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Introduction
Children and young people living with a hepatic 
GSD could benefit from special educational needs 
and disability (SEND) support. The purpose of this is 
to help children achieve the outcomes or learning 
objectives set for them by their school. As parents or 
carers, you should be involved in this process.

Rights in education
All educational settings, nurseries, schools, 
colleges, and further education settings must 
make sure they meet the “reasonable” special 
educational needs of children and young people 
they identify as needing extra support. When 
an education setting has identified that a child 
or young person with a hepatic GSD has special 
educational needs, they must make a SEN support 
plan. This might be called an individual education 
plan (IEP) or something similar. Parents and carers 
should always be involved in writing and reviewing 
the support plan. The Local Authority provides the 
funding for schools to pay for specialist resources 
and equipment as required. The SEND Code of 
Practice says that schools should use a ‘graduated 
approach’ to support a child with special education 
needs. This graduated approach has four steps:

Assess: Teaching staff should work with the 
Special Educational Needs Coordinator (SENCO) to 
assess your child’s needs, so they can give the right 
support.

education

Plan: If the school decides that your child needs SEN 
support, they must tell you. The school should talk 
with you about the outcomes that will be set, what 
help will be provided and agree a date for progress 
to be reviewed. This is often done through a SEND 
Support Plan. 
Do: Your child’s teacher is usually responsible for 
the work that is done with your child and should 
work closely with any teaching assistants or specialist 
staff involved. The school should tell you who is 
responsible for the support your child receives.
Review: The school should review your child’s 
progress, and the difference that the help your child 
has been given has made, on the date agreed in the 
plan. You and your child should be involved in the 
review and in planning the next step.

“At primary 
school I had a good experience 

with my teachers especially my key 
worker who used to sit with me during 
lunch time to ensure I had eaten, as 
well as administering my feed when it 
was time during the school day. She 
supported me through my primary 

school years, and I am very 
grateful for her.”ASSESS  |  PLAN  |  DO  |  REVIEW



You should consider whether your child’s special 
educational needs can be met under SEN support 
or whether they need an education, health and care 
plan (EHCP). An ECHP is a higher level of support for 
children with special educational needs, determined 
by a formal needs assessment.

What is an education, health, and care plan?
It offers a way of getting children and young people 
affected by a hepatic GSD specific support at school. 
Legally, local authorities must provide the support 
identified in a child’s EHCP. Children and young 
people up to 25 years should get an EHCP if special 
educational needs support cannot meet their needs.
The purpose of applying for an EHCP is to have your 
child achieve their full potential and get the special 
services they need. The EHCP not only assesses the 
educational needs of the child but also provides 
an insight into what services they need across their 
health and care, providing an all-encompassing 
service. The plan is a legal document.
A request for an EHCP can be made by anyone who 
thinks an assessment may be necessary, including 
doctors, health visitors, teachers, parents, and family 
friends. If they decide to carry out an assessment, you 
may be asked for:
•	 Any reports from your child’s school, nursery, or 

childminder
•	 Doctors’ assessments of your child
•	 A letter from you about your child’s needs

The local authority will tell you within 16 weeks 
whether an EHCP is going to be made for your child.

Higher education
If a young person affected by a hepatic GSD is 
applying for higher education then they can apply for a 
disabled student grant to help with equipment, travel, 
or other things to help make university life easier. 
Make sure you have enough evidence and support 
when applying for either an education plan or EHCP. 
Top tip:   Keep all health assessments up 
to date and have them ready for reviews or to 
discuss with the SEND team at school.

Top tip:  The links below are useful:
www.gov.uk/children-with-special-educational-
needs/extra-SEN-help

www.kids.org.uk/contact-us
www.contact.org.uk/  
www.councilfordisabledchildren.org.uk/  
https://parents.actionforchildren.org.uk/

 

“I’d always recommend sharing 
information about conditions or needs 

at university as soon as possible, in fact 
right from the initial UCAS application. 

Once a student has decided on their 
preferred university and has a firm offer 
then a conversation with the disability or 
wellbeing team there will start the ball 
rolling in terms of putting reasonable 

adjustments in place.” 

For more information or support around 
rights in education for children and young 

people affected by a hepatic GSD contact 
our specialist care advisor. Just email                  

info@agsd.org.uk and we will be in touch.

“Check with 
schools and/or nurseries 

whether the communication app 
they use can be used for close 

communication with the family. Can 
they send pictures of food that has been 
served to assess and learn portion sizes, 
and to determine if the child has eaten 

enough? This might be particularly 
helpful in the early years.”

“Be aware that any adjustments in 
place at school will not automatically 
roll forward into University life, so be 

prepared to discuss with the University 
teams what worked well at school and 

what could have been better.”


