, simple language, small-group approaches, 

close partnership with carers).  
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Q10. EYFS two-year check and Healthy Child Programme review 

Q10 Summary: The EYFS two-year progress check and Healthy Child Programme review are key 

opportunities to identify children at risk of FASD and start support early, but only if prenatal alcohol 

exposure is consistently explored and information is shared effectively with education partners.  

 

The early years reviews already consider communication, physical, social and emotional development, 

all of which can be affected by prenatal alcohol exposure. SIGN 156 advises that prenatal alcohol 

exposure should be actively considered where there is unexplained developmental delay or atypical 

neurodevelopment (Scottish Intercollegiate Guidelines Network, 2019). The FAS-eD primary 

framework lists early characteristics often seen in children with FASD: missed milestones, sensory 

sensitivities, impulsivity, lack of awareness of danger and marked variability across domains. Survey 

respondents describe children whose difficulties were visible from toddlerhood but were attributed 

only to attachment or generic “developmental delay”, with FASD not considered until much later, by 

which point school trauma and mental health issues had developed. Families report that some 

children with FASD can do well with gross motor skills and because of this early years assessments 

missed some of the challenges. In addition while FASD is not always the result of heavy alcohol use, 

some of the families may need additional support for dependent drinkers. 

One adult with FASD wrote about their primary school books, “I literally have workbooks from my 

primary school days where I drew beer bottles and martinis and wrote stories about how sad and tired 

my mum was... and nothing happened. I didn't know I wasn't writing normal things.” 

To improve early identification, National FASD recommends that:  

(a) both the EYFS two-year check and Healthy Child Programme guidance explicitly reference prenatal 

alcohol exposure/FASD and their impact on development;  

(b) professionals receive training in how to ask about alcohol use in pregnancy sensitively and how to 

interpret that information alongside developmental findings;  

(c) consent-based information-sharing pathways are strengthened so early concerns about FASD can 

inform SENCO planning and early years support; and  

(d) standard prompts are introduced for neurodevelopmental referral when there is known/suspected 

prenatal alcohol exposure and difficulties across multiple domains.  
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Q11. Priority areas for evidence in the National Inclusion Standards 

Q11 Summary: National FASD proposes that the National Inclusion Standards prioritise evidence on 

(1) early identification of FASD, (2) FASD-informed teaching and learning, and (3) outcomes for 

learners with overlapping neurodevelopmental conditions.  

 

First, there is a clear evidence gap in implementation of early identification. UK prevalence work 

shows that most children with FASD in mainstream classrooms are undiagnosed (McCarthy et al., 

2021; Cook et al., 2021), while long-term outcome studies show that early diagnosis markedly reduces 

later problems (Streissguth & Kanter, 1997). Yet National FASD’s survey indicates that families 

routinely experience late or absent diagnosis and report that pathways are “near impossible” to 

access. National FASD recommends: 

 

(a) The National Inclusion Standards should therefore track whether local areas are systematically 

recording prenatal alcohol exposure, considering FASD in differential diagnoses and acting on NICE 

QS204/SIGN 156 recommendations (including using NICE QS 204 indicators of improvements in 

quality of care over time).  

(b)Second, the Standards should build and share evidence on FASD-informed pedagogy. The FAS-eD 

frameworks and “Teaching a Student with FASD” provide detailed, UK-tested strategies: personalised, 

strengths-based learning; small-group/1:1 work; multi-sensory teaching; explicit teaching of life skills; 

and careful management of transitions, particularly to secondary and post-16.  

(c)Third, given the high overlap between FASD, autism, ADHD and mental health conditions reported in 

both research and the National FASD survey (Mukherjee et al., 2013; Flannigan et al., 2020), the 

Standards should focus explicitly on how local systems recognise and support multiple diagnoses 

rather than expecting single-label “packages” to fit. Any service for “Autism and Learning Disabilities” 

should be reframed to include all neurodevelopmental disabilities, including FASD. This fits in line with 

the Local Government and Social Care Ombudsman ruling (2021) that a child in Sussex should not 

have missed out on vital support for having the ‘wrong’ kind of disability.  It said the boy, who has Fetal 

Alcohol Spectrum Disorder (FASD) and Attention Deficit Hyperactivity Disorder (ADHD), did not have 

his social care needs met because the county council said it only supported autistic children or 

children with severe learning disabilities. 
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Q12. Priorities for national training 

Q12 Summary: National training should prioritise understanding FASD as a common, lifelong 

neurodevelopmental disability, practical FASD-informed classroom strategies, and the crucial role of 

education in early identification, diagnostic evidence and EHCP planning.  

 

Evidence indicates that FASD is at least as prevalent as autism in UK classrooms (McCarthy et al., 

2021; Cook et al., 2021), but National FASD’s survey shows that many teachers, SENCos and even 

mental health professionals “have never heard of FASD”, mis-diagnosing presentations as ASD or 

ADHD alone or attributing difficulties to parenting. Training should therefore give all education 

professionals a clear understanding of what FASD is, how prenatal alcohol exposure affects brain 

development, and what typical profiles look like (e.g., high expressive language with low 

comprehension, confabulation, spiky skills, sensory processing differences, and developmental age 

far behind chronological age).  

 

Survey respondents with FASD themselves overwhelmingly said that diagnosis matters and that “full 

understanding of the needs of people with FASD” is needed in schools and colleges. One said they 

needed “individual support plan that has legal weight, is drawn up by experienced people with FASD 

and an understanding of how to help pupils handle problems.” 

National FASD recommends:  

(a) Training should include FASD and FASD-informed strategies. Training must also be highly 

practical. The FAS-eD frameworks and teaching resource set out concrete strategies: breaking tasks 

into short steps; using visual supports and consistent language; providing multi-sensory learning; 

building in sensory breaks and calm spaces; reframing behaviour as communication of brain-based 

difficulty; and working closely with parents as allies; and  

(b) National training should cover the legal and procedural role of schools in FASD assessment and 

EHCPs, drawing on NICE QS204 and SEND law: when to request EHC needs assessments, what 

educational evidence to provide for FASD diagnosis, and why many students with FASD need an EHCP 

in place before secondary transition, not only after mainstream placement has broken down.  
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Q13. Managing workload while implementing changes 

Q13 Summary:  The best way to manage workload is to embed FASD-informed practice into 

whole-school systems and training so that staff are not repeatedly firefighting crises that stem from 

unrecognised brain-based needs inherent in FASD.  

 

Survey responses show that where FASD is misunderstood, schools experience high levels of 

behavioural incidents, exclusions, meetings and complaints, which consume time and create stress 

for teachers and leaders. Conversely, when staff understand FASD and adopt consistent, proactive 

strategies (clear routines, small-step instructions, visual supports, sensory regulation, realistic 

expectations), classrooms are calmer and crises are reduced. Research on secondary disabilities in 

FASD also suggests that early, appropriate support prevents downstream problems that are far more 

resource-intensive to manage (Streissguth & Kanter, 1997).  

