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About you

1  Would you like us to keep your response confidential?

No

Reason for confidentiality:

2  What is your name?

Name:
Sandra Butcher

3  What is your email address?

Email address:
sandra.butcher@nationalfasd.org.uk

4  Which local authority area are you responding from?

What local authority are you responding from?:
Hertfordshire

5  Are you responding as an individual or on behalf of an organisation?

Organisation

6  If applicable, what type of organisation are you from?

Choose below:
Medical condition and allergy stakeholder

If Other, please specify:

7  What is the name of your organisation?

Please type:
The National Organisation for FASD

8  What is your role within the organisation?

Please type:
Chief Executive

9  If you are responding as an individual, in what capacity are you providing views to this consultation?

If Other, please specify:

Principles of the guidance

10  Do you agree with the principles we have identified for including children and young people with medical conditions (including allergy) as
fully as possible in education?

Strongly agree

Comments (optional)::

Summary: The principles are strong, but they need to explicitly recognise FASD as a common, lifelong medical and neurodevelopmental condition whose 
health, learning and wellbeing risks are tightly interlinked. 
 
We strongly support the principles of inclusive education for children and young people with medical conditions, and welcome the explicit focus on risks 
to health and life, learning and wellbeing. For children with Fetal Alcohol Spectrum Disorder (FASD), these three risks are closely intertwined: 
peer‑reviewed studies show higher rates of chronic physical health problems, including cardiovascular and renal conditions, and increased 
hospitalisation and mortality compared with the general population (Attell et al., 2025; Oh et al., 2020; Vanderpeet et al., 2025). One study identified more 
than 428 conditions that can co-occur (Popova et al, 2016). FASD is a lifelong brain‑based disability with whole‑body impacts, yet our survey with



feedback from more than 240 families shows that schools frequently treat it as “just behaviour” or conflate it with autism or ADHD, rather than
recognising it as a complex medical and neurodevelopmental condition. One parent reported, “No one understands FASD! Not enough known about
FASD in schools,” reflecting the risk to learning and wellbeing when FASD is not explicitly recognised. We therefore recommend that FASD is named in the
guidance as an example of a long‑term condition that requires joined‑up health and education support in line with statutory duties under the Children
and Families Act 2014, Equality Act 2010, the SEND Code of Practice, NICE Quality Standard 204 and the DHSC/UKHSA FASD Health Needs Assessment
(Department of Health and Social Care & UKHSA, 2021; National Institute for Health and Care Excellence, 2022).

Wellbeing of children and young people with medical conditions

11  Do you agree with the proposals for promoting the wellbeing of children and young people with medical conditions (including allergy)?

Strongly agree

Comments (optional)::

Summary: The wellbeing proposals are welcome but must specifically highlight FASD as a high‑risk condition for poor mental health and bullying, with
clear links to whole‑school mental health and behaviour policies.

We welcome the recognition that children with medical conditions are at higher risk of poor mental wellbeing and bullying, and the requirement that
policies set out how their welfare will be promoted. Evidence shows individuals with FASD experience very high rates of mental health problems
(including depression, anxiety and suicidality) and are more likely to be hospitalised for mental and behavioural disorders than their peers (Oh et al.,
2020; Vanderpeet et al., 2025). Our family survey demonstrates that poor understanding of FASD in schools directly harms wellbeing: children are
described as “naughty”, “class clowns” or “spoilt” rather than disabled, excluded repeatedly, placed in isolation, and sometimes driven to self‑harm and
school refusal. One parent wrote that their 7‑year‑old “is already talking about killing herself, she hates herself as she can't do what her peers can,”
explicitly linking mental health crisis to lack of appropriate school support. We recommend that the final guidance explicitly includes neurodevelopmental
conditions such as FASD in examples of medical conditions associated with mental health risk, and requires medical conditions policies to link clearly with
whole‑school mental health policies and the SEND Code of Practice so that behaviour and attendance responses do not undermine wellbeing for pupils
with brain‑based conditions (National Institute for Health and Care Excellence, 2022; Department for Education, 2015). We underscore again that due to
prenatal alcohol exposure, people with FASD in addition to the brain based challenges can often have a range of complex related medical conditions that
can worsen over time and need to be understood in the educational setting.

