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About the Respondents

Special Needs Jungle (SNJ) is a leading UK non-profit SEND online publication
and parent carer-led advocacy organisation. Our work combines policy
analysis, lived experience, journalism and frontline engagement with families
navigating the SEND, health, education and social care systems.

This response is submitted in an organisational capacity and draws on
extensive direct experience of how children and young people with medical
conditions—including complex, fluctuating, multisystem and overlapping
conditions—are supported, misunderstood or excluded within educational
settings.

It also reflects the experiences of families within SNJ’s wider community,
alongside our own expertise as parents, carers and advocates supporting
children and young people with a broad range of medical conditions and
disabilities, including, but not limited to, Ehlers-Danlos Syndromes (EDS), PoTS,
MCAS, ME/CFS, epilepsy, endocrine insufficiency, tube feeding, pica,
neuromuscular conditions, chronic pain conditions, intestinal disorders,
congenital and acquired heart conditions, rare and undiagnosed genetic
disorders, bone disorders and neurodevelopmental conditions.

We welcome this consultation and the ambition underpinning the draft
guidance. The existing 2015 guidance is no longer sufficient to reflect the
realities faced by children and young people with medical conditions in
educational settings. Several of the proposed reforms—including the
introduction of separate allergy safety policies, named accountability, serious
incident and near-miss frameworks, and the clearer articulation of
unacceptable practice—represent important and meaningful progress.



However, we remain concerned about the widening gap between what the
guidance expects educational settings to deliver and the staffing, funding,
clinical infrastructure, training and implementation support currently available
in practice. We are also concerned that several structural weaknesses within
the draft risk undermining its stated principles once implemented.

In particular, we are concerned that this guidance has been developed
alongside the Children’s Wellbeing and Schools Act and the Government’s wider
SEND reform programme without sufficient clarity regarding how these
frameworks will operate together in practice. The combined effect of these
reforms risks increasing expectations on schools to meet increasingly complex
medical and SEND-related needs while potentially weakening access to
enforceable protections through EHCPs and wider SEND law.

The final guidance must therefore more clearly explain how medical conditions
support, SEND duties, attendance expectations, safeguarding responsibilities
and NHS accountability will interact within the post-reform system. Without
this clarity, there is a significant risk that children and young people with
complex medical and overlapping SEND needs may experience greater
inconsistency, weaker accountability and reduced practical protection despite
the positive intentions of the reforms themselves.

These concerns are explored in detail throughout our responses to the
individual consultation questions and reflected within our overarching
recommendations at the conclusion of this submission.

Our team has considerable lived experience and expertise in these issues. This
includes both as parent carers of children with a range of complex medical
needs-including those specifically named in this draft-and as advocates in
SEND education and children’s health care, particularly rare and undiagnosed
conditions. We would very much like to be involved in the further development
of this guidance, as we believe our input and experience would be invaluable.

Executive Summary

Our key overarching concerns are:

e While the draft guidance represents a significant improvement on the 2015
guidance, there remains a substantial gap between what educational
settings are expected to deliver and the staffing, training, clinical



infrastructure, implementation support and funding currently available in
practice.

e The draft guidance does not clearly define the role of NHS-commissioned
services within the delivery of medical conditions support in educational
settings, including responsibilities relating to commissioning, clinical
oversight, delegation of healthcare activities, workforce support and
accountability. Without this clarity, there is a significant risk that healthcare
responsibilities will increasingly shift onto schools without the clinical
infrastructure required to support safe and consistent implementation.

e The interaction between this guidance and the Government’s wider SEND
reform programme is insufficiently developed. In particular, the
relationship between IHPs, EHCPs, attendance processes, safeguarding
responsibilities, and future SEND support arrangements requires much
greater clarity to avoid weakening enforceable protections for children and
young people with complex and overlapping needs.

e Children and young people with fluctuating, invisible, rare and overlapping
conditions remain especially vulnerable to delayed support, disbelief,
medical gaslighting, school avoidance, exclusion and unmet need where
systems are insufficiently flexible, trauma-informed or medically informed.

e The guidance introduces substantially expanded expectations around
training, governance, incident reporting, emergency preparedness and
operational oversight, but provides limited detail regarding implementation,
monitoring, accountability, enforcement and redress. Without meaningful
external oversight and sufficient clinical and workforce support, there is a
significant risk of inconsistent implementation and limited recourse for
families where support is unsafe, inadequate or exclusionary in practice.

e The guidance does not yet sufficiently address the cumulative impact that
unsafe or inadequate medical support may have on children and young
people’s wellbeing, educational participation, family life and long-term
outcomes. Medical conditions support should be understood not solely as a
healthcare issue, but as intrinsically connected to safeguarding, equality,
attendance, inclusion and children’s rights.

We explore these concerns in further detail throughout our responses to the
individual consultation questions and within our overarching recommendations
at the conclusion of this submission.






Section 1: Principles of the Guidance

Q10: Principles—inclusive education for children and young
people with medical conditions

Q10: 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?

Response: Agree, with significant qualifications

We broadly agree with the direction and framing of the principles set out in the
draft guidance. The explicit grounding in Article 28 of the UN Convention on the
Rights of the Child is particularly welcome, as is the recognition that children
and young people with medical conditions are entitled not only to access
education, but to participate safely, meaningfully and inclusively within it.

The recognition of invisible, fluctuating and masked conditions represents a
significant and much-needed advance on the 2015 guidance. We also strongly
welcome the shift towards a more proactive “inclusion by design” approach
rather than relying solely on reactive accommodation once problems have
already escalated.

However, several important gaps and weaknesses remain within the way these
principles are currently expressed and operationalised.

e The principles do not sufficiently acknowledge the wider systemic
pressures affecting implementation. Stating that schools should be
“‘committed to removing barriers” is important, but risks becoming
aspirational rather than operational, unless accompanied by recognition
of the current realities facing schools, including workforce shortages,
declining access to school nursing support, SEND system pressures,
funding constraints and increasing levels of need within mainstream
settings. Without acknowledging these structural pressures, there is a
risk that the guidance sets expectations without adequately addressing
how they will be safely and consistently delivered in practice.

e The guidance should more clearly address the risks associated with
masking, disbelief and diagnostic bias. While the inclusion of masking is



welcome, the current draft does not sufficiently recognise the gendered
and intersectional dimensions of this issue. Girls and young women with
conditions including Autism, ADHD, Ehlers-Danlos Syndromes (EDS),
hypermobility-related disorders, PoTS and MCAS (singly, or a
combination) are frequently required to mask symptoms to remain
included within education and are disproportionately likely to experience
dismissal, minimisation or delayed support. The guidance should
explicitly state that scepticism towards a child or young person’s
self-reported symptoms should not be used as a basis for withholding
support or delaying adjustment. Masking isn’t something that is done
overtly; this is why vigilance and an intersectional understanding are
vital to be alert to different presentations of similar symptoms, which
can range from misunderstood aggression to being overly passive.

e The guidance should also encourage schools to understand that many
medical conditions fluctuate, present differently between individuals and
may involve overlapping or co-occurring needs. For example, PoTS and
MCAS are increasingly recognised in association with Long Covid and
are also more commonly identified within neurodivergent populations.

e The “whole school approach” requires greater operational clarity. While
we strongly support this principle, the draft guidance does not
sufficiently explain what this means in practice. A genuinely
whole-school approach should extend beyond teaching staff alone and
include induction processes, information sharing, trip planning,
attendance management, lunchtime and extracurricular arrangements,
transport considerations, emergency preparedness and the
responsibilities of pastoral, administrative, catering and support staff.
Medical conditions support should not depend on the knowledge or
goodwill of individual staff members.

e The guidance should more explicitly reference schools’ duties under the
Equality Act 201@. In practice, many barriers experienced by children and
young people with medical conditions arise not because support is
impossible, but because reasonable adjustments are not anticipated,
planned for or implemented consistently. The guidance should place
greater emphasis on the anticipatory duty to make reasonable
adjustments and on the fact that equality, safeguarding and medical
support responsibilities are closely interconnected.