National FASD recommends practical workload-friendly actions include:  

(a) whole-school FASD and neurodevelopmental training delivered once, not repeatedly piecemeal;  

(b) using shared, simple tools such as visual timetables, “now and next” boards and template task 

breakdowns that benefit multiple pupils at once;  

(c) agreeing a small set of FASD-informed behaviour principles (e.g., no delayed sanction charts, use 

of calm spaces and proactive breaks) to avoid staff having to design individual approaches from 

scratch; and  

(d) building time for SENCOs or key staff to coordinate with families and external specialists so 

mainstream teachers receive clear, practical advice instead of having to reinvent strategies alone. 

Over time, this reduces reactive workload by decreasing exclusions, complaints and unplanned 

meetings, as schools in the FAS-eD project found.  

 

 

Q14. Evolving the SENCO role 

Q14 Summary: The SENCO role needs to evolve into a strategic, FASD-literate leadership role that 

drives whole-school neurodevelopmental practice, ensures early identification and secure EHCP 

processes, and acts as a key link with health and social care.  
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National FASD’s survey highlights that families often encounter SENCOs who have not been trained in 

FASD; some report that staff “have no idea what FASD is” or that EHCPs focus only on ASD aspects of 

need, leaving FASD-related difficulties unaddressed. At the same time, policy and guidance (e.g., the 

SEND Code of Practice and Equality Act duties) frame SENCOs as central to whole-school inclusion 

and to coordinating support across agencies (Department for Education, 2015). Given evidence of 

FASD’s prevalence and complexity (McCarthy et al., 2021; Flannigan et al., 2020), SENCOs need 

specific expertise in FASD and other neurodevelopmental conditions to fulfil this strategic role 

effectively.  

National FASD recommends that the SENCO role should:  

(a) include mandatory training on FASD, prenatal alcohol exposure and overlapping conditions;  

(b) give SENCOs protected time to lead on early identification, including ensuring that information 

from early years and health (e.g., prenatal alcohol exposure, developmental concerns) informs school 

support;  

(c) position SENCOs as champions of FASD-informed reasonable adjustments and classroom 

strategies, using frameworks like FAS-eD; and  

(d) explicitly involve SENCOs in decisions about when to seek EHCPs for learners with suspected or 

diagnosed FASD, recognising that waiting until secondary school is too late for many students. This 

strategic, preventative function will reduce later workload and distress for staff, pupils and families 

alike.  

 

Q15. What would provide assurance that an ISP is high-quality? 

Q15 Summary: Families will have confidence in Individual Support Plans only if they clearly reflect the 

child’s FASD profile, link to relevant diagnosis and assessment evidence, and specify concrete, 

FASD-informed strategies and outcomes rather than generic “behaviour” language.  

 

For learners with FASD, a high-quality ISP must show that the school understands FASD as lifelong 

brain-based disability and has translated assessment findings into everyday practice. This means the 

ISP should:  

(a) note any known prenatal alcohol exposure and diagnoses (FASD, ADHD, autism, learning disability, 

mental health conditions), in line with SIGN 156 and NICE QS204;  

(b) summarise key neurodevelopmental findings, for example spiky profiles, working memory and 
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processing speed difficulties, confabulation, sensory processing issues and developmental age in 

social/emotional domains (Blackburn, 2010a, 2010b; McCarthy et al., 2021).  

Families in National FASD’s survey say they gain assurance where plans are “personal to the child 

rather than a tick-box exercise”, include FASD-informed strategies (visual timetables, small-step 

instructions, calm spaces, flexible behaviour responses) and are reviewed frequently as needs 

change. They lose confidence when ISPs ignore FASD, present behaviour as wilful, or simply recycle 

generic ASD/ADHD strategies that have already failed. Assurance therefore comes from: clear linkage 

between evidence and provision; explicit reference to FASD where relevant; co-production with 

families and, where possible, with the young person; and a visible connection between the ISP and any 

EHCP, so day-to-day strategies are clearly aligned with statutory entitlements.  

 

 

Q16. How to ensure ISPs are clear, concise and practical 

Q16 Summary: ISPs will be usable for professionals if they present the FASD-related profile and needs 

in plain language, translate them into a small number of specific, FASD-informed strategies, and avoid 

long lists of generic aspirations.  

 

The FAS-eD frameworks show how complex neurodevelopmental information can be turned into 

simple teaching principles – for example: “say the student’s name, give one instruction at a time, use 

the same words, and check understanding by asking them to repeat it back”; “provide frequent breaks 

and multi-sensory learning”; “ensure routine is communicated and changes are explained early”; “use 

positive, concrete language, free from sarcasm and idioms”. “Teaching a Student with FASD” likewise 

offers succinct classroom tips (e.g., 30-second processing time, “now and next” boards, calm zones, 

proactive sensory breaks) that can be incorporated into ISPs.  

National FASD’s survey suggests families value plans that avoid jargon, state who will do what and 

when, and specify how success will be monitored (e.g., reduced exclusions, improved engagement, 

more stable attendance) rather than simply listing hoped-for outcomes.  

To be clear and concise, an ISP for a learner with FASD might use a short structure: (1) brief profile 

(diagnosis, developmental age, key strengths, key challenges); (2) priority needs (e.g., memory and 

executive functioning, sensory regulation, social understanding, mental health); and (3) corresponding 
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strategies for each, drawn from FASD-informed frameworks, assessments provided and agreed with 

the family. 

 

Q17. Supporting transition to post-16 

Q17 Summary: Transitions into post-16 education, training and employment must be planned early 

and explicitly for learners with FASD, recognising that developmental age may lag far behind 

chronological age and that without tailored support there is a high risk of disengagement and poor 

longer-term outcomes.  

 

The FAS-eD secondary framework notes that adolescents with FASD often face additional challenges 

around abstract reasoning, cause-and-effect understanding, social relationships and risk, even as their 

desire for independence grows (Blackburn, 2010b). Long-term research indicates that unsupported 

FASD is associated with high rates of disrupted school experience, trouble with the law and mental 

health problems in adulthood (Streissguth & Kanter, 1997; Streissguth et al., 2004). The brain 

continues to develop into the late 20s or 30s for people with FASD, and supportive educational 

experiences are key protective factors.  

One young person with FASD reported leaving school “unable to read or write,” while another said that 

although they had full 1:1 support and an EHCP and “coped well”, the exam experience itself “was not 

nice” and required significant extra help. 

Survey respondents describe young people leaving school with significant trauma, or only re-engaging 

once they access specialist post-16 placements that understand FASD; they also highlight difficulties 

with standard GCSE pathways, timed exams and expectations for independent study.  