Responsibility for medical conditions policy 

12  Do you agree with the proposal that a named governor and named senior leader should be responsible for the medical conditions policy?

Strongly agree

Comments (optional)::

Summary: Having a named governor and senior leader is essential to ensure that FASD is recognised as a medical and neurodevelopmental condition and
that policies translate into consistent practice.

We agree that having a named governor and senior leader responsible for the medical conditions policy is essential for accountability and culture change.
For conditions like FASD, which are often hidden and poorly understood, leadership ownership is critical to ensure that whole‑school practice moves
beyond generic behaviour policies towards medically and neurologically informed support (National Institute for Health and Care Excellence, 2022). Our
survey respondents repeatedly report that even when children have FASD diagnoses or clear evidence of prenatal alcohol exposure, schools ignore
reports, fail to read assessment documents, or default to one‑size‑fits‑all SEND strategies. A named governor and senior leader could help ensure that
policies and practice for pupils with FASD are implemented, monitored and aligned with statutory duties under the Children and Families Act 2014,
Equality Act 2010, Keeping Children Safe in Education, and the standards set by NICE Quality Standard 204 and the DHSC FASD Health Needs Assessment
(Department of Health and Social Care & UKHSA, 2021; National Institute for Health and Care Excellence, 2022).

Review of medical conditions policy

13  Do you agree with the proposal that the medical conditions policy should be reviewed at least annually, and after any serious incident or
near miss, as described in the guidance?

Strongly agree

Comments (optional)::

Summary: Regular review of the medical conditions policy is vital to ensure that serious incidents involving pupils with FASD trigger learning, adjustments 
and better health‑informed practice. 
 
We strongly support the requirement for at least annual review and review after serious incidents or near misses. For pupils with FASD, serious incidents 
often present as escalated behaviour, self‑harm, absconding or “meltdowns”, but these are frequently treated solely as discipline issues rather than as 
possible failures in medical and neurodevelopmental support. Parents in our survey describe repeated restraint, exclusions and reduced timetables 
where staff did not understand FASD, with one commenting that their child developed PTSD as a result of their school experience. Explicitly linking 
incident review to medical conditions policies will help ensure that schools examine whether the right health‑informed adjustments, sensory supports 
and mental health plans were in place, in line with their duties under the Education Act 2002, the Health and Safety at Work Act 1974 and safeguarding



guidance (Department for Education, 2023).

Scope of the medical conditions policy

14  Do you agree with the proposed scope of the medical conditions policy?

Strongly agree

Comments (optional)::

Summary: The proposed scope is appropriate, but the guidance is not yet adequate as it should ensure that FASD is explicitly recognised so that
identification, IHPs, training and reasonable adjustments reflect its complex profile.

We agree with the broad scope proposed and think it is appropriate for complex conditions such as FASD, which affect learning, behaviour, physical
health and mental health simultaneously (Attell et al., 2025; Oh et al., 2020). The explicit inclusion of identification, Individual Healthcare Plans (IHPs),
training, emergencies, reasonable adjustments, medication, concerns and wellbeing is welcome. However, our survey shows that in practice, children with
FASD are often not identified as having a medical condition at all; instead, they are labelled as “naughty”, “lazy” or “just autism/ADHD”, with one
respondent saying, “School support... did not understand FASD as a brain injury, they believed it is a social behavioural parent/carer issue”
(Survey-data-DfE-consultation, internal report). We recommend that the annex of example conditions explicitly includes FASD and that the guidance
cross‑references the DHSC/UKHSA FASD Health Needs Assessment and NICE Quality Standard 204 to support accurate identification and robust planning
for this under‑recognised group (Department of Health and Social Care & UKHSA, 2021; National Institute for Health and Care Excellence, 2022).

Identifying children and young people with medical conditions

15  Do you agree with the medical conditions which we propose should be covered by the medical conditions policy?

Agree

Comments (optional)::

Summary: The inclusive list is helpful, but it is not yet adequate as FASD and suspected FASD should be explicitly named given its prevalence (at least
2-4% of the population, McCarthy et al., 2021, higher among at-risk populations such as Children Looked After and those who are adopted, Gregory et al.,
2015), whole‑body impacts and high risk of poor outcomes if needs are missed.