Finally, the principles section should more clearly recognise that inclusion is not
achieved solely through physical presence within school. Children and young
people with medical conditions should be able to access education safely, with



dignity, appropriate support and a genuine sense of belonging. Inclusion,
which results in distress, deterioration in health, repeated crisis or educational
trauma, cannot meaningfully be described as inclusive practice.

Q11: Wellbeing

Q11: Do you agree with the proposals for promoting the wellbeing of children
and young people with medical conditions (including allergy)?

Response: Agree, with additions recommended

We welcome the draft guidance’s explicit focus on wellbeing, including
recognition of bullying risk, emotional wellbeing and the significantly increased
prevalence of mental health difficulties among children and young people with
medical conditions. These issues are both important and frequently overlooked
within educational practice.

However, we believe the guidance should take a broader and more
trauma-informed approach to wellbeing, recognising the cumulative
psychological impact that can arise not only from medical conditions
themselves, but also from delayed support, unsafe practice, institutional
disbelief and exclusion from education.

We recommend the following additions:

e The impact on wellbeing of diagnostic delay should be more explicitly
recognised. Many children and young people experience prolonged
periods without a formal diagnosis during which their symptoms, pain,
fatigue, or distress may be questioned or minimised. This is particularly
common for children with fluctuating, poorly understood or multisystem
conditions, including ME/CFS, EDS/PoTS/MCAS, PANS/PANDAS, FASD and
other hypermobility-related disorders. These conditions are far more
common than is currently accepted officially.

However, diagnostic uncertainty is not limited to these conditions alone.
Some children with highly complex presentations linked to rare genetic,
neurological or multisystem conditions may remain undiagnosed for
many years, or indefinitely. The guidance should therefore make clear




that support should begin from the point of identified need and
functional impact, rather than being dependent on formal diagnostic
confirmation.

The guidance should more clearly address the mental health impact
of medical gaslighting, institutional disbelief and repeated unmet
need. Children whose symptoms are repeatedly questioned, minimised
or framed as “behavioural”, may develop profound anxiety, loss of trust
in professionals, school avoidance and disengagement from education.
In some cases, the educational environment itself may become
associated with fear, humiliation or lack of safety. The guidance should
also recognise the impact of medical trauma and post-traumatic stress,
particularly for children who experience frequent medical interventions,
repeated hospitalisation, invasive procedures or medical emergencies.

The wellbeing impact on families and carers should be explicitly
acknowledged. Where schools are unable or unwilling to make
appropriate arrangements, responsibility frequently shifts onto
families—disproportionately mothers—to bridge gaps in support. This
may include attending school to provide care, training staff, remaining
on standby in case of emergency, transporting children, collecting them
during the school day or reducing employment in order to keep their
child safe and included. These pressures can have significant emotional,
financial, social and equality implications for families, which the current
draft guidance does not sufficiently recognise.

By way of example, one of SNJ’s co-directors was required to spend the first
two years of her child’s schooling sitting in a school corridor “just in case” of a
medical emergency. She was expected to attend every school trip for her child
to be permitted to participate. As a single parent, this had substantial financial

consequences, including lost employment opportunities and additional
childcare costs for siblings. The practical consequence of insufficient
confidence, training and support within the school system was that

responsibility for enabling the child’s inclusion was transferred onto the parent

rather than being appropriately supported by the educational setting.

Inappropriate expectations for parents to accompany children with medical
conditions on school outings are not uncommon. Guidance must be explicit in
how schools should manage off-site school visits inclusively, without placing

undue burden on parents.

Finally, the guidance should more explicitly recognise that wellbeing,

attendance, inclusion and medical support are deeply interconnected. Children



and young people with medical conditions should not have to reach a crisis
point, become unable to attend school or experience severe deterioration in
mental health before their support needs are taken seriously or appropriately
addressed.

Section 2: Medical Conditions Policy

Q12: Oversight of medical conditions policies

Q12: Do you agree with the proposal that a named governor and a named
senior leader should be responsible for the medical conditions policy?

Response: agree

We strongly support the proposal for a named governor and a named senior
leader to hold responsibility for oversight of the medical conditions policy. The
diffuse governance arrangements within the 2015 guidance meant that, in
practice, responsibility for implementation, review and operational oversight
was often unclear or inconsistently applied. Clearer lines of accountability are,
therefore, a significant and welcome improvement.

However, accountability must be matched by appropriate expertise, training,
time allocation, and access to external support. Without this, there is a risk that
designated responsibility becomes largely symbolic, rather than translating into
meaningful operational oversight and safer practice for children and young
people.

We recommend that the guidance explicitly requires both the named governor
and named senior leader to receive training relevant to:

medical conditions and disability,

safeguarding,

reasonable adjustments and Equality Act duties,
attendance and inclusion,

and the educational and wellbeing impact of chronic illness.



This training should not be treated as a one-off requirement, but should form
part of ongoing governance, safeguarding and policy review arrangements.

It should also be recognised that school governors are typically part-time
volunteers, many of whom already hold substantial safeguarding, SEND and
compliance responsibilities. These pressures will only increase further under
the Government’s wider SEND reform proposals. Expanding responsibilities
without corresponding support, guidance, and training will create increasing
difficulties both in recruiting governors and in ensuring they feel sufficiently
confident to exercise effective oversight in this area.

Additionally, many governors and school leaders will not have clinical
backgrounds or direct experience with complex medical conditions. The
guidance should therefore provide clearer expectations regarding the level of
knowledge and competence expected of designated leads, alongside clearer
guidance regarding when schools should seek external clinical advice or NHS
support.

The guidance should also place greater emphasis on the operational nature of
this oversight role. Responsibility should extend beyond policy ownership alone
and include monitoring implementation, reviewing incidents and complaints,
overseeing training compliance, ensuring continuity of support arrangements,
and identifying patterns suggesting unmet need, unsafe practice or barriers to
inclusion.

Finally, the guidance should clarify how the effectiveness of these oversight
arrangements will itself be monitored and evaluated in practice. Without clear
accountability and external scrutiny, there is a risk that implementation will
remain highly variable between settings despite the existence of named leads.

Q13: Review of medical conditions policies

Q13: Do you agree with the proposal that medical conditions policies should be
reviewed at least annually, and after any serious incident or near miss?

Response: agree



We strongly support both annual review and mandatory post-incident review
of medical conditions policies. The absence of consistent review processes has
historically contributed to policies becoming outdated, inconsistently
implemented or disconnected from the lived reality of children and young
people with medical conditions.

However, policy review should not be treated as a purely administrative or
compliance exercise. Medical conditions policies operate as safeguarding,
inclusion and risk-management frameworks, and reviews should therefore
focus not only on whether a policy exists on paper, but whether it is functioning
effectively and safely in practice across the setting.

We recommend that the guidance explicitly requires review processes to
involve meaningful input from children and young people with medical
conditions and their families, rather than token consultation alone. The lived
experience of children and families is frequently the most accurate source of
information about where support arrangements break down, where
communication fails, where staff confidence is lacking, or where policies
unintentionally create barriers to inclusion, attendance or safety.

Children and young people themselves should be central to this process.
Schools and policymakers should actively ask pupils with medical conditions
what helps them feel safe, supported and included in education—and equally,
what makes them feel unsafe, disbelieved, excluded or unable to access
learning. Their experiences should directly inform both local policy development
and future national guidance.