To support transitions, National FASD recommends:  

(a) starting transition planning early in Key Stage 3, with person-centred reviews that include the 

young person, family and relevant professionals;  

(b) ensuring post-16 settings receive clear information about FASD and the student’s profile, including 

practical strategies;  

(c) using flexible pathways (e.g., entry-level, functional skills, vocational courses, supported 

internships, extended courses) rather than assuming full GCSE loads; and  

(d) maintaining or establishing EHCPs and support plans into post-16 so that educational, social care 

and health supports are coordinated, in line with NICE QS204’s staged management approach.  
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Q18. Ensuring every area can meet needs through Inclusion Bases 

Q18 Summary: Inclusion Bases will only meet the full range of needs if they are explicitly 

FASD-informed, staffed by professionals trained in complex neurodevelopmental disability, and 

designed to offer flexible, highly individualised support rather than generic short-term interventions.  

 

Evidence shows that FASD is prevalent among children with SEND, particularly in care and adoption 

pathways (Gregory, 2015; McCarthy et al., 2021; Department of Health and Social Care, 2021). 

National FASD’s survey suggests that current mainstream “inclusion” and behaviour units often rely 

on standard sanction-based policies and do not understand FASD, leading to repeated exclusions, 

isolation and school refusal for these learners. The FAS-eD frameworks, by contrast, show that 

learners with FASD can thrive in small, therapeutic environments with high staff ratios, structured 

routines, multi-sensory teaching and careful management of sensory input and social dynamics.  

A parent noted that “FASD is still NOT understood by the education system and is being misdiagnosed 

as attachment... and would be overlooked,” and another said “FASD should be made more aware of... 

There are stand alone schools/support for Autism but FASD often is undiagnosed and not supported.” 

It should be noted that FASD is both a neurodevelopmental disability and, in many cases, a complex 

medical condition. The DHSC/UKHSA FASD Health Needs Assessment identifies high rates of chronic 

physical health problems and more than 428 co-occurring conditions in FASD (Popova et al., 2016; 

Department of Health and Social Care & UKHSA, 2021). Recent analyses show increased 

hospitalisation and mortality for people with FASD compared with the general population (Attell et al., 

2025; Oh et al., 2020; Vanderpeet et al., 2025). 

National FASD’s response to the Medical Conditions in School guidance consultation stresses that 

schools often treat FASD as “just behaviour” rather than recognising it as a complex medical and 

neurodevelopmental condition, and recommends that FASD is explicitly named in that guidance as 

requiring joined-up health and education support. 

For learners with FASD, SEND support plans, Individual Support Plans and EHCPs must therefore be 

cross-referenced with Individual Healthcare Plans. Behaviour incidents, attendance concerns and 

learning difficulties should trigger review of both SEND and medical plans together, asking whether 

the right health-informed adjustments, sensory supports and mental health plans are in place, in line 
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with statutory duties under the Children and Families Act 2014, Equality Act 2010, the SEND Code of 

Practice and medical conditions guidance. 

To ensure Inclusion Bases can meet FASD-related needs, National FASD recommends that:  

(a) FASD is explicitly recognised in national and local design specifications for Inclusion Bases;  

(b) staff receive regular, high-quality FASD training and refreshers, in line with NICE QS204 and SIGN 

156;  

(c) bases are resourced to offer smaller groups, consistent adults, and flexible, strengths-based 

curricular options; and  

(d) clear pathways exist from Inclusion Bases to specialist or alternative provision for those learners 

with FASD whose needs cannot be sustainably met in mainstream, so that bases do not become 

holding areas where children fail repeatedly; and 

(e) are cross-referenced with Individual Health Plans and any concerns trigger a review of SEND and 

IHP plans together. 

 

Q19. Making Inclusion Bases help children succeed in mainstream 

Q19 Summary: For learners with FASD, Inclusion Bases will support success in mainstream only if they 

work as hubs of expertise that adapt the mainstream environment around the learner, rather than 

relying on the learner to “earn” re-integration through behaviour.  

 

People with FASD in the National FASD survey describe being repeatedly sanctioned, segregated or 

placed in units where the philosophy was rewards and consequences, not understanding of 

brain-based disability. Research on secondary disabilities in FASD shows that punitive responses to 

behaviour, without adjustment of expectations and environments, are associated with emotional 

difficulties and school breakdown (Streissguth & Kanter, 1997). The FAS-eD frameworks argue that 

inclusion for FASD is about changing the environment – noise levels, sensory load, pace, clarity of 

instructions, social groupings – and providing scaffolding for executive function, rather than expecting 

the learner to become “typical”.  

Inclusion Bases should therefore:  

(a) offer outreach to mainstream classrooms, modelling FASD-informed strategies (visual supports, 

stepwise instruction, calm spaces, flexible timetables);  

(b) coordinate training for mainstream staff on FASD and overlapping conditions;  



 The National Organisation for FASD • SEND Consultation Submission • May 2026 – Page 31 

(c) support the development of individualised ISPs/EHCP targets that are realistic and 

strengths-based;  

(d) monitor success not only in academic terms, but also through indicators such as reduced 

exclusions, improved attendance, lower anxiety, and stronger relationships with peers and staff. 

Where inclusion in mainstream remains the goal for a learner with FASD, the Inclusion Base’s role 

should be to reshape mainstream provision to fit the learner – not to repeatedly send the learner back 

into unchanged conditions that have already failed;  

(e) inclusion base outreach should include education and strategies for all school learners on how to 

accept neurodiversity; and  

(f) should help better prepare those with SEND to be self-advocates in the mainstream setting.  

 

Q20. Arrangements needed to deliver the “Experts at Hand” offer 
Q20 Summary: To make “Experts at Hand” effective for children with FASD, local partners must 

establish clear FASD-skilled specialist teams, streamlined referral routes, and expectations that 

mainstream settings seek and implement FASD-informed advice early, not only at crisis point.  

 

National and international evidence shows that FASD is a distinct, complex neurodevelopmental 

condition that often co-occurs with autism, ADHD and mental health problems and that requires 

specialist assessment and guidance (SIGN 156; Flannigan et al., 2020; McCarthy et al., 2021). The 

DHSC FASD Health Needs Assessment notes limited specialist capacity and variable pathways across 

England, leading to postcode lotteries and heavy reliance on charities for expertise (Department of 

Health and Social Care, 2021). National FASD’s survey confirms that schools and families often 

cannot find professionals who understand FASD; some report that CAMHS “have never heard of 

FASD” and that EHCP decision-makers lack knowledge of the condition. The SEND in the Specialists 

Coalition (of which National FASD is a member) has specific recommendations on ensuring 

appropriate input from and funding for a range trained specialists and therapists to help support 

students with SEND. 

