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Supporting Children and  
Young People with Behçet’s  

in mainstream schools 
 

Introduction 
There is no doubt that Behçet’s in children and young people can adversely affect their learning.  The pain 
and constant ulceration, the effects of powerful medication and having to attend numerous doctors and 

hospital appointments can contribute to missing out on education and in creating social and emotiona l 
difficulties.  This needs to be recognised by all those agencies involved in delivering educational provision 

and appropriate support should be made available such as extra time to catch up with schoolwork, and, in 
some cases, special examination provision such as extra time or the use of a scribe if arthralgia makes writing 

difficult.  Access to and storage of medication is also important in the school setting.  Understanding and 
sensitivity to the needs of young people with life changing medical conditions such as Behçet’s is paramount.  

Entitlement to this support is enshrined in UK Law and it is the right of every chi ld and young person to have 
equality of access and provision (UN Convention on the Rights of The Child, 1987, European Convention on 
the Rights of Persons with Disabilities 2006, Equality Act, 2010).  In response to these Acts, each country 
within the UK has developed its own particular legislation which addresses equality of education provision.  
These are listed below. 

Scotland 
In Scotland, the Additional Support for Learning Act (2004), rejected the term Special Educational Needs in 
favour of the term Additional Support Needs, and was further amended in 2009 - The Education (Additional 

Support for Learning) (Scotland) Acts 2004 & 2009.  These needs are defined as arising from educational, 
physical, social-emotional or health needs.  For some children and young people, these will be defined as 

long term needs but for others these needs may be temporary.  In the case of children and young people 
with Behçet’s this may be temporary or long term, depending on the symptoms e.g. short term needs may 
be extra support after a child or young person returns from hospital to allow them to catch up or long term 
needs if they have more severe symptoms affecting their day to day school life. Involvement of parents and 
young people themselves is now seen as essential (Education Scotland Act, 2016).   The Equality Act (2010) 
defines disability as a physical or mental impairment that has a long term and substantial adverse effect on 

a person’s ability to carry out day to day activities.  In order to receive appropriate support, Personal Learning 
Plans are drawn up which outline the kinds of support required in the classroom and any input from other 
healthcare professionals.   

In 2017, draft guidelines were drawn up entitled, Supporting Children and Young People with Healthcare 

Needs in Schools (2017) which offers guidance for NHS Boards, education authorities and schools in 
supporting children and young people with healthcare needs in schools.  This document outlines more 

specifically the rights of children and young people with healthcare needs and the importance of multi -

disciplinary working between health professionals and schools   Guidance on issuing of medication and 
strategies for self-management of care are highlighted.   

Guidance for Parents in Scotland 

Supporting children and young peoples’ learning sits within the range of national policies, legislation, 
strategies and frameworks set out by the Scottish Government as described above. 

This is not merely the responsibility of specialists but is part of a child-centred approach which promotes and 
supports well-being, inclusion, equality and fairness.  As such, your child’s support should start in the 

classroom within a nurturing ethos of care.  This is the right of ALL children and young people.   
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As stated previously, children and young people with Behçet’s may require targeted support for short or 
longer periods of time to help them overcome some of the barriers to learning that may occur as a result of 
their illness such as periods of hospitalization, fatigue and the effects of medication etc.   

Targeted support is usually co-ordinated by classroom teachers and additional support for learning staff 
within the school through a process of staged intervention drawn up in a personal support plan.  Depending 

on the level of need, specialist staff or partners such as health professionals may contribute to the level of 
support.   

The Education Scotland Act (2016) requires that parents and the young people themselves are involved at 
all stages of the process of targeted support.  Therefore, it is advised that you make the school aware as 
soon as possible that your child has Behçet’s and how it may affect their schooling so that a co-ordinated 
support plan is put in place and that you and your child have opportunities to regularly review the progress 
made.  Support should continue from the early years through to secondary education if required, depending 
on when your child develops Behçet’s.  If Special Examination provision is required, the secondary school 
will apply to the Scottish Qualifications Authority for the specific adjustments such as extra time or the use 
of a computer during the examination. 

England 
In England, The Special Educational Needs Code of Practice (2001) specified that children and young  people 

needed a Statement of Needs drawn up by a Local Authority in order to receive support. The Code of Practice 
defines four major areas of difficulty giving rise to Special Educational Needs, namely, cognition and learning; 

communication and interaction; social, emotional and mental health and sensory and physical conditions  
including medical conditions such as Behçet’s. This is gradually being phased out and is being replaced by 

the Education and Families Healthcare Plan under the Children and Families Act (2014).  Although the plan 
includes healthcare and social needs, it stipulates that a plan will only be given if healthcare and social needs 

affect a young person’s education. 