The guidance should also make clear that post-incident review must focus not
simply on the individual incident itself, but on identifying any wider systemic
issues which may have contributed to the failure or risk. This includes
examining whether concerns were previously raised, whether adjustments
were implemented consistently, whether training was sufficient, whether
communication processes functioned effectively, and whether staffing or
resourcing pressures contributed to unsafe practice.

We additionally recommend that policy reviews specifically consider:

1. patterns in serious incidents and near misses,
attendance impacts and school avoidance,

3. complaints, disputes or breakdowns in communication relating to
medical support,

4. transition planning and continuity of support,

5. staff training and confidence,



6. and whether reasonable adjustments are being implemented
consistently across the wider school environment.

Finally, the guidance should clarify who is responsible for ensuring that actions
identified through review are implemented, monitored and revisited over time.
Without clear accountability and follow-through, there is a risk that lessons
identified through incidents or review processes may not lead to meaningful
improvement in practice.

Q14: Scope of medical conditions policies

Q14: Do you agree with the proposed scope of medical conditions policies?

Response: Agree, with additions recommended

We broadly agree with the proposed scope of medical conditions policies.
However, we believe the final guidance should more explicitly address several
areas which frequently give rise to conflict, exclusion, misunderstanding or
unsafe practice in educational settings.

Medical conditions policies should not function purely as administrative
documents. They should operate as practical safeguarding, inclusion and
accountability frameworks which set out clearly how schools will identify,
assess, communicate and respond to medical need in day-to-day educational
practice.

We recommend that medical conditions policies explicitly address:

e How disagreements between clinical advice and school assessments
of need will be managed.
This is a common and highly damaging issue for families of children and
young people with medical conditions, particularly where conditions are
fluctuating, poorly understood, episodic or not outwardly visible.

Families frequently report situations in which medical evidence is
questioned, minimised, or effectively overridden by school staff without
appropriate clinical expertise. The guidance should make clear that
schools must not independently reinterpret or dismiss clinical advice



simply because adjustments are operationally difficult, financially
challenging or resource-intensive to implement. Policies should also set
out clear escalation routes where disagreements arise.

How schools will communicate with children, young people and
families in a trauma-informed, non-stigmatising, and medically
respectful way.

Many families describe experiences of disbelief, blame, minimisation and
repeated challenges to the legitimacy of their child’s condition or support
needs. Poor communication can significantly damage trust between
schools and families and may contribute to anxiety, school avoidance,
disengagement from education and deterioration in wellbeing. Policies
should therefore set out expectations around respectful communication,
confidentiality, information sharing and the avoidance of language or
practices which pathologise, criminalise or morally frame iliness-related
absence, distress or disability-related need.

How wider school policies and environments will be reviewed to
ensure they do not create avoidable barriers for children and young
people with medical conditions.

Many barriers arise not directly from the condition itself, but from
inflexible systems, environments and routines. Relevant areas may
include attendance, behaviour, uniform, timetabling, access to hydration
or toilets, rest breaks, movement around the school site, participation in
trips and activities, sensory and environmental factors, and the
management of fatigue or pain. Difficulties relating to medication
schedules, temperature regulation, continence needs, sensory overload,
cognitive fatigue or inability to tolerate prolonged sitting may all require
reasonable adjustments within the wider school environment, not solely
within healthcare planning documents.

How continuity of support will be maintained during transitions, staff
absence and changes in routine.

Children and young people with medical conditions are often particularly
vulnerable during periods of transition, including changes of class,
staffing, timetable, educational phase or placement. Breakdowns in
communication during these periods can result in significant
safeguarding risks, distress or loss of educational access. Policies should
therefore set out how information sharing, risk management and
support arrangements will be proactively maintained during transitions
and periods of staffing change.



e How schools will identify and respond to patterns that suggest
unmet medical need or unsafe practice.

Medical conditions policies should recognise that repeated absence,
escalating anxiety, increasing distress, withdrawal from activities,
repeated requests to go home, frequent attendance at medical rooms,
or deteriorating engagement may all indicate that a child’s medical
needs are not being appropriately understood or supported within the
educational environment. Policies should therefore promote earlier
intervention and review rather than waiting for needs to escalate into a
crisis.

e Additionally, the EqIA claims ‘no adverse equalities impacts’ have been
identified, but it explicitly recognises risks ‘primarily’ around inconsistent
implementation and communication barriers, including where language
barriers or stigma affect engagement. It also states that because DfE
does not collect operational data from schools by protected
characteristics, it cannot monitor the impact of the guidance once
implemented and therefore does not assess the equalities impacts of the
‘end-state’ produced by local implementation. This is a greater risk for
already marginalised communities. It’s not good enough to simply state
and move on without considering and implementing a solution.

Finally, the guidance should more explicitly recognise that medical conditions
support is closely connected to safeguarding, equality and inclusion
responsibilities. Unsafe or inadequate medical support may have serious
consequences not only for physical health, but also for mental health,
educational participation, social inclusion and long-term outcomes for children
and young people.

Q15: Identification of children and young people with
medical conditions

Q15: Do you agree with the medical conditions which we propose should be
covered by medical condition policies?

Response: Agree with the broad approach; significant concerns about the
annex




We strongly agree with the principle that schools should not wait for a formal
diagnosis before providing support, and that decisions should be based on
reported needs and risk of harm. This is a major advance on the 2015
guidance and addresses one of the most common and damaging practices
experienced by families of children with complex and fluctuating conditions.

However, we have serious concerns about the annex listing specific named
conditions.

There are no published inclusion criteria that explain why particular conditions
have been included while others have not. The selection process is opaque,
creating no transparent basis on which omissions can be challenged or future
additions considered. This risks the annex functioning in practice as a de facto
gatekeeping list, regardless of the surrounding text’s intention. Schools
operating under significant resource pressure are likely to interpret “the
conditions in the guidance” as the conditions requiring prioritised support,
thereby recreating precisely the diagnostic gatekeeping problem the guidance
seeks to avoid.

Several omissions are particularly difficult to understand, given the apparent
logic of the annex. There is no reference to cerebral palsy, Down’s syndrome,
sickle cell disease, thalassaemia, haemophilia and other bleeding disorders,
neuromuscular conditions, sensory impairments, phenylketonuria and other
metabolic disorders, Functional Neurological Disorder (FND), or severe
menstrual conditions such as endometriosis and dysmenorrhoea, despite these
often having substantial implications for attendance, fatigue, pain
management, medication, continence, mobility, emergency planning and
educational access.

The treatment of hypermobility conditions within the annex is also confusing.
“Hypermobility Spectrum Disorder” is used as the heading, yet the
accompanying text then moves directly into a discussion of Ehlers-Danlos
syndrome without a clear explanation or distinction. EDS (Ehlers-Danlos
Syndromes) is absent from the annex, despite being the most common
underlying diagnosis within the hypermobility/PoTS/MCAS cluster that the
annex does cover. A child with EDS who also has PoTS and MCAS may therefore
find two of their diagnoses recognised within the annex but not the primary
underlying condition itself.

The guidance should also better recognise the frequent co-occurrence
between many listed medical conditions and neurodevelopmental conditions,
including autism and ADHD. This is particularly relevant for hypermobility
conditions, fatigue, pain presentation, sensory needs, masking and difficulties



communicating symptoms. The issue is not whether autism or ADHD are
themselves framed as “medical conditions”, but that schools should
understand that children with complex medical presentations may also have
neurodevelopmental differences which significantly affect how symptoms
present and how support needs manifest in educational settings.

Sensory conditions such as hearing and sight impairments are also frequently
associated with wider medical, genetic and chromosomal conditions, yet are
absent from the annex.

While the annex cannot realistically be exhaustive, the guidance should
recognise that where a child has a genetic, chromosomal or complex
multisystem condition, staff should anticipate the possibility of co-occurring
conditions and ensure they understand the individual child’s specific
presentation and needs.