To deliver an effective Experts at Hand offer, local areas should:  

(a) identify and commission FASD-skilled professionals (e.g., neurodevelopmental paediatricians, 

clinical psychologists, educational psychologists, speech and language therapists, occupational 

therapists – including those with Ayres Sensory Integration training) who can advise schools;  

(b) agree rapid, simple referral routes from mainstream settings to these experts when children show 
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complex profiles and/or known prenatal alcohol exposure;  

(c) ensure that advice given is translated into practical, FASD-informed strategies using frameworks 

like FAS-eD, and that SENCOs coordinate implementation;  

(d) integrate FASD expertise into multi-agency panels, so that when schools seek help for ADHD, 

autism or SEMH presentations, underlying FASD is not missed. Survey evidence suggests that where 

specialist FASD input is secured, exclusions and sanctions drop and learners re-engage; the Experts at 

Hand model should aim to make such input available consistently and early across the country; and 

(e) incorporate the recommendations from the SEND in the Specialists coalition to ensure appropriate 

levels of expertise are guiding practice and support for those with SEND, including those with FASD. 

  

 

Q21. Ensuring access to the right specialist placement 

Q21 Summary: Children and young people with FASD will only access the right specialist placements if 

systems recognise FASD as a complex, highly individual neurodevelopmental disability and explicitly 

reject generic “packages” that do not match spiky profiles and variable needs.  

 

Research shows that FASD arises from permanent changes to brain structure and function, with 

different regions affected in different individuals, leading to highly diverse patterns of difficulty across 

cognition, memory, executive functioning, sensory processing and adaptive behaviour (Blackburn, 

2010a, 2010b; Mukherjee et al., 2013). Children with FASD may have average IQ and good expressive 

language but impaired understanding, poor working memory, difficulty learning from experience and 

very low emotional age, often functioning at half their chronological age in social domains 

(Streissguth & Kanter, 1997). National FASD’s survey reflects this: families stress that “all children 

with FASD are different”, that some thrive in small, therapeutic provisions while others need highly 

specialist environments or bespoke packages combining on-site and community-based learning.  

 

Too often students with FASD are placed in SEMH schools due to a lack of understanding of their 

underlying brain-based needs. Sometimes in smaller primary settings parents report this can help but 

quite secondary school experiences for those with FASD in SEMH can be really disastrous. Outdated 

narrow definitions of schools for “autism and mild learning disability” should be changed to be more 

inclusive of other neurodiversity and SEND.  
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To guarantee appropriate specialist placements for this low-incidence but high-needs group, local 

systems must:  

(a) treat FASD as a complex condition in its own right, not as a subset of ASD, ADHD or SEMH;  

(b) commission a range of FASD-informed settings and models, including small therapeutic schools 

and flexible EOTAS packages, rather than assuming any one type of school can meet all needs;  

(c) ensure placement decisions are based on detailed, individual assessments aligned with SIGN 156 

and the FAS-eD frameworks, rather than on broad categories alone; and  

(d) involve families and the young person as equal partners in deciding what combination of 

environment, curriculum and support will work.  

 

 

Q22. Designing Specialist Provision Packages 
Q22 Summary: Specialist Provision Packages should be designed as flexible frameworks that can be 

tailored around each learner’s unique FASD profile, not as rigid “types” that assume children with 

similar diagnoses have the same needs – in addition there needs to be flexibility for students with 

FASD who cannot achieve on national tests like SATs or GSCEs, and who need flexible behaviour and 

attendance policies.  

 

Evidence from FASD research and education practice demonstrates that there is no typical child with 

FASD: patterns of difficulty and strength vary widely, even between siblings and twins with the same 

diagnosis, because prenatal alcohol exposure affects different brain regions to different degrees 

(Blackburn, 2010a, 2010b; Mukherjee et al., 2013). Long-term outcome studies show that when 

systems attempt to fit people with FASD into inappropriate, generic categories, the result is often 

disrupted schooling, mental health problems and contact with the criminal justice system (Streissguth 

& Kanter, 1997; Streissguth et al., 2004). National FASD’s survey captures this vividly: families 

describe Specialist Packages built around ASD or SEMH philosophies that “do not accommodate his 

complexity of need”, with behaviour policies that rely on abstract rewards and sanctions that learners 

with FASD cannot process.  

One carer warned that “a lot of kids are really going to suffer unless there is bespoke support in place. 

Kids with FASD can have such diverse needs as a result of their condition that a pre set plan may not 

meet everyone’s needs.” 
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National FASD therefore urges  

(a) DfE to design Specialist Provision Packages as flexible, modular offers, where core elements (e.g., 

small class sizes, multi-sensory teaching, high staff ratios, therapeutic input) can be combined 

differently for each child, rather than rigid “off-the-peg” packages. For FASD, packages must allow:  

(b) variable cognitive and academic expectations;  

(c) explicit executive function and life-skills teaching;  

(d) high levels of supervision and safeguarding;  

(e) proactive mental health support; and  

(f) crucially, guidance should state that the existence of a package does not remove the duty to 

individualise provision under the Children and Families Act and Equality Act – especially for conditions 

like FASD where spiky profiles are the norm, not the exception. None of this will be possible unless 

flexibility is also built into the testing and behaviour regimes.   

 

 

Q23. EHCPs, Specialist Provision Packages and ISPs 

Q23 Summary: EHCPs can only guarantee meaningful provision for children with FASD if they retain a 

strong focus on the individual and use Specialist Packages and ISPs as tools to deliver personalised 

support – not as mechanisms to standardise it. The legal right to challenge the provision provided 

must be maintained. 

 

The EHCP is the legal mechanism that ensures provision is “specified and quantified” for an individual 

child; this is particularly vital for FASD, where generic strategies frequently fail and where small details 

(e.g., how instructions are given, how sensory breaks are timetabled) can make or break access to 

learning (Blackburn, 2010a, 2010b; NICE, 2022). National FASD’s survey shows that EHCPs, though 

hard-won, are often the point at which schools and local authorities finally take FASD seriously; 

families report dramatic reductions in exclusions and improved engagement when specialist 

FASD-informed provision is written into EHCPs, and express deep concern that limiting EHCPs to 

narrow packages will “disembowel the most vulnerable”.  

One parent summarised the risk of the proposed model: “FASD is not 3 preset tick boxes. They need 

to have severe impairment in 3 out of 10 developmental domains. Therefore the possible 

combinations of 3/10 is huge! There cannot be an off the peg solution to fit all.” 
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Parents expressed concerns that “without the legal framework of an EHCP, children like mine will be 

left behind,” noting that Adverse Childhood Experiences already put them at a disadvantage and 

“without a framework for education to actually meet their needs, they will flounder and be lost.” 

 

Another parent wrote, “They say EHCP is meant to help people stay in education yet my son is not!” 

and that “it was hard enough with the EHCP, it will be virtually impossible without it.” 