We support the inclusive list of medical conditions but are concerned that FASD is not explicitly referenced despite being a relatively common, lifelong
condition with whole‑body impacts and high levels of health service use (Attell et al., 2025; Vanderpeet et al., 2025). FASD is recognised by NICE, is
included in national public health guidance, and carries substantial risk of chronic physical health problems, mental health difficulties and early mortality
(National Institute for Health and Care Excellence, 2022; Department of Health and Social Care & UKHSA, 2021). Any guidance should reflect best practice
as laid out by NICE Quality Standard 204, SIGN 156 (applicable across Scotland, England and Wales) and the DHSC FASD Health Needs Assessment
(National Institute for Health and Care Excellence, 2022; Scottish Intercollegiate Guidelines Network, 2019; Department of Health and Social Care &
UKHSA, 2021). Our survey indicates that lack of explicit recognition of FASD leads directly to missed needs: “Not having a diagnosis could make it harder
to get support in future... especially with no proper FASD pathway,” and “Without a proper diagnosis children's needs will be mislabelled, misunderstood
and mismanaged”. We recommend explicitly listing FASD (and suspected FASD where there is known prenatal alcohol exposure) as an example of a
medical condition that should be covered by medical conditions policies, with or without formal diagnosis, consistent with the guidance's emphasis on
needs‑led support (National Institute for Health and Care Excellence, 2022).

Staff training

16  Do you agree that our proposals set reasonable expectations for staff training on medical conditions?

Disagree

Comments (optional)::

Summary: Training expectations need strengthening to ensure that all relevant staff receive specific, practical training on FASD as a brain‑based,
whole‑body medical condition, not just generic awareness.

We welcome the requirement that all staff understand the medical conditions policy and that those supporting pupils with specific needs receive training,
but we do not believe the current wording sets strong enough expectations for complex conditions such as FASD.
Peer‑reviewed evidence and service evaluations stress that integrated, knowledgeable teams are central to improving outcomes for individuals with
FASD (Masotti et al., 2015; Clarke et al., 2003). Our survey clearly shows that lack of training is a core barrier: “CAMHS had never heard of FASD,” “SENCO...
had never heard of FASD,” and “The lowest qualified people in a school... are lumped with our children, they can do great harm as they are untrained”. We
suggest that the guidance should specify that training on medical conditions must include under‑recognised conditions such as FASD, emphasise that
training should cover neurodevelopmental and whole‑body aspects (executive functioning, memory, sensory processing, mental health risk and physical
comorbidities), not only emergency responses, and encourage collaboration with specialist FASD services and recognised charities in designing and
delivering training (Department of Health and Social Care & UKHSA, 2021; National Institute for Health and Care Excellence, 2022).

Individual Healthcare Plans



17  Do you agree with the proposal for which children and young people will need an Individual Healthcare Plan?

Strongly agree

Comments (optional)::

Summary: We strongly support a needs‑based trigger for IHPs without requiring a formal diagnosis, which is crucial for pupils with suspected or
undiagnosed FASD.

We strongly support the proposal that any child whose medical condition requires the setting to put arrangements in place should have an Individual
Healthcare Plan, and that a formal diagnosis is not required (Department for Education, 2026). This is particularly important for FASD, where diagnosis is
often delayed or inaccessible despite clear evidence of prenatal alcohol exposure and significant functional impairment (National Institute for Health and
Care Excellence, 2022). Our survey contains many examples of children who waited years for assessment or who still lack a formal FASD diagnosis; during
this time, their needs were misunderstood and often treated as “bad behaviour”, leading to exclusions, reduced timetables and missed learning. One
respondent notes that without early recognition, “our son fell through all the cracks and has ended up in the CJS,” illustrating the potential long‑term
consequences of failing to act on need rather than diagnosis. We therefore support the needs‑based trigger for IHPs, but emphasise that the guidance
should stress the importance of continuing to pursue appropriate assessment and diagnosis for conditions like FASD alongside providing support,
consistent with NICE Quality Standard 204 (National Institute for Health and Care Excellence, 2022).

Students with FASD and their families must be involved in co-creation of this plan and the plan must be presented to the student with FASD in easy-read
format, with reasonable adjustments provided in the meetings as needed to help them become self-advocates.

