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An Education, Health and Care Plan (EHCP) is a legal document for children or young people
(age 0- 25 years) with complex special educational needs and disabilities (SEND) that
describes their education, health and care needs and support, and the outcomes that they
would like to achieve. Many children and young people with Williams syndrome (WS)
experience a broad range of education, health and care difficulties. As such, children and
young people with WS should be eligible to have an EHCP assessment so they can receive the
necessary support to maximise their well-being and help them reach their full potential. Our
research (n= 114) on EHCPs showed that 72% of children with WS currently have or are in the
process of getting an EHCP, which shows a considerable number of children and young people
do not have the support from an EHCP. It is unclear from our survey why these children do
not have an EHCP.

However, our research has highlighted a number of problems with the EHCP process. Many
parents of children and young people with WS struggle to get an EHCP because the person
that carries out the EHCP assessment does not fully understand the type and range of
problems that individuals with WS may experience that qualify them for an EHCP. Indeed, our
recent research with professionals working with children with WS shows that: although they
could identify the prototypical difficulties, many could not identify the full range of difficulties
and strengths usually associated with WS, such as issues with vision, fine motor, balance and
co-ordination difficulties. Once the child or young person is granted an EHCP, many parents
report difficulties with actually creating the document. This is supposed to a collaborative
process with all the education, health and care professionals involved in the child or young
person’s care, but this is difficult to practically implement. Parents reported that the average
total time for the EHCP process was 6 months, despite the SEND Code of Practice (2014)
stating this process should take 4.6 months. Also, EHCPs should be holistic and consider all of
the education health and care issues (including anxiety, social wellbeing and medical aspects
such as vision and hearing). However, this is rarely the case with plans not considering how
anxiety or vision issues may cause distraction and affect learning. EHCPs should also look at

the future but only 43% of EHCPs for children in primary or secondary school included plans
for post-16 provision.
It can be hard to know what to include in an EHCP for a child or young person with WS. To
start, Section A requires the ‘voice of the child’ to be captured, which can be difficult to do
with children with language and communication difficulties. Nevertheless, there are effective
methods to elicit the child’s voice such as using photos and visual scales to obtain the child’s
views on what they like/don’t like and where they want help. Sections B, C and D should
describe in detail the child’s education, health and care needs and should take into account
how health needs might also impact the child’s education needs. The outcomes in Section E
should be SMART: specific, measurable, action-orientated, realistic and time-framed. This
allows a professional looking at the EHCP to quickly understand what needs to be achieved,
and what provision they need to put in place. Provision described in Section F should be
specific for the type, amount, and frequency of support required to ensure the correct
provision is supplied.
Currently, we are looking into what needs are described in Sections B, C and D of the EHCPs
of children and young people with WS, and how these relate to the outcomes and the quality
of the outcomes in Section E. We hope these findings will shed light onto how to write a good,
effective EHCP for children with WS. Future research should look into why some children and
young people with WS are not being granted EHCPs, and what can be done to change this.
For further information about the EHCP process, what to include and examples of good
practice, please check out our guidelines published as part of our Raising Awareness for
Special Education in WS study funded by the Williams Syndrome Foundation. Thank you to all
the participants that took part in this study!
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