To make the proposals work for learners with FASD, EHCPs must: ` 

(a) remain fully individualised documents that set out each child’s specific profile, outcomes and 

provision, referencing FASD and co-existing conditions explicitly; ` 

(b) treat Specialist Provision Packages as descriptors of likely resource levels and types of setting, not 

as substitutes for individual specification; and ` 

(c) ensure that ISPs translate EHCP requirements into day-to-day practice but do not replace or dilute 

statutory protections. NICE QS204’s emphasis on a staged, personalised management plan, regularly 

reviewed at transitions, should be explicitly referenced in DfE guidance on how EHCPs, packages and 

ISPs fit together for neurodevelopmental conditions including FASD (NICE, 2022).  

 

 

Q24. Direct route to packages/EHCPs for under-5s with complex needs 

Q24 Summary: A direct route to Specialist Packages and EHCP assessments for under-5s is essential 

for FASD or suspected FASD, but will only work if it explicitly recognises prenatal alcohol exposure 

and allows truly individualised responses to complex, evolving profiles.  

 

Evidence from longitudinal studies shows that early diagnosis (before age six) and access to disability 

services are key protective factors that reduce secondary disabilities in FASD (Streissguth & Kanter, 

1997). SIGN 156 and NICE QS204 both highlight the importance of early, multi-disciplinary 

assessment and coordinated support when prenatal alcohol exposure is known or suspected and 

neurodevelopmental concerns arise (Scottish Intercollegiate Guidelines Network, 2019; NICE, 2022). 

The FAS-eD primary framework emphasises that the transition into primary school is particularly risky 

for children with FASD if needs are not fully understood and expectations are set unrealistically. That 
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said, many at risk for FASD are not diagnosed until they are older than 6 due to the nature of the 

assessment tests and the lack of availability of diagnostic pathways and the emerging 

neurodevelopmental profile as they age.  

National FASD’s survey describes children whose difficulties were visible in early years but for whom 

FASD was not considered until later, by which time there was already significant school trauma and 

mental health harm. To make a direct route work in practice, local systems must:  

(a) include prenatal alcohol exposure/FASD explicitly in eligibility criteria for early EHCP assessment, 

recognising that many such children have multiple, interacting needs;  

(b) ensure that assessments for under-5s use flexible, developmentally appropriate tools and are 

repeated at key stages, rather than fixing children into static packages that may not match their 

emerging profiles; and  

(c) involve FASD-skilled professionals from the outset, so that early EHCPs and packages reflect 

nuanced understanding of how FASD may present and change over time and that help ensure those 

who are not assessed for diagnosis early receive that assessment as soon as possible.  

 

 

 

Q25. What should be considered in a needs assessment? 

Q25 Summary: Needs assessments for learners with suspected or diagnosed FASD must be holistic 

and individualised, combining detailed neurodevelopmental evidence, functional observations, and 

lived experience from families and the young person, rather than relying on standard generic 

checklists.  

 

FASD is defined not only by exposure history but by patterns of severe impairment across multiple 

domains (e.g., cognition, memory, attention, executive function, affect regulation, adaptive behaviour), 

which differ from person to person (Scottish Intercollegiate Guidelines Network, 2019). Studies show 

that many people with FASD have average IQ but impaired everyday functioning and that their 

developmental age may lag significantly behind chronological age, particularly in social and emotional 

domains (Streissguth & Kanter, 1997; Blackburn, 2010a, 2010b). Needs assessments that focus only 

on IQ or exam-style attainment will therefore miss the depth and breadth of need.  
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For FASD, a high-quality assessment should follow SIGN 156 (in effect in Scotland, England and 

Wales), NICE Quality Standard 204 and include:  

(a) medical and developmental history, including prenatal alcohol exposure;  

(b) formal neurodevelopmental assessments across the domains named in SIGN 156;  

(c) cognitive and educational assessments that explore spiky profiles, working memory and 

processing speed;  

(d) observations in different settings (classroom, playground, home) to understand how the child 

functions with and without support;  

(e) reports from parents/carers and, where appropriate, the young person, recognising them as 

experts in daily functioning and regulation; and  

(f) consideration of mental health, trauma and social vulnerability, which are common in FASD 

(Flannigan et al., 2020). National FASD’s survey underscores that where assessments fail to capture 

these complexities and rely on generic labels, children are shoe-horned into unsuitable provision and 

“standard packages”, with predictable negative consequences for learning and wellbeing.  

 

 

Q26. Factors for LAs when proposing a list of settings 

Q26 Summary: For children with FASD, local authorities must consider the individual’s specific 

neurodevelopmental profile, not just their diagnostic labels, and propose settings that can 

demonstrably personalise provision rather than relying on broad “types” of schools that have narrow 

definitions (such as ‘autism and mild learning disability’ - that can exclude students with complex 

presentations like FASD who might not meet those labels but who require specialised, therapeutic 

support).  

 

Research shows that FASD leads to very different patterns of strength and difficulty between 

individuals because different brain regions are affected to differing degrees, even when the diagnostic 

label is the same (Blackburn, 2010a, 2010b; Mukherjee et al., 2013). Many children with FASD have 

average IQ and fluent speech, but major impairments in executive functioning, learning from 

experience, social judgment and adaptive behaviour (Streissguth & Kanter, 1997). National FASD’s 

survey shows that some learners with FASD manage best in small, therapeutic settings; others need a 

mix of specialist and mainstream opportunities; some require highly structured EOTAS packages; and 

that mismatched environments lead to anxiety, exclusion and school refusal. SEMH schools can be 
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problematic for students with FASD and narrowly defined schools for “autism and mild learning 

disability” should be more inclusively defined to enable students with executive functioning and other 

challenges associated with FASD to attend. 

When proposing a list of potential settings, LAs should therefore:  

(a) consider the child’s detailed assessment profile (including executive function, sensory processing, 

developmental age, mental health), not just FASD as a label;  

(b) ensure listed schools can evidence FASD-informed practice and willingness to individualise (class 

size, environment, behaviour policies, curriculum flexibility);  

(c) factor in safeguarding and vulnerability, given the increased risk of exploitation for young people 

with FASD; and  

(d) actively involve families and, where appropriate, the young person in matching specific settings to 

individual needs, in line with the Children and Families Act and NICE QS204’s emphasis on 

person-centred planning (NICE, 2022).  

 

 

Q27. Information and support parents need to choose a setting 

Q27 Summary: Parents of children with FASD need clear, honest information about how individualised 

and FASD-informed each setting can be in practice, not just prospectus-level descriptions of generic 

SEND support.  

 

National FASD’s survey respondents report being told that schools “can meet need” only to find that 

provision consists of generic ASD strategies or behaviour systems based on rewards and sanctions, 

which do not work for FASD and sometimes make things worse. The FAS-eD frameworks and 

“Teaching a Student with FASD” set out specific features that tend to support learners with FASD: 

small class sizes; consistent, informed adults; multi-sensory teaching; visual supports; flexible 

behaviour approaches; calm spaces; and close partnership with families. Research on secondary 

disabilities indicates that when these individualised supports are absent, there is a higher risk of 

mental health problems and disrupted schooling (Streissguth & Kanter, 1997).  