Scope of Individual Healthcare Plans

18  Do you agree with the proposed scope of Individual Healthcare Plans?

Strongly agree

Comments (optional)::

Summary: The proposed scope is appropriate and should be used to ensure that IHPs for pupils with FASD are holistic, personalised and regularly
reviewed as needs change. An easy-read version should be made available to the student with medical needs and they should be included in discussions
(with reasonable adjustments for those discussions).

We agree with the proposed scope and consider it important for capturing the complex profiles seen in FASD, provided that schools are supported to
understand the condition. For pupils with FASD, an effective IHP should always include a clear summary of the neurodevelopmental and physical health
impacts (for example memory and processing speed difficulties, sensory sensitivities, fatigue, mental health risks and any co‑occurring conditions) (Attell
et al., 2025; Vanderpeet et al., 2025). It should set out explicit reasonable adjustments, including quieter environments, shorter instructional chunks,
supervised movement/sensory breaks, flexible timetables and adapted expectations around attendance and exams, and a more flexible behaviour policy
so that the student is not punished for behaviours arising from their medical condition (Clarke et al., 2003). Arrangements for safeguarding and mental
health must be included, recognising the elevated risk of self‑harm, exploitation and contact with the justice system reported in research and reflected in
our survey (Masotti et al., 2015; Oh et al., 2020). Our respondents give many examples where generic plans failed—“Standard reward and sanction
policy... was meaningless to him” and “Standard small‑group interventions set my daughter back years and turned her into a school refuser”—so the
guidance should encourage highly personalised IHPs for hidden neurodevelopmental conditions like FASD, with regular review as needs fluctuate over
time).

Serious incidents and “near misses”

19  Do you agree with the proposed approach for recording, reporting and learning lessons from serious incidents and “near misses” relating
to medical conditions and allergy?

Strongly agree

Comments (optional)::

Summary: The proposed approach is helpful, and should explicitly require schools to consider whether FASD and other conditions have been properly
understood when incidents occur. FASD should be considered as there are more than 428 conditions that can co-occur in addition to the
neurodevelopmental impact that can arise from prenatal alcohol exposure (Popova et al., 2016).

We support the proposed approach and welcome the focus on learning and prevention, not just compliance (Department for Education, 2026). For FASD,
stakeholders responding to our survey reported that serious incidents are frequently framed as “behaviour” (for example absconding, self‑harm,
assaults, repeated restraint) rather than as health‑related events signalling that the environment, support or healthcare plan is insufficient. Our survey
includes examples of children repeatedly restrained, excluded or placed in high‑stress environments, leading to trauma, emotionally based school
avoidance and deterioration in mental health; one parent wrote that in an “outstanding” SEMH school, policies were “too rigid and behavioural” and there
was “too much physical intervention when he was struggling”. We recommend that the guidance explicitly requires incident reviews to consider whether
the pupil's medical and neurodevelopmental needs (including FASD) were correctly understood, whether the IHP and behaviour/attendance policies were
appropriate, and whether staff had adequate condition‑specific training, consistent with duties under Keeping Children Safe in Education and the
Equality Act 2010 (Department for Education, 2023).



Allergy safety

20  Do you agree with the proposal that a named governor and named senior leader should be responsible for the allergy safety policy?

Not Answered

Comments (optional)::

Review of the allergy safety policy

21  Do you agree with the proposal that the allergy safety policy should be reviewed at least annually, and after any serious incident or near
miss, as described in the guidance?

Not Answered

Comments (optional)::

Scope of the allergy safety policy

22  Do you agree with the proposed scope of the allergy safety policy?

Not Answered

Comments (optional)::

Allergy awareness training

23  Do you agree with the proposals for allergy awareness training for all staff?

Not Answered

Comments (optional)::

Adrenaline devices

24  Do you agree with the proposal that all schools should stock “spare” adrenaline devices for emergency use?

Comments (optional)::

Specific considerations arising from medical conditions and allergy

25  Do you agree that the information provided here is helpful?

Agree

Comments (optional)::

Summary: The operational sections are helpful, but they should go further in highlighting flexible, trauma‑informed approaches for pupils with FASD
across admissions, attendance, exams and broader school life.