Similarly, children with genetic or chromosomal conditions frequently
experience multiple overlapping medical, developmental and sensory needs,
and some with the most complex medical needs often wait years to get a
diagnosis, if they get one at all. The guidance should emphasise that diagnostic
labels alone are not sufficient to understand a child’s needs. Two children with
the same condition may present very differently medically, cognitively,
emotionally and functionally, particularly where co-occurring conditions are
present.

As an example, one of our co-directors was told that a teacher “knew what to
do” because she had previously taught another autistic child. This
assumption—that children sharing a diagnostic label will therefore have similar
needs—proved highly inaccurate. The child’s distinct medical and educational
needs were not understood, discrimination followed, and the placement broke
down within the academic year.

Other notable omissions include Fetal Alcohol Spectrum Disorder (FASD), which
remains significantly under-recognised despite often having major
educational, behavioural, developmental and health implications. While FASD
may be more commonly associated with care-experienced or adopted
children, it is increasingly recognised more broadly across the population. Staff
do not need to speculate about causation to recognise patterns of difficulty
and respond appropriately to a child’s needs.

More broadly, these issues highlight a structural problem with attempting to
embed condition-specific awareness primarily through a static annex within
statutory guidance. No annex can ever comprehensively capture the full range



of medical conditions encountered in educational settings, and any fixed list
risks becoming rapidly outdated as clinical understanding develops.

A more sustainable solution

A more sustainable and clinically responsive approach would be to create a
nationally maintained “living” Medical Conditions in Schools resource, jointly
developed by the DfE, DHSC and the NHS. This could provide regularly updated
condition information, links to clinically validated resources, relevant NICE
guidance, charity support organisations, GP toolkits and practical educational
guidance for schools. Such an approach would be significantly more flexible,
transparent and sustainable than relying primarily on a static PDF annex.

We strongly recommend that:

1. The guidance makes explicit that the annex conditions are illustrative only
and carry no special status relative to unlisted conditions.

2. The DfE publishes the inclusion criteria used to compile the annex, the
evidence base consulted, and a transparent mechanism for how conditions
can be nominated for inclusion or review.

3. EDS (Ehlers-Danlos Syndromes) is added to the annex without delay.

4. The annex is reviewed at least every two years in consultation with
relevant clinical experts, patient organisations and representative groups.

5. The Government explores the development of an online, nationally
maintained, “living” medical conditions resource to support schools
alongside the statutory guidance.

Q16: Staff training on medical conditions

Q16: Do you agree that our proposals set reasonable expectations for staff
training on medical conditions?

Response: Partially agree—significant gaps remain

We welcome the strengthened focus on staff training within the draft
guidance, including the explicit recognition that a standard first-aid certificate
is not sufficient preparation to support children and young people with medical



conditions. The requirement for annual staff training who have responsibility
for IHPs is also a meaningful improvement on the 2015 guidance.

However, significant gaps remain regarding how training expectations will
operate safely and consistently in practice.

The guidance currently sets no minimum national training standards, no
required training content and no competency assessment framework. Terms
such as “sufficient” and “appropriately trained” are used repeatedly without
being clearly defined. In practice, this risks substantial inconsistency between
settings and leaves significant uncertainty concerning the level of knowledge,
confidence and competence staff are expected to have for supporting children
with medical conditions.

This issue becomes particularly concerning given the increasingly complex role
schools are now expected to play in relation to healthcare support. The draft
guidance substantially expands expectations for staff training, emergency
preparedness, medical oversight, incident review, support planning and
implementation of healthcare arrangements within educational settings. Yet
these expanded responsibilities are being introduced within a context of
significant workforce pressures and declining access to clinical support.

Lack of school nursing is a significant risk factor

A major unresolved issue is the degraded role and availability of school nursing
services. In 2025, the King’s Fund reported that the number of school nurses in
England had decreased by 33% since 2009, with significant regional variation.
Some areas now have little or no meaningful school nursing provision
available.

School nurses are uniquely positioned to support operational oversight of
medical conditions within schools. Their role extends far beyond emergency
response; it may include staff training, liaison with families and clinicians,
transition planning, safeguarding support, medication oversight, early
identification of need and coordination between education and health services.

The Government’s own “Healthy Children” guidance recognises that school
nursing teams are often among the first health professionals children and
young people engage with independently, and that they play a critical role in:

e promoting physical, mental and emotional wellbeing,
supporting early identification of health needs,

e and helping children navigate major transitions, including starting
school, moving to secondary education and preparing for adulthood.


https://www.kingsfund.org.uk/insight-and-analysis/blogs/role-school-nurses-supporting-healthiest-generation-children

However, the draft guidance includes little consideration of how school
nursing capacity or wider NHS support infrastructure will be strengthened to
support the significantly expanded expectations it introduces.

Without sufficient clinical oversight and workforce capacity, there is a
substantial risk that increasingly complex healthcare responsibilities will
continue to shift onto already overstretched school leaders, teaching staff and
support staff. This risks creating unsafe variability in practice, increasing
pressure on educational staff, and transferring responsibility for healthcare
implementation away from NHS-commissioned services without appropriate
safeguards.

We are also concerned that, in practice, families are frequently expected to
bridge gaps in training and implementation themselves. Many parents report
being asked—formally or informally—to train school staff, attend school to
administer care, remain on standby in case of emergency, or provide support
during trips and activities in order for their child to be included safely. This
shifts professional responsibility onto families and creates significant
inequality for children whose parents cannot provide this level of unpaid
support.

The guidance should also place greater emphasis on contingency planning and
continuity of trained support. Children and young people should not lose safe
access to education because a trained member of staff is absent, unavailable
or has left the setting.

We recommend that:

1. The DfE, DHSC and NHS England jointly clarify the role of
NHS-commissioned services, including school nursing, in supporting
implementation of this guidance and providing clinical oversight for
healthcare support delivered within educational settings.

2. The DfE, working with relevant clinical experts and patient
organisations, develops and publishes minimum national training
standards and competency frameworks for the medical conditions and
healthcare activities most commonly requiring support in schools.

3. Training requirements should be condition-specific, clinically
validated, regularly refreshed and proportionate to the level of
healthcare support being delivered.



4. The guidance should explicitly state that schools must not rely on
parents or carers to act as the primary or sole trainers of school staff,
even informally.

5. The Government should review the adequacy, funding and regional
availability of school nursing provision urgently, in light of the
significantly expanded expectations introduced by this guidance.

6. The guidance should strengthen expectations around contingency
planning, supply cover and continuity of trained support to ensure
children and young people can safely access education at all times.

Section 3: Individual Healthcare Plans

Q17: Who needs an Individual Healthcare Plan

Q17: Do you agree with the proposal for which children and young people will
need an Individual Healthcare Plan?

Response: agree

We strongly agree that any child or young person whose medical condition
requires the school to put supportive arrangements in place should have an
Individual Healthcare Plan (IHP), and that no formal diagnosis should be
required before support is implemented. This is the right approach and
represents an important improvement on the 2015 guidance.

We are concerned, however, by the statement on page 31 that “it is ultimately
for the head or principal... to decide... whether an Individual Healthcare Plan is
required”. Unless the headteacher is also a medical professional, it is not within
their expertise to make what is effectively a clinical judgement about whether
a child’s condition warrants formal documentation and planning.

If a child has a medical condition requiring support in school, it should always
be recorded within an IHP, even where intervention is relatively limited at that
stage. Medical conditions can fluctuate, deteriorate unexpectedly or interact
cumulatively with other needs over time. The existence of an IHP helps ensure
that adjustments, risks, symptoms, medication, emergency responses and




support arrangements are formally documented, reviewable and transferable
between staff teams, educational phases and settings.