Parents should therefore have access to:  

(a) clear descriptions of how each setting adapts teaching, environment and behaviour policies for 

FASD and similar neurodevelopmental conditions;  
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(b) data on exclusions, reduced timetables and use of AP for children with comparable profiles;  

(c) opportunities to visit and ask detailed questions about how their own child’s needs would be met 

day-to-day; and  

(d) independent advice and advocacy (for example via specialist charities) to help interpret 

information and challenge assumptions that “one type of school fits all with FASD”.  

 

Q28. Maximum length of temporary AP placement 

Q28 Summary: For learners with FASD, temporary placements in AP should be as short as possible 

and individually reviewed, because longer stays in unsuitable or generic AP can entrench failure and 

distress; what matters most is the match and quality of provision, not a fixed time limit.  

 

Evidence suggests that children with FASD are at high risk of exclusion and disrupted school 

experience when mainstream provision is not individualised (Streissguth & Kanter, 1997; McCarthy et 

al., 2021). National FASD’s survey contains many accounts of children being moved into AP due to 

behaviour that was, in reality, an expression of unrecognised brain-based difficulty, and of APs that 

operated generic “behaviour units” with rigid sanctions that did not understand FASD. In such 

contexts, longer placements increase trauma and reduce the chance of successful return to 

education.  

National FASD therefore cautions against any assumption that a single maximum length of temporary 

AP placement will be appropriate for all. For some learners with FASD, a brief, well-matched AP 

placement with FASD-informed staff may help stabilise and assess; for others, any AP that uses 

standard behaviourist approaches will be unsafe, even for a short time. Rather than a fixed national 

time limit, National FASD recommends:  

(a) strict expectations that AP placements for children with FASD are exceptional, FASD-informed and 

clearly time-limited;  

(b) statutory review points (e.g., every 6–8 weeks) to evaluate individual progress and wellbeing; and  

(c) a presumption that long-term unmet needs should be addressed via specialist placements or 

tailored packages, not extended “temporary” AP stays.  
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Q29. Regulating Independent Special Schools (ISS) and fair cost 

Q29 Summary: Regulation of Independent Special Schools must recognise that for some individuals 

with FASD, highly specialised, bespoke provision is the only way to meet needs, and that attempts to 

drive down costs through standardisation or narrow package definitions risk false economies and 

poorer outcomes.  

 

FASD is associated with high lifetime costs when poorly supported: increased mental health service 

use, justice system involvement, and loss of education/employment opportunities (Streissguth & 

Kanter, 1997; Flannigan et al., 2020). National FASD’s survey shows that many young people with 

FASD only stabilise and begin to thrive once placed in small, specialist or independent schools that 

understand FASD and tailor provision around the individual, sometimes after years of exclusion and 

distress in cheaper, generic options. The FAS-eD frameworks demonstrate that effective education for 

FASD requires flexible, multi-sensory teaching, high staff ratios, therapeutic input and careful 

transition planning, which not all mainstream or state special schools can offer at present.  

Regulation should certainly ensure quality, transparency and value for money, but must avoid equating 

“fair cost” with “lowest cost” or with standardised packages. For some individuals with FASD, the 

“right” placement – which may be an independent special school with specific FASD expertise – will 

be more expensive in the short term but will reduce long-term costs and human harm. National FASD 

recommends that regulations: (a) assess ISS against their ability to individualise for complex 

neurodevelopmental profiles, including FASD; (b) allow for bespoke commissioning where no state 

option can meet the child’s needs, in line with the Children and Families Act; and (c) evaluate cost in a 

life-course perspective, recognising the evidence on secondary disabilities and long-term outcomes in 

FASD.  

 

Q30. Accountability for Inclusive Mainstream funding 

Q30 Summary: Settings should be held accountable for how they spend Inclusive Mainstream funding 

by demonstrating that they have used it to build individualised, evidence-based support for children 

with complex conditions like FASD, rather than on generic, one-size-fits-all interventions.  

 

National FASD’s survey indicates that some schools report using significant SEND resources but still 

rely on behaviour policies and teaching approaches that are not adapted for FASD; parents see 
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funding spent on generic training or group programmes that their children cannot access, while 

individual needs remain unmet. The FAS-eD frameworks show what effective use of funding looks like 

for FASD: small-group or 1:1 support; environmental adjustments (lighting, noise, seating); visual 

timetables and communication aids; staff training; and close, structured work with families. Evidence 

from FASD outcome studies suggests that such personalised, neurodevelopmentally informed 

supports are key to preventing costly secondary difficulties (Streissguth & Kanter, 1997).  

Accountability mechanisms should therefore ask schools to evidence:  

(a) how Inclusive Mainstream funds have been used to personalise support for individual pupils with 

complex needs, including FASD;  

(b) what changes have been made to whole-school policies and environments to accommodate 

neurodevelopmental diversity; and  

(c) what impact this has had on outcomes such as exclusions, attendance, mental health and family 

satisfaction. Reporting should go beyond listing interventions and instead show how spend reflects 

research and guidance (e.g., NICE QS204, SIGN 156, FAS-eD). This shifts accountability from “how 

much was spent” to “how well did spending individualise and improve support for specific children  

 

Q31. More SEND funding in mainstream budgets? 

Q31 Summary: More SEND funding in mainstream budgets will only improve fairness if schools are 

required to use it for individually tailored, FASD-informed support, rather than generic SEND 

interventions.  

 

Prevalence research indicates that FASD affects at least 1.8–3.6% of children in UK classrooms, 

suggesting it is at least as common as autism, yet most remain undiagnosed (McCarthy et al., 2021; 

Cook et al., 2021). The DHSC FASD Health Needs Assessment emphasises that people with FASD 

have complex, lifelong needs across education, health and social care and that current systems are 

not meeting these needs consistently (Department of Health and Social Care, 2021). National FASD’s 

survey shows that without explicit expectations, school-level SEND resources are often spent on 

one-size-fits-all programmes (e.g., generic behaviour or autism groups) that do not fit FASD, leaving 

individuals unsupported even when funding has increased.  
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One parent described the proposals bluntly: “FASD cover such a wide range of conditions. There has 

to be room to capture how this individual is impacted... A lot of kids are really going to suffer unless 

there is bespoke support in place.” 

Another wrote, “FASD is more prevalent than ASD!” and yet “FASD is still NOT understood by the 

education system... One solution will never fit all. Kids will fall through the system.” 

