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Introduction
This information sheet is for family carers | All our information sheets are available to
of children and young people with severe | download free of charge.

learning disabilities and behaviour
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It explains the changes to the Special
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system including: www.surveymonkey.co.uk/r/cbfresources
e The assessment process

e The process of writing Education, Health and Care Plans (EHCPs)

e What should go into an Education Health and Care Plan

e Preparing for adulthood

e Personal Budgets

e The local offer

e Information about ways to resolve disagreements.

Important Information

e For family carers living in Wales and Northern Ireland, children and young people
with severe learning disabilities and behaviour described as challenging would be
given a Statement of Special Educational Needs rather than an Education, Health
and Care Plan. For more information on Statements of Special Educational
Needs, please see our information sheet: ‘Getting a Statement (Wales and
Northern Ireland)’.

e For family carers living in Scotland, children and young people with severe
learning disabilities and behaviour described as challenging would be given a Co-
ordinated Support Plan rather than an Education, Health and Care Plan. For more
information please contact the charity Enquire. Website: www.enquire.org.uk /
Helpline: 0845 123 2303.
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The Special Educational Needs and Disabilities system
In recent years, Education, Health and Care Plans (EHCPs)

0 0 replaced Statements and Learning Difficulty Assessments for
children age 0-25. A child’s education, health and care needs are
now assessed together and all the support they will receive is
combined in one plan.

You have the right to a real say in decisions that affect your child. You should have
access to impartial information, advice and support and know how to challenge
decisions you disagree with.

Education, Health and Care needs assessments

The purpose of the EHC process is to look at your child’s education, health and
social care needs as a whole and bring them all into a single plan that sets out all the
support they should have. Children with severe learning disabilities will have needs
that clearly require an Education, Health and Care needs assessment and plan. The
Local Authority should start the process without delay.

Requesting an EHC needs assessment

As a family carer, you have the right to ask a Local Authority to
conduct an education, health and care needs assessment for your

child if they are aged between 0 and 25. ’
>

Your Local Authority has up to six weeks to decide whether to
carry out the assessment. During that time, they will ask you and
others — such as your child’s school or nursery for information to
help them make that decision.

The assessment process
The Local Authority should seek advice from all the education, health and social care
professionals who have been involved with your child and you can ask them to

consider advice from particular professionals. Advice must include:

(a) advice and information from you as your child’s parent
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(b) educational advice and information from the head teacher, nursery staff or where
this is not available, from a person who the local authority is satisfied has experience
of teaching children or young people with special educational needs,

(c) medical advice and information from a health care professional
e.g. Child and Adolescent Mental Health Service (CAMHS),
Speech & Language Therapist, Occupational Therapist

(d) psychological advice and information from an educational
psychologist;

(e) advice and information in relation to social care e.g. from a Social Worker, Care
Manager

(f) advice and information from any other person the local authority thinks is
appropriate;

(g) where the child is in or beyond year 9, advice and information in relation to
provision to assist in preparation for adulthood and independent living;

(h) advice and information from any person the child’s parent reasonably requests
that the local authority seek advice from

Tip: It is not unusual for Social Care and CAMHS to respond with ‘not known to this
service’, especially if they have long waiting lists. However, this does not meet the
legal requirement to give advice about the child’s needs, outcomes and provision. If
this happens seek advice about making a complaint.

Tip: If you have an existing report that you would like to be considered you can
submit it as part of your advice and information. As long as it isn’t really out of date it
should be considered.

Your Local Authority must notify you of their decision whether or not they will issue a
plan within a maximum of 16 weeks from date they received the request for an
assessment.
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Education Health and Care Plans (EHCPs)

An EHCP brings your child’s education, health and social care =

needs into a single, legal document. The purpose of an EHCP

is to:

e provide special educational support to meet the special
educational needs of your child

e secure the best possible outcomes for your child across
education, health and social care

e prepare your child for adulthood as he/she gets older

Content of EHCPs

An EHCP must include the sections shown in the table in Appendix A. Each section
must be separately labelled from each other using the letters A - K.