This is particularly important during periods of transition, staff absence or
changes in routine, when informal knowledge about a child’s needs can easily
be lost. Children and young people should not have to repeatedly re-establish
the legitimacy of their medical needs simply because support arrangements
have not been properly recorded or communicated.

We recommend that the guidance be made clearer that IHPs must be
reviewed whenever a child’s condition, treatment, medication, attendance
pattern or level of need changes—not only annually. For many children and
young people, including those with fluctuating, episodic or multi-system
conditions, annual review cycles may be wholly inadequate. The IHP should be
treated as a living document capable of adapting responsively to changing
needs.

The guidance should also recognise that the educational impact of medical
conditions is not always solely physical or immediately visible. Fatigue, pain,
cognitive overload, continence difficulties, sensory issues, treatment side
effects, anxiety related to medical risk, and difficulties accessing the physical
environment may all significantly affect a child’s ability to participate safely
and consistently in education, even where outward presentation appears
relatively stable.

Finally, the existence of an IHP should not be treated as discharging a
school’s duties under the Equality Act 2010, and this should be explicitly
stated within the guidance. An IHP is a planning and coordination document;
it does not replace the school’s anticipatory duty to make reasonable
adjustments for disabled children and young people, and should be a key part
of the child’s transition between settings and key stages.

Q18: Scope of Individual Healthcare Plans

Q18: Do you agree with the proposed scope of Individual Healthcare Plans?

Response: Agree, with additions recommended



We broadly agree with the proposed scope of Individual Healthcare Plans
(IHPs). However, we believe the final guidance should strengthen and clarify
several areas to ensure that IHPs function as meaningful, operational support
documents rather than purely administrative records.

We note a significant structural ambiguity within the draft guidance. IHPs are
described as non-clinical documents, yet they are expected to contain clinical
information including diagnoses, medication and treatment regimes,
monitoring requirements and emergency responses. Where schools are
expected to maintain, review and implement these documents, the guidance
should clearly explain how the accuracy and integrity of clinical information will
be maintained, who is responsible for updating it, and how clinical oversight
and accountability will operate in practice.

IHPs should explicitly capture the cumulative impact of multiple co-occurring
conditions, rather than treating each diagnosis in isolation. Many children and
young people experience overlapping medical, developmental, sensory or
neurodevelopmental needs, where the interaction between conditions
significantly affects day-to-day functioning, attendance, fatigue, pain,
concentration, mobility, emotional wellbeing or ability to participate safely in
education. A condition-by-condition approach risks oversimplifying need and
missing the reality of how complex conditions present in practice.

We strongly welcome the guidance’s emphasis on the child’s voice in the THP.
In keeping with this principle, IHPs should include the child or young person’s
own description of how their condition affects them, what they find difficult,
what helps them feel safe and supported, and how symptoms may present in
school. Children and young people are often the most reliable source of
information about their own lived experience, particularly where symptoms
fluctuate or are not outwardly visible.

The guidance should also recognise that there is a significant difference
between a support plan existing on paper and that support being
operationalised consistently in daily school life. In practice, the quality,
specificity and implementation of IHPs vary substantially between settings.
Important information is often not communicated effectively between staff,
particularly during transitions, staff absence, timetable changes or movement
between educational phases.

For this reason, the guidance should place much greater emphasis on
transition planning. Changes of setting, class, staffing team, timetable or
educational phase are particularly high-risk periods for children and young
people with medical conditions. IHPs and associated risk planning should



therefore be reviewed proactively before transitions occur, rather than
reactively after support has broken down.

We also believe IHPs should document adjustments or support which have
been identified as necessary but which the school is currently unable to
provide. Without this, gaps in provision, staffing or resourcing remain invisible
and difficult to escalate or review appropriately.

We are concerned by the statement on page 32 that “Section G of an EHC
plan typically describes health provision at a strategic level”. Section G
should specify the operational health provision required to meet the child or
young person’s needs, including practical, supervisory and emergency
arrangements where necessary. Where this information is absent, the EHCP
may be deficient, and the guidance should make clear that schools should
raise this with the local authority as a matter of urgency.

More broadly, the relationship between IHPs and EHCPs requires much greater
clarity throughout the guidance. Many children and young people with complex
medical conditions will also have EHCPs, and the two frameworks must
operate coherently rather than in parallel silos. The guidance should clearly
explain how IHPs interact with EHCPs, who is responsible for ensuring
consistency between them, and how disputes or gaps in provision should be
escalated.

There is also a significant risk that, following wider SEND reform, IHPs become
increasingly relied upon as substitute mechanisms for support while carrying
far weaker legal protections than EHCPs. In this context, the final guidance
should clearly explain the legal status, accountability and enforcement routes
associated with IHPs and any future SEND support arrangements.

We recommend that:

1. The guidance clarifies who holds responsibility for verifying, updating
and clinically overseeing the medical information contained within IHPs.

2. IHPs should explicitly include the cumulative impact of co-occurring
conditions, including how symptoms, treatments and environmental
factors interact in practice.

3. IHP templates should include a section capturing the child or young
person’s own account of how their condition affects them and what
helps them feel safe and supported in education.

4. IHPs should record unmet support needs or adjustments the school has
been unable to implement, so that provision gaps are visible, reviewable
and capable of escalation where necessary.



5. Transition planning should form a mandatory component of IHP review
processes, including transitions between classes, staff teams,
educational phases and settings.

6. The guidance should more clearly define the relationship between IHPs,
EHCPs and any future SEND support frameworks, including responsibility
for ensuring consistency between documents and escalation routes
where provision is not being delivered.

7. The guidance should clarify that Section G of an EHCP should include
sufficiently detailed operational health provision to support safe
implementation within educational settings where required.

Section 4: Serious Incidents and Near
Misses

Q19: Incident reporting

Q19: 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?

Response: agree—with requests for strengthening

We strongly welcome the introduction of a serious incidents and near misses
framework. This is one of the most important and potentially transformative
additions within the draft guidance. The absence of any comparable
framework in the 2015 guidance has meant that serious incidents have too
often been minimised, poorly recorded, inconsistently communicated to
families and insufficiently learned from, resulting in repeated failures and
avoidable harm.

A formal incident reporting framework has the potential not only to improve
immediate safety, but also to strengthen accountability, organisational learning
and trust between schools and families. However, for this framework to be
effective, the guidance must provide much greater clarity around definitions,
transparency, escalation and oversight.



Families should be entitled to receive a written record of any serious incident
or near miss within a clearly defined timeframe—we suggest within five
working days. In practice, many families currently report situations where
incidents are minimised verbally, inconsistently documented, or not
communicated fully at all. This can significantly undermine trust and make it
difficult for patterns of unsafe practice to be identified or escalated.

The guidance should also recognise that families and children are frequently
the most accurate source of information about what occurred, particularly
where communication difficulties, distress, masking or fluctuating symptoms
are involved. Lessons-learned reviews should therefore be meaningfully
co-produced with the family and, where appropriate, the child or young person
themselves, rather than conducted solely internally by the school.

The definition of “near miss” also requires substantially greater clarity. Without
clearer thresholds and examples, there is a significant risk that schools may
under-report incidents by categorising them as insufficiently serious. The
guidance should therefore provide illustrative examples, including failures to
administer medication, delayed responses to medical emergencies, unsafe
environmental exposure, communication failures, missing emergency
equipment, inadequate staffing cover, or situations where harm was narrowly
avoided through parental intervention rather than effective school systems.

The guidance should further clarify what happens when schools fail to
appropriately record, review or report incidents. Without meaningful
accountability or external oversight, there is a risk that reporting obligations
become inconsistently applied or honoured only superficially. The role of
governing bodies, local authorities, Integrated Care Boards and Ofsted in
monitoring serious incidents frameworks should therefore be more clearly
defined.