If more funding is placed directly in mainstream budgets, accountability must require schools to 

show:  

(a) how they have identified pupils with suspected or diagnosed FASD;  

(b) how funds have been used to individualise support (e.g., small-group work, sensory adaptations, 

1:1 executive-function scaffolding, FASD-specific training); and  

(c) how this aligns with NICE QS204 and SIGN 156, which emphasise personalised, multi-domain 

management for FASD (NICE, 2022; Scottish Intercollegiate Guidelines Network, 2019). Without that, 

moving funds risks entrenching generic practice and widening inequities for this large but hidden 

group who have diagnosed and undiagnosed FASD. People with FASD are already receiving funding in 

the system – often at great cost. The issue is without appropriate FASD-informed support that funding 

is being misspent while the challenges faced by those with FASD continue to deepen at greater cost 

to them, their families and to society as a whole. 

 

Q32. Pooled funding and local SEND groups 
Q32 Summary: Local SEND groups and pooled funding will only be fair if they explicitly use FASD as a 

test case and commit funding to shared, individualised FASD-informed support across schools.  

 

FASD is an ideal “stress-test” for systems because it is common, complex, long-term and often 

hidden, with wide variation between individuals (Blackburn, 2010a, 2010b; Mukherjee et al., 2013). The 

DHSC Health Needs Assessment calls for multi-sector working and innovative approaches to meet 

FASD needs, which fits with the idea of local SEND groups coordinating pooled resources 

(Department of Health and Social Care, 2021). National FASD’s survey evidences a postcode lottery: in 

some areas, pooled understanding and specialist support have developed; in others, there is near-total 

ignorance of FASD and families must fight case by case.  

Local SEND groups should therefore:  

(a) list FASD explicitly as a shared commissioning priority;  



 The National Organisation for FASD • SEND Consultation Submission • May 2026 – Page 43 

(b) use pooled funds to create FASD-skilled advisory capacity that all schools can draw on; and  

(c) deploy data (e.g., exclusions, AP use, late EHCPs) for pupils with FASD or FASD-like profiles to 

identify where standardised approaches are failing and more individualised support is needed. If 

pooled funding works for FASD, it is likely to be working for other complex SEND groups; if it does not, 

the system is not truly inclusive.  

 

 

 

Q33. Resolving disagreements in SEND groups 
Q33 Summary: Disagreements about provision or funding should be resolved by asking what option 

best supports individualised FASD-informed provision, not by defaulting to cheapest or most 

standardised solutions.  

 

The SEND Code of Practice and Equality Act require reasonable adjustments and person-centred 

planning; these duties are particularly important for FASD because standard policies (behaviour 

charts, cumulative sanctions, generic curricula) often fail this group (Department for Education, 2015). 

Long-term studies show that when FASD is not properly supported, the costs to individuals and 

systems (mental health, justice, unemployment) are high (Streissguth & Kanter, 1997; Popova et al., 

2015). National FASD’s survey describes repeated local disputes where schools or LAs resist tailored 

support or specialist placement because FASD is not understood, even when generic approaches have 

clearly failed.  

Within local SEND groups, disagreements should therefore be judged against questions such as: 

“Which option allows this individual to receive FASD-informed, tailored support?” and “What is the 

evidence that a generic approach has or has not worked for this child?” Decisions should be informed 

by multi-domain assessments (as in SIGN 156) and by lived experience, not just by package tariffs. 

This re-centres the child’s individual needs and makes it harder for pooled funds to be steered away 

from those with the most complex profiles, such as FASD.  
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Q34. Making local partnership groups effective 

Q34 Summary: Local partnership groups will be effective when they routinely ask, “What does this 

mean for a child with FASD?” and redesign strategies, data and commissioning whenever the answer 

reveals gaps in individualised support.  

 

The DHSC Health Needs Assessment highlights that people with FASD often “fall through gaps” 

between services and that existing systems have not been designed with their specific needs in mind 

(Department of Health and Social Care, 2021). Prevalence work in Greater Manchester shows that 

FASD is widespread in mainstream schools, yet National FASD’s survey shows that education and 

health often fail to recognise it, resulting in late diagnosis, inappropriate placements and crisis-driven 

responses.  

Local partnership groups can use FASD as a practical benchmark of effectiveness by:  

(a) checking whether local data systems even identify FASD;  

(b) monitoring outcomes specifically for learners with FASD (or likely FASD) and asking whether they 

are improving; and  

(c) revising strategies, training and commissioning whenever FASD outcomes show that 

one-size-fits-all approaches are still in place. If a local plan can demonstrate earlier identification, 

more EHCPs in place before secondary, fewer exclusions and better mental health outcomes for 

FASD, that is strong evidence that individualised support is being prioritised system-wide.  

 

Q35. Key stakeholders for local partnership groups 

Q35 Summary: To build a system capable of individualising support for FASD, local partnership groups 

must include strong representation from people with FASD and their families, alongside professionals 

from all sectors that see the long-term impact of generic approaches.  

 

The DHSC FASD Health Needs Assessment and National FASD’s own policy work have shown that 

lived experience is crucial in highlighting where standardised policies fail and what individualised 

support looks like in practice (Department of Health and Social Care, 2021). National FASD’s survey 

records parents’ experiences of multiple failed placements, repeated sanctions and misinterpretation 

of brain-based behaviours, which might not be visible in aggregate data alone. Research also 

indicates that FASD is more common among children in care and in youth justice systems, meaning 
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that social care, Virtual Schools and justice partners see the cumulative effects of non-individualised 

schooling (Gregory, 2015; Streissguth & Kanter, 1997; PLOS One register-based study, 2026).  

Stakeholders should therefore include:  

(a) people with FASD and their families;  

(b) mainstream and special school leaders and SENCos;  

(c) FASD-informed neurodevelopmental and mental health clinicians and specialists therapists;  

(d) social care and Virtual School Heads; and  

(e) youth justice representatives.  

 

With FASD as a central case, this mix of voices can challenge any drift toward one-size-fits-all models 

and keep the focus on what it takes to support real individuals over time.  

 

 

 

Q36. Stronger collaboration and improvement through local SEND strategic 

plans 

Q36 Summary: Local SEND strategic plans should explicitly commit to improving individualised 

support for FASD as a way of driving wider collaboration and system improvement.  

 

The DHSC Health Needs Assessment calls for joint strategic work on FASD across health, education 

and social care, noting that current fragmentation leads to late diagnosis and gaps in support 

(Department of Health and Social Care, 2021). Prevalence data and National FASD’s survey both show 

that FASD is common in mainstream schools but rarely mentioned in local SEND documents or 

JSNAs, meaning strategic planning does not reflect the lived reality of classrooms.[10][15][6][7][8][9][1] 

Local SEND plans should therefore:  

(a) name FASD and prenatal alcohol exposure as priority issues;  

(b) set measurable targets (e.g., increased FASD identification, earlier EHCPs, reduced exclusions for 

FASD);  

(c) commit to multi-agency training and pathways that support FASD diagnosis and follow-up; and  

(d) embed FASD-informed practice (as set out in the FAS-eD frameworks) into Universal, Targeted and 
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Specialist offers.  