Suggested Action for parents in England 

On the one hand parents will wish their children to be treated like anyone else, and not made the ‘spotlight 

of special attention’, in order that they grow in confidence themselves.  However, being aware of the law is 
important, when difficulties arise, so that one can argue one’s case from a position of strength (fact not 

emotion, even though it is often difficult and frustrating to get one’s own point across).   

Parents are advised to seek an early conversation with the school or nursery Special Educational Needs Co-
ordinator (or SENCo), perhaps armed with a doctor’s (or clinicians) letter of support, to make them aware of 

your child’s condition.  One can also seek support from your local  Information, Advice and Support (IAS) 
Service on SEND issues. https://councilfordisabledchildren.org.uk/information-advice-and-support-

services-network/find-your-local-ias-service 

Ordinarily the SENCo will attend a class to observe the individual and advise on what the next steps should 
be in terms of whether support is needed, and what that might involve. SENCo will take advice from a 
number of professionals, culminating in consultation with the class teacher, to put together an individual 
SEN support plan which should then be shared with the parents. If necessary, either you or the school may  
request an Education, Health and Care (EHC) needs assessment for your child - a detailed investigation into 

your child’s special educational needs and is carried out by the local authority.  The local authority will ask 
the parents, the school and any professionals involved to produce a report about the child’s difficulties, 

which would then be documented by the SENCo on behalf of the school.  

A child’s SEN support plan should contain targets that are specific, measurable, achievable, realistic and time 

sensitive (SMART) which should be reviewed regularly in a meeting with the SENCo, teacher, parents and 
professionals ordinarily once a term. Sometimes, dispensation can be made for examinations, which will be 

based upon the subject of ‘Special Considerations’, and again early discussion with the School’s 

https://councilfordisabledchildren.org.uk/information-advice-and-support-services-network/find-your-local-ias-service/
https://councilfordisabledchildren.org.uk/information-advice-and-support-services-network/find-your-local-ias-service/
https://councilfordisabledchildren.org.uk/information-advice-and-support-services-network/find-your-local-ias-service
https://councilfordisabledchildren.org.uk/information-advice-and-support-services-network/find-your-local-ias-service
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Examination’s Officer needs to be arranged.  More detail can be found on the Joint Council for Qualifications 
site here regarding examination access arrangements. https://www.jcq.org.uk/exams-office/access-
arrangements-and-special-consideration 

Finally, there is a number of organisations involved in the development and delivery of an EHC plan, and they 
will need to set out a basis and means of sharing data between parties. The local authority usually leads the 

process for the EHC assessment, and they would usually obtain early agreement from children, young people 
and their families for the sharing of confidential information with a suitably comprehensive form. With the 

advent of the General Data Protection Regulations (GDPR) and the associated UK Data Protection legislation, 
organisations need to be clear that there use of consent is appropriate and meets the required standard.   

Health providers or commissioners need to assure themselves that any such legal basis for sharing is 
appropriate and satisfies their own policies in relation to data protection and confidentiality.  

Wales 
In Wales, the Special Educational Needs and Disability Act 2001 still applies and no new legislation has been 
brought into Law – see Special Educational Needs Code of Practice (2001).   

On the Welsh Government, Education and Skills website, under Additional learning needs (special 
educational needs) [Wales] it is useful to read the guidance for the role of the special educational needs 
coordinator (SENCo).  It notes that parents hold key information and have a critical role to play in their child’s 

education. Parents have unique knowledge and experience to contribute to the shared view of their child’s 
needs and the best ways of supporting them. Parents should work closely with schools and where necessary 

LAs, to ensure that any provision provided is in the best interes ts of their child’s needs.   It also emphasises 
that learners with SEN have a unique knowledge of their own needs and circumstances, and have their own 

views about what sort of support they would like to help them to make the most of their education. They 
should feel confident that they will be listened to and that their views are valued. Schools should ensure that 

the learner is placed at the centre of decisions about their educational provision and encourage learners to 
play an active part in making these decisions.  

Northern Ireland  
In Northern Ireland, The Special Educational Needs and Disability Act (Northern Ireland) 2016, aims to reform 
how children with Special Educational Needs are identified and supported in mainstream schools and will be 
fully implemented by 2020.  The Act places new duties on boards of governors which includes health and 
social services.  Provision of support for young people with special needs will now be met by schools with 
the help of outside specialists.  

On the Department of Education New SEN Framework [Northern Ireland], as well as covering the Act and 

future initiatives, useful links to related articles include: recording children with special educational 
needs; reports and publications; resource to support children with special educational needs; SEN guidance 
for parents; special educational needs: code of practice; special educational needs: legislation; and support 
for pupils with medication needs. 

  

https://www.jcq.org.uk/exams-office/access-arrangements-and-special-consideration
https://www.jcq.org.uk/exams-office/access-arrangements-and-special-consideration
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