We also believe the guidance should explicitly recognise that repeated failure
to appropriately support a child’s medical condition may itself become a
safeguarding concern, particularly where unmet need results in deterioration
in physical health, mental health, school avoidance, distress, restraint, exclusion
or social isolation. Incident reporting should therefore not be viewed purely
through the lens of isolated emergencies, but also as part of a wider
safeguarding and inclusion framework.

We recommend that:

1. Families are entitled to receive a written record of any serious incident
or near miss within a defined timeframe.



2. Lessons-learned reviews are conducted in partnership with families and,
where appropriate, the child or young person.

3. The guidance provides clearer definitions and practical examples of
what constitutes a “near miss”.

4. The guidance clarifies escalation and accountability routes where
schools fail to appropriately record, review or report incidents.

5. The role of external oversight bodies, including governing bodies, local
authorities, Integrated Care Boards and Ofsted, is clearly defined.

6. The guidance explicitly recognises that repeated unmet medical needs
may itself constitute a safeguarding concern.

Section 5: Allergy Safety

Q20: Oversight of allergy safety policies

Q20: Do you agree with the proposal that a named governor and a named
senior leader should be responsible for the allergy safety policy?

Response: agree

We strongly agree that named accountability for allergy safety is essential.
Given the potentially life-threatening nature of severe allergic reactions and
anaphylaxis, clear oversight and responsibility are necessary to ensure that
allergy safety policies are not only written but consistently implemented in
practice.

We note that, in many settings, the same individuals are likely to hold
responsibility for both the wider medical conditions policy and the allergy
safety policy. The guidance should therefore recognise that this represents a
substantial safeguarding and operational responsibility which requires
appropriate training, time allocation and ongoing support.

The guidance should specify that named leads receive training relevant to
allergy safety, emergency preparedness, reasonable adjustments,
safeguarding and implementation oversight, including understanding how
allergy risks may interact with wider medical conditions or sensory and
environmental needs.

The guidance should also clarify how named oversight arrangements will
operate in practice, including responsibility for monitoring training compliance,
emergency medication availability, incident review, communication with



families and implementation of lessons learned following serious incidents or
near misses.

As with the wider medical conditions framework, accountability arrangements
should not become purely nominal. The effectiveness of allergy safety oversight
will depend not simply on assigning responsibility, but on ensuring those
individuals have sufficient capacity, expertise and authority to implement the
policy consistently and safely across the setting.

Q21: Review of allergy safety policies

Q21: Do you agree that allergy safety policies should be reviewed at least
annually, and after any serious incident or near miss?

Response: agree

We strongly agree that allergy safety policies should be reviewed at least
annually and following any serious incident or near miss. Given the potentially
life-threatening consequences of failures in allergy management, regular
review and organisational learning are essential.

We also recommend that allergy safety policies are reviewed whenever a new
child or young person with a significant allergy joins the setting, particularly
where the allergy introduces new environmental, dietary, medical or
emergency-response considerations. Waiting for an annual review cycle may
leave important risks insufficiently addressed during the period in which
support arrangements are still developing.

Policy review should not be treated as a purely administrative exercise.
Reviews should consider whether allergy safety arrangements are functioning
effectively in practice, including staff awareness and training, communication
with families, emergency preparedness, accessibility of medication,
supervision arrangements, catering practices, trip planning and the
management of environmental allergens.

We further recommend that reviews involve meaningful input from affected
children, young people and families, whose lived experience is often the most
accurate source of information about where risks, misunderstandings or
implementation failures are occurring in practice.




The guidance should also clarify how lessons learned from incidents and near
misses will be incorporated into policy review and how governing bodies will
monitor whether changes identified through review are actually implemented.

Q22: Scope of allergy safety policies

Q22: Do you agree with the proposed scope of allergy safety policies?

Response: agree, with additions recommended

We broadly agree with the proposed scope of allergy safety policies and
welcome the recognition that allergy safety requires a whole-setting approach
rather than being treated solely as an emergency response issue.

We particularly welcome the inclusion of air quality and environmental
considerations, which are often overlooked despite being critically important
for children and young people affected by aeroallergens, respiratory allergies,
asthma, MCAS and other environmentally triggered conditions. Allergy risk
within educational settings extends beyond food exposure and should include
consideration of cleaning products, perfumes and fragrances, air circulation,
pollen exposure, classroom materials, animals, mould, smoke exposure and
other environmental triggers.

We recommend that the guidance more explicitly addresses the intersection
between allergy and Mast Cell Activation Syndrome (MCAS) and related mast
cell disorders, where trigger profiles may be unusually broad, cumulative,
fluctuating and difficult to predict. Children and young people with MCAS may
react to combinations of triggers, environmental changes or exposures that
would not typically be anticipated within standard allergy management
approaches. This can present significant challenges for schools attempting to
apply rigid or standardised allergy policies.

The guidance should also emphasise that allergy safety policies must remain
sufficiently flexible to respond to individual needs. A standardised “one size fits
all” approach may not safely meet the needs of children with complex allergy
profiles, multiple sensitivities or co-occurring medical conditions.

We further recommend that allergy safety policies explicitly address:



1. communication and information sharing between families, catering
providers, transport providers and extracurricular staff,

2. management of allergy risk during trips, activities and transitional

periods,

emergency contingency planning where trained staff are absent,

4. and procedures for ensuring that emergency medication remains
accessible, in-date and available at all times.

W

Finally, the guidance should make clear that allergy safety is both a
safeguarding and an equality issue. Children and young people should not be
excluded from activities, trips, meals or wider school participation because
systems are insufficiently prepared to safely manage allergy-related risk.

Q23: Allergy awareness training

Q23: Do you agree with the proposals for allergy awareness training for all
staff?

Response: agree

We strongly support the proposal for annual whole-setting allergy awareness
training for all staff. Given the potentially life-threatening consequences of
severe allergic reactions and anaphylaxis, allergy awareness should be treated
as a core safeguarding and inclusion issue rather than specialist knowledge
limited to a small number of designated staff.

Training should extend beyond recognising anaphylaxis alone and should
include practical understanding of allergen exposure risks, emergency
response procedures, safe medication access, environmental triggers,
communication responsibilities and the importance of taking children and
young people’s reported symptoms seriously.

We recommend that all training content is clinically validated and developed in
partnership with relevant clinical experts and patient organisations. This is
particularly important given the complexity and variability of allergy
presentations, including conditions such as MCAS, where symptoms and
triggers may not follow more familiar allergy patterns.

The guidance should also clarify expectations around competency, refresher
training and induction processes for new, temporary or supply staff. In



practice, children and young people remain vulnerable where training is
inconsistent or where only a small number of staff feel confident responding in
an emergency.

We further recommend that completion of allergy awareness training is
formally recorded, monitored and reported to the governing body as part of
the annual policy review process, including review of whether sufficient
numbers of appropriately trained staff are consistently available across the
setting.

Finally, the guidance should recognise that effective allergy awareness training
is not solely about emergency response. Good training can significantly reduce
stigma, anxiety and exclusion for children and young people living with
allergies by improving staff confidence, understanding and everyday risk
management across the whole educational environment.

Q24: Adrenaline devices

Q24: Do you agree with the proposal that all schools should stock 'spare’
adrenaline devices for emergency use?

Response: agree

We strongly support the proposal that all schools should stock “spare”
adrenaline auto-injectors for emergency use. The requirement for devices to
be stored in pairs, readily accessible within five minutes of where they may be
needed, and not locked away, is both appropriate and essential from a safety
perspective.

This proposal has the potential to significantly improve emergency
preparedness, reduce reliance on individual families supplying multiple
devices, and provide an important safeguard in situations where a child’s own
medication is unavailable, expired, inaccessible or has already been
administered.