Using FASD as a focal point can galvanise collaboration because it forces agencies to coordinate 

across boundaries and think in terms of individual developmental profiles, not isolated services.  

 

Q37. Information, advice and guidance for fairness 

Q37 Summary: Fairness requires information, advice and guidance that help families and practitioners 

understand FASD and insist on individualised support, rather than accepting generic SEND responses 

that do not fit their child.  

 

National FASD’s survey reveals that many families only learn about FASD, or about their legal rights, 

after years of struggle; some discover that professionals have “never heard of FASD” or believe it is 

too rare to matter, despite UK prevalence estimates in the low single-digit percentages (McCarthy et 

al., 2021; DHSC, 2021). The SEND Code of Practice and Equality Act guarantee rights to reasonable 

adjustments and person-centred planning, but these rights are difficult to exercise if families and 

front-line staff lack clear, accessible information about how they apply to conditions like FASD 

(Department for Education, 2015).  

Information, advice and guidance should therefore:  

(a) include dedicated, plain-language sections on FASD and prenatal alcohol exposure;  

(b) explain how generic rights (EHCPs, reasonable adjustments, ISPs) translate into FASD-specific 

expectations (e.g., changes to behaviour policies, sensory environments, curriculum); and  

(c) signpost to specialist FASD support and advocacy so families are not left to navigate alone (the 

FASD UK Alliance (https://fasd-uk.net) is a coalition of independent support groups across the UK). 

This will support more consistent, individualised responses across the country and reduce the current 

reliance on parents becoming quasi-experts simply to secure basic support.  

 

Q38. SEND specialist on complaint panels 

Q38 Summary: A SEND specialist with FASD-relevant expertise should sit on complaint panels so that 

decisions about provision reflect a proper understanding of individual neurodevelopmental needs, not 

assumptions based on typical behaviour.  
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National FASD’s survey includes numerous examples of complaints where schools insisted they had 

“done everything” but had in fact applied generic behaviour policies or ASD strategies that did not 

account for FASD’s impact on memory, impulse control and understanding of consequences. 

Research on FASD shows that many behaviours (e.g., confabulation, repeated rule-breaking, social 

vulnerability) are direct results of brain changes, not deliberate defiance, and therefore need different 

responses (Blackburn, 2010a, 2010b; Streissguth & Kanter, 1997). Without a SEND-literate panel 

member, complaints risk being decided on surface behaviour and school policy, rather than on 

whether reasonable, individualised adjustments were made in line with law and guidance.  

Having a SEND specialist (e.g., SENCO or equivalent) on panels is a minimum; ideally, panels should 

be able to access condition-specific expertise (including FASD) where relevant. This would help 

panels ask the right questions (e.g., “Were FASD-informed strategies tried?” “Was the behaviour seen 

in the context of executive functioning impairments?”) and reach decisions that uphold individual 

rights rather than endorsing one-size-fits-all approaches that have already failed.  

 

 

 

Q39. Further contribution on remaining proposals 
Q39 Summary: Across all remaining proposals, FASD should be used as a central test of whether the 

system truly supports individualised, lifelong needs, or whether it still relies on one-size-fits-all 

models that leave complex neurodevelopmental disabilities behind.  

 

FASD brings together all the key challenges the consultation aims to address: high prevalence, 

multi-system impact, high long-term cost, low awareness, and extreme variability between individuals 

(DHSC, 2021; McCarthy et al., 2021). National FASD’s survey illustrates the human consequences 

when systems treat FASD as if it were “just autism” or “just behaviour”: school breakdowns, mental 

health crises, family strain and unequal access to EHCPs and specialist placements.  

Many children and young people with FASD are among the most vulnerable in the system. UK and 

international evidence shows very high rates of prenatal alcohol exposure among children in care and 

adopted children; one UK review reported that around a quarter of children in care and three-quarters 

of those freed for adoption had been exposed to alcohol in utero (Gregory, 2015; Department of Health 
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and Social Care, 2021). FASD also frequently co-exists with Adverse Childhood Experiences (ACEs), 

trauma and disrupted attachments. National FASD’s survey captures this vividly: parents describe 

children with FASD and ACEs being repeatedly excluded, placed in isolation, or pushed through 

unsuitable curricula, leading to school refusal, self-harm and even PTSD. One parent reported that 

their 7-year-old with FASD “is already talking about killing herself, she hates herself as she can't do 

what her peers can.” 

For such highly vulnerable learners, systemic failure – being labelled “naughty” rather than disabled, 

repeatedly punished for symptoms of brain injury, or forced into environments and exam pathways 

they cannot access – has profound mental-health consequences. SEND reforms that increase 

academic pressure, intensify attendance enforcement and retain rigid behaviour policies, without 

explicitly redesigning provision around FASD and similar profiles, risk exacerbating those harms. 

The “Every child achieving and thriving” White Paper has laudable ambitions, but in its current form it 

assumes that more GCSEs, more time in mainstream and tougher behaviour and attendance regimes 

are the main levers for improvement. For learners with FASD, who need flexible, strengths-based, 

health-informed support, these levers can be harmful unless the reforms explicitly recognise FASD 

and redesign provision around individual profiles. 

Families must retain clear legal routes when the system fails. Because FASD is still poorly understood, 

families often rely on the legal framework around EHCPs, Equality Act reasonable adjustments and 

SEND tribunals to challenge refusals, generic packages or unsuitable placements. Any reform that 

weakens enforceable rights or replaces individually specified EHCPs with non-justiciable “packages” 

will remove the only effective recourse many families have. 

National FASD urges DfE to ensure that all final proposals – on funding, accountability, placements, 

training and data – are explicitly tested against the question: “Will this help or hinder individualised 

FASD-informed support?” Where the answer is unclear or negative, adjustments should be made, 

drawing on existing UK policy and evidence (NICE QS204, SIGN 156, DHSC HNA, FAS-eD frameworks) 

to create a SEND system that finally recognises and responds to the needs of this large, 

long-overlooked group.  

 

 

Conclusion 
Taken together, the evidence and lived experience in this submission show that the Government’s 

SEND reforms will only succeed if they confront FASD directly and redesign support around individual 
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children, not around three pre-packaged tiers. FASD is common, complex, lifelong, and 

disproportionately affects some of the most vulnerable groups in our system – children in care, 

adopted children, and those with multiple ACEs – yet it is almost invisible in the current White Paper 

and guidance. National FASD urges the Department for Education to treat FASD on a par with autism, 

ADHD and mental health; to guarantee early access to FASD-skilled specialists; to ensure EHCPs and 

Individual Support Plans are tightly linked with Individual Healthcare Plans; and to preserve families’ 

legal recourse when generic “packages” fail to meet their child’s needs. If the reforms explicitly embed 

FASD-informed, strengths-based, health-aware, individualised support at every level of the system, 

they can help move a generation of children and young people with FASD from exclusion and crisis 

towards genuine “achieving and thriving.” 
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