We find the coverage of admissions, attendance, assessment and examinations, medicines, mental health and other operational issues helpful, but
believe the final guidance should more explicitly address the needs of pupils with complex neurodevelopmental and physical conditions such as FASD.
Research shows that individuals with FASD have high rates of mental health problems, difficulties with executive functioning and memory, and increased
mortality and morbidity; these factors intersect directly with attendance and exam arrangements (Oh et al., 2020; Attell et al., 2025). More than 428
conditions can co-occur (Popova et al., 2016). Our survey highlights that rigid attendance and exam expectations have led to severe anxiety, emotionally
based school avoidance, self‑harm and, in some cases, complete disengagement from education for pupils with FASD. Parents describe children walking
out of exam halls, being unable to tolerate large noisy classrooms and needing EOTAS or highly flexible packages to stay safe and engaged. We
recommend that these sections explicitly reference the need for flexible attendance expectations and phased or blended provision as reasonable
adjustments for some medical conditions, and the importance of alternative assessment routes (for example Functional Skills, portfolio‑based
assessment) and extensive access arrangements for pupils whose cognition, memory and mental and physical health are affected by conditions such as
FASD (Department of Health and Social Care & UKHSA, 2021; National Institute for Health and Care Excellence, 2022).

Scope of the statutory duties

26  Do you agree that FE colleges and post-16 institutions should be subject to a statutory duty to make arrangements for supporting learners
in statutory 16-19 education (including those up to 25 if they have an EHC Plan) with medical conditions and allergy?

Strongly agree



Comments (optional)::

Summary: Extending the statutory duty to FE and post‑16 institutions is essential because FASD is lifelong and difficulties often intensify at transition and
in early adulthood.

We support extending a statutory duty to FE colleges and post‑16 institutions. FASD is lifelong, and peer‑reviewed evidence and lived experience both
show that difficulties often increase at transition points and into adulthood, with high rates of mental health problems, risk‑taking and contact with the
justice system (Attell et al., 2025; Masotti et al., 2015). Our survey includes many accounts of young people with FASD who struggled or dropped out at
college because staff did not understand their condition and no coherent medical/SEND support was in place; one respondent noted that their child was
“asked not to return to college” after drifting through school without appropriate support. Extending the duty would align with the SEND Code of Practice
0–25 and ensure continuity of health‑related support for learners with medical conditions, including FASD, as they move into post‑16 education
(Department for Education, 2015; National Institute for Health and Care Excellence, 2022).

27  Do you agree that non-maintained special schools should be subject to a statutory duty to make arrangements for supporting pupils with
medical conditions and allergy?

Strongly agree

Comments (optional)::

Summary: A statutory duty for non‑maintained special schools is needed to secure consistent, FASD‑informed standards for pupils whose needs are too
complex for mainstream settings.

We strongly agree that non‑maintained special schools should be subject to a statutory duty to support pupils with medical conditions. Many pupils with
FASD ultimately attend specialist schools because mainstream settings cannot meet their complex neurodevelopmental and health needs, as reflected
repeatedly in our survey. Even in specialist provision, families report variation in understanding and support; some schools are highly trauma‑ and
FASD‑informed, while others (including SEMH provision) still rely heavily on punitive behaviour systems and do not integrate health and SEND planning.
Making the duty statutory across non‑maintained special schools would help ensure consistent standards for pupils with conditions such as FASD, in line
with existing duties under the Children and Families Act 2014 and Equality Act 2010 and the best practice set out in NICE Quality Standard 204 (National
Institute for Health and Care Excellence, 2022).

28  Do you agree that independent schools should be subject to a statutory duty to make arrangements for supporting pupils with medical
conditions and allergy?

Strongly agree

Comments (optional)::

Summary: Extending the statutory duty to independent schools is critical to ensure that pupils with FASD receive consistent, rights‑based support
wherever they are educated.

We support extending the statutory duty to independent schools. Children with FASD and other complex medical conditions may attend independent
mainstream or specialist settings, sometimes funded by local authorities through EHCPs where state provision cannot meet need (Department for
Education, 2015). Without a statutory duty, there is a risk of lower consistency and accountability in how independent schools support medical conditions,
even when they educate some of the most complex and vulnerable pupils. Extending the duty would align with safeguarding responsibilities under the
Education Act 2002, Equality Act 2010 and Keeping Children Safe in Education, and ensure that learners with FASD receive coherent, legally backed
support wherever they are educated (Department for Education, 2023; National Institute for Health and Care Excellence, 2022).
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