However, the guidance currently provides very limited clarity around
procurement, funding, replacement and operational responsibility. At present,
many schools rely heavily on parents supplying prescribed devices for school
use, typically provided through NHS prescriptions. Moving towards a system



where schools are expected to maintain stocks of multiple “spare” devices
represents a substantial operational and financial shift.

The guidance should therefore clearly explain:

How schools are expected to procure spare devices,

Who will fund them

How replacement following use or expiry will operate, and

The contingency arrangements for periods of national shortages or
supply disruptions.

Schools cannot reasonably be expected to absorb the ongoing costs of
purchasing and maintaining multiple emergency devices from already
overstretched core budgets, particularly where several devices may be
required across large or multi-site settings.

The guidance should also recognise the administrative and safeguarding
responsibilities associated with maintaining emergency medication stocks,
including monitoring expiry dates, ensuring accessibility, staff training,
replacement following use, and maintaining sufficient cover during trips,
extracurricular activities and transport arrangements.

We further recommend that the guidance clarifies how this policy will operate
alongside existing arrangements where children bring prescribed devices into
school, including responsibility for ensuring sufficient devices remain available
across different locations and activities during the school day.

Finally, consideration should also be given to the implications of newer
emergency allergy treatments, including nasal adrenaline products, and how
these may interact with future school allergy safety arrangements and
regulatory frameworks.

We recommend that:

1. The Government establishes a funded national procurement and
replacement mechanism for spare adrenaline auto-injectors.

2. The guidance clearly defines responsibility for monitoring, storage,
replacement and emergency accessibility of devices.

3. Schools are provided with sufficient funding and implementation
support to safely deliver this requirement.

4. The guidance includes contingency planning expectations for shortages,
expired devices and emergency use during off-site activities or
transport.



Section 6: Specific Considerations

Q25: Specific considerations

Q25: Do you agree that the information provided here is helpful?

Response: Agree, with significant additions recommended

We welcome the breadth of this section and the recognition that support for
medical conditions extends beyond emergency response alone. The inclusion of
mobile phones (particularly for CGMs and other monitoring devices), clean air
considerations, attendance management and environmental adjustments
represents meaningful progress compared with the 2015 guidance.

However, several of the most difficult and contested issues in practice remain
insufficiently developed, particularly around attendance, delegation of
healthcare activities, SEND interaction, accountability and resourcing. Without
greater clarity in these areas, there is a significant risk that implementation will
remain inconsistent and that children with complex medical conditions will
continue to experience avoidable exclusion, distress and unsafe practice.

Attendance:

e The guidance must explicitly state that automated attendance
management systems and standardised absence warning letters should
never be issued to families of children and young people with medical
conditions without human review of the individual circumstances.
Automated attendance processes are currently a major source of
distress, conflict and breakdown of trust between families and schools.

e Part-time timetables must not be used as a long-term substitute for
appropriate medical support or reasonable adjustments. While the draft
guidance acknowledges this risk, it should provide much clearer




expectations around review timescales, escalation routes and
accountability where reduced timetables continue for extended periods.

The guidance should explicitly recognise that school avoidance may
develop as a direct consequence of unmet medical need, repeated
disbelief, unsafe practice, inappropriate attendance pressure or
inadequate adjustment. Children whose symptoms are minimised or
repeatedly challenged may develop profound anxiety relating to
educational settings, particularly where previous medical incidents,
humiliation or distress have occurred within school environments.

The guidance gives insufficient consideration to children and young
people whose medical conditions temporarily or permanently prevent
them from accessing full-time in-person education. The final guidance
should more clearly address flexible provision, hybrid education, remote
learning, hospital education, alternative provision and EOTAS
arrangements, including how medical evidence, safety, wellbeing and
accessibility should be considered when determining suitability of
placement and attendance expectations.

The guidance should also give greater consideration to the role of
hospital schools and medical education services, particularly for
children and young people with complex, fluctuating or prolonged health
needs. Hospital schools often hold substantial expertise in supporting
medically vulnerable children and in balancing educational access with
health, fatigue, treatment schedules and emotional wellbeing.

However, transitions between hospital education, mainstream settings,
home tuition, alternative provision and EOTAS arrangements are
frequently poorly coordinated, resulting in fragmented support, loss of
educational continuity and significant distress for families. The guidance
should place greater emphasis on continuity planning, information
sharing and joint working across educational settings where children’s
medical needs require periods of hospital-based or medically adapted
education.

Children and young people with medical conditions should not have to
become critically unwell, unable to attend school, or in crisis before
support is considered legitimate. The guidance should promote earlier
intervention and preventative adjustment rather than reactive responses
once attendance or health has significantly deteriorated.



Delegation of healthcare activities:

SEND

Delegation of healthcare activities—one of the most contested and
high-risk issues in practice for children with complex medical
conditions—is excluded from this guidance and relegated to separate
non-statutory guidance. This is a significant structural weakness.

In practice, schools are increasingly expected to support children
requiring complex healthcare procedures, including medication
administration and delegated clinical tasks, despite many educational
staff having limited training, minimal ongoing clinical oversight and
substantial existing responsibilities. Expecting non-medical staff to
undertake clinical duties under these conditions creates significant and
foreseeable safety risks and risks normalising unsafe practice.

This issue cannot realistically be separated from the statutory
guidance itself. The promised joint DfE/DHSC/NHSE delegation
guidance should either be published concurrently with this guidance and
placed on a statutory footing, or the delegation framework should be
incorporated directly within the final statutory guidance.

intersection:

The guidance does not adequately address the relationship between
medical conditions, IHPs, EHCPs and the SEND framework. For children
with both complex medical conditions and SEN, the two frameworks
must be coherent and mutually reinforcing. The guidance should specify
that where a child has both an IHP and an EHCP, these must be
reviewed together and must be consistent.

The guidance also appears insufficiently integrated with the
Government’s wider SEND reform programme and Schools White Paper
agenda. If future reforms reduce reliance on enforceable EHCP provision
and increase reliance on school-based support arrangements and
ordinarily available provision, significantly greater pressure will fall onto
IHPs and school medical conditions policies.

In this context, the final guidance must clearly explain the legal status,
accountability and enforcement routes associated with IHPs and any
future SEND support arrangements. Otherwise, there is a significant risk
that children with overlapping SEND and medical needs may be left with
more paperwork but weaker practical protection.

Resourcing:



e The guidance introduces substantially expanded expectations around
training, governance, emergency preparedness, incident review,
attendance management and healthcare support, yet provides very
limited detail regarding funding, staffing ratios, clinical infrastructure or
long-term implementation support.

e We call on the DfE to conduct and publish a full equality and
implementation impact assessment examining the additional
workforce and resource burden this guidance will create, particularly for
under-resourced schools, settings with limited access to school nursing
provision, and local authorities already under significant pressure from
wider SEND reforms.

e Without meaningful investment in clinical support, training capacity and
implementation oversight, there is a substantial risk that expectations
placed on schools will outpace their ability to deliver safe and consistent
support in practice.

Taken together, these issues highlight a broader structural concern: the
guidance substantially expands expectations on educational settings while
many of the systems required to safely underpin delivery—including school
nursing provision, NHS support, workforce capacity, SEND infrastructure,
training consistency and external accountability—remain fragmented or
under-resourced.

Without addressing these wider implementation issues, there is a significant
risk that the ambition of the guidance will not translate into consistent, safe
and enforceable support for children and young people in practice.

Section 7: Scope of the Statutory Duties

Q26: FE colleges and post-16 institutions

Q26: 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 with an EHC Plan) with medical
conditions and allergy?




Response: Strongly agree

We strongly support the proposal to extend the statutory duty to FE colleges
and post-16 institutions. The current absence of an equivalent duty beyond
compulsory school age creates one of the most significant and damaging
cliff-edges within the education and medical support system.

Young people with complex medical conditions do not cease to have those
conditions at 16. Yet many families experience a sudden reduction in support,
oversight and accountability when a young person moves from a school
setting—where statutory duties apply—into further education, where
arrangements are often inconsistent, unclear or dependent on individual
institutional practice.

This transition is a well-recognised point of breakdown for young people with
conditions including EDS, PoTS, ME/CFS, epilepsy, diabetes, severe allergies,
continence conditions, autoimmune conditions and complex multisystem
disorders, among many others. The move to post-16 education frequently
coincides with increasing independence, changing healthcare arrangements,
reduced parental involvement and significant educational and social
transitions, all of which can increase vulnerability if support systems are not
robustly maintained.

We particularly welcome the proposal that the duty should apply to young
people with EHCPs up to the age of 25. This is essential given that many young
people with complex medical conditions and disabilities continue in education
beyond 19 and may require ongoing support to safely access learning.

However, extending the statutory duty alone will not be sufficient unless
accompanied by clear implementation expectations, accountability
mechanisms and resourcing. FE settings are often substantially less
experienced than schools in managing complex medical needs, and there is
significant variation in staffing structures, safeguarding arrangements and
access to clinical support.

The guidance should therefore provide greater clarity regarding:

e How medical condition support responsibilities will operate within FE
environments,
How IHPs and EHCPs should transfer between settings,

e The role of families where young people continue to require support with
decision-making,

e How consent and information-sharing arrangements will operate,



e and how continuity of healthcare support will be maintained during the
transition into post-16 provision.

The guidance should also recognise that many young people entering FE may
have experienced previous trauma, exclusion, school avoidance or unmet need
within earlier educational settings. Effective post-16 support therefore has
significant implications not only for educational access, but also for mental
health, independence, employment opportunities and long-term outcomes.

We strongly support the proposal to close this longstanding gap in statutory
protection.

Q27: Non-maintained special schools

Q27: 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?

Response: Strongly agree

We strongly support extending the statutory duty to non-maintained special
schools. Children and young people attending these settings are often among
the most medically complex and clinically vulnerable within the education
system, making their previous exclusion from the statutory framework both
anomalous and difficult to justify.

Many pupils in non-maintained special schools have highly complex
combinations of medical, physical, sensory, developmental and communication
needs, frequently requiring significant healthcare support, specialist
equipment, medication management, environmental adjustments and
coordinated multi-agency working. In practice, the need for clear medical
conditions policies, robust emergency planning, appropriately trained staff and
strong accountability structures may be even greater within these settings
than in mainstream provision.

The guidance should also recognise that many pupils attending
non-maintained special schools have previously experienced breakdowns in
support, exclusion, unmet need or unsafe practice within other educational
settings. Consistent statutory protection is therefore particularly important for
this group.



We welcome the proposal as an important step towards reducing
inconsistency across the education system and ensuring that children and
young people’s rights to safe and appropriate medical support do not depend
on the legal category of school they attend.

However, extending the duty must also be accompanied by sufficient funding,
workforce support, access to clinical expertise and implementation oversight.
Given the complexity of need within many non-maintained special schools, the
success of the statutory duty will depend not simply on extending legal
responsibilities, but on ensuring settings have the capacity and infrastructure
required to deliver them safely and consistently in practice.

Q28: Independent schools

Q28: Do you agree that independent schools should be subject to a statutory
duty to make arrangements for supporting pupils with medical conditions and
allergy?

Response: Strongly agree

We strongly support extending the statutory duty to independent schools.
Children and young people’s rights to safe, appropriate and non-discriminatory
medical support in education should not depend on the type of school they
attend.

The absence of a consistent statutory framework across different educational
settings creates unnecessary variation, confusion and risk for families,
particularly where children move between sectors or where local authorities
place children and young people in independent specialist provision because
suitable maintained placements are unavailable.

Many children with complex medical conditions, disabilities or overlapping
SEND needs are educated in independent specialist settings commissioned by
local authorities. In these circumstances, it is particularly concerning that
statutory expectations regarding support for medical conditions may differ
depending on the legal status of the setting rather than the level of need
presented by the child or young person.

We therefore strongly welcome the proposal to establish greater consistency
across the education system. A child’s entitlement to safe healthcare support,



emergency planning, trained staff, reasonable adjustments and appropriate
safeguarding arrangements should not vary according to whether provision is
maintained, non-maintained or independent.

The guidance should, however, ensure that implementation expectations,
accountability mechanisms and oversight arrangements are equally robust
across all sectors. Extending the statutory duty must not result in weaker
enforcement or inconsistent interpretation within independent provision.

We also recommend that the guidance clarifies:

1. How compliance will be monitored across independent settings,
The role of inspectorates and commissioning local authorities, and

3. How concerns or failures relating to medical support should be
escalated when children are placed by external local authorities.

Finally, the guidance should explicitly recognise that many families seek
independent provision precisely because previous educational placements
have failed to safely meet their child’s medical and educational needs.

Extending statutory protection to these settings is therefore an important and
necessary safeguard for some of the most medically vulnerable children and
young people in the education system.

Summary of Key Recommendations

In addition to our responses to individual questions, we make the following
overarching recommendations:

1. Annex inclusion criteria: Publish the criteria used to select named
conditions, add Ehlers-Danlos syndrome (EDS) to the annex, and create a
transparent process for future additions. Make explicit that the annex is
illustrative only.

2. Healthcare delegation: Reconsider the exclusion of healthcare activity
delegation from this guidance, or commit to the promised delegation guidance
being published concurrently and placed on a statutory footing.

3. Resourcing: Conduct and publish an equality and implementation impact
assessment of the additional workforce, training and resource burden created



by this guidance. Clarify the funding, staffing and implementation support that
will be made available to schools, colleges and other educational settings.

4. Oversight, monitoring and enforcement: The guidance should clearly
define how compliance will be monitored and enforced in practice, including
the roles of Ofsted, governing bodies, local authorities and Integrated Care
Boards (ICBs). Without meaningful external oversight and escalation routes,
implementation is likely to remain inconsistent, and families may have limited
recourse where support is unsafe or inadequate.

5. SEND and post-reform accountability: Strengthen the guidance’s treatment
of the relationship between Individual Healthcare Plans (IHPs), Education
Health and Care Plans (EHCPs), attendance duties, safeguarding
responsibilities and any future SEND support frameworks. Where a child has
both an IHP and an EHCP, these should be reviewed together and kept
consistent and non-contradictory. The final guidance must clearly explain the
legal status, accountability and enforcement routes associated with IHPs
to ensure that medical condition support does not become a substitute for
enforceable SEND provision.

6. Family co-production: Strengthen requirements for meaningful family and
child involvement in IHP development, serious incident review and policy
review, ensuring co-production is substantive rather than tokenistic.

7. Scope extension: Proceed without delay on extending the statutory duty to
FE colleges and post-16 institutions, non-maintained special schools and
independent schools.

8. Minimum training standards: Commission and publish minimum training
standards for the most common conditions and healthcare activities requiring
support in educational settings, validated by relevant clinical experts and
patient organisations.

9. School nursing and clinical infrastructure: Review the capacity of school
nursing and NHS support services alongside implementation of the guidance.
Educational settings cannot safely absorb significantly expanded healthcare
responsibilities without access to appropriate clinical expertise, training and
operational oversight.

10. Attendance and inclusion: The guidance should more clearly address
school avoidance arising from unmet medical need, ensure attendance
processes are medically informed and trauma-aware, and strengthen
expectations around flexible, hybrid, hospital-based and alternative education



arrangements for children and young people unable to safely access full-time
in-person education, including continuity planning between educational
settings.

Special Needs Jungle Ltd

Tania Tirraoro, Renata Watts, Sharon Smith, Gillian Dohety
May 2026
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