The sections do not have to be in any particular order and local authorities can
choose their format, as long as all the sections are individually labelled. This is
because the Local Authority is only legally required to provide the support set out in
Section F (special educational provision).

The plan should make it clear who is required to do what, when it should be done
and for how long it should continue.

Also, where the child or young person is in year 9 or above, the
EHC plan must include (in sections F, G, H1 or H2 as appropriate)
the support required by the child or young person to help them
prepare for adulthood and independent living. For example, support
they would need to find a job, to get a house or to take part in their
community.

Aspirations (section A) are long term aims (such as employment) which the Local
Authority should be helping a child to work towards. However, the Local Authority is
not responsible for whether or not they are achieved. Outcomes (section E) are the
benefits or difference made to a child as a result of an intervention, for example
better communication skills. The success of interventions should be judged against
the outcomes.

Tip: An EHC assessment does not always trigger a social care assessment and so
part H may be blank. To avoid this, it is advisable to request an assessment directly
from children’s social services if you feel your family could benefit from support from
social services, such as care in the home or when your child goes out.
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The draft EHCP

You will be sent a draft plan by the Local Authority without the name
of the school or college. You will have 15 days to comment on the
draft and you can ask for a meeting to discuss it. You will be asked
to request the school you want at this point.

The school or other setting must be able to meet the needs of your
child for it to be named in the final EHCP.

Ul

Your Local Authority will then send you the final plan. This must be within 20 weeks
from the request for the EHC needs assessment.

The Local Authority and health service must provide the special educational support
in section F of the plan and the health support in section G. This should help your
child to meet the outcomes that you have jointly identified and agreed.

Involving you

The Local Authority must consider whether you need any information, advice and
support to effectively take part in the EHC Needs assessment and must provide it if
so. If you need support but have not been offered it, then you can ask for what you
need to take part in the EHC process.

The Local Authority must also:
e Consult with the child/young person as well as their parents, taking into
account their wishes, views and feelings.
e Engage with the family so they can take part in decision making.
e Minimise disruption for the child/young person and their family during the
process.

The professionals involved may need to be creative to involve a child or young
person with severe learning disabilities. The CBF can supply information on this.

Reviewing your child’s EHCP

Your Local Authority must review your child’s EHCP at least every 12 months. They
must invite you to a meeting and must work with you and your child to review the
plan. They must ask you what you think and what you want to happen next.
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The system applies to young people up to the age of 25, which d
is important when a young person wants to stay in education

and there is clear evidence to show that they need special
educational support. This support can help them to achieve the
education and training outcomes that move them closer to
employment, for example, an Independent Living Skills course.

See Appendix B for timescales for an EHC Needs assessment and plan.

Preparing for adulthood

Services should work together and support you to help your child prepare for
adulthood, such as going to college, independent living, being involved in their
community and being as healthy as possible in adult life. As children become young
adults, it is important that they are given opportunities to take more control over their
lives.

EHC plans can continue until your child is 25 but will stop for a number of reasons.
These reasons include if your child leaves college or a review meeting reveals that
your child has achieved the educational goals written in the plan and so no longer

needs additional special educational help.

It may be appropriate to have an adult care transition assessment for young people
approaching or over age 18 with SEN or disabilities. For further information about
preparing for adulthood please refer to the Challenging Behaviour Foundation’s
‘Planning for the Future’ information pack.

Personal Budgets for Educational Provision

You are entitled to request a Personal Budget if your child has an EHCP, or is
assessed as needing a plan. The Personal Budget is the amount of money needed
to meet your child’s assessed needs.

You can use a Personal Budget to buy Local Authority
services or to find another organisation which can provide
the support necessary to meet your child’s assessed needs
but you can’t use it to pay for a place in a school or college.
A Direct Payment allows you to take the Personal Budget as
cash to arrange the support yourself. For example, you
could use it to recruit teaching assistants who have relevant
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expertise around challenging behaviour. If the support involves taking your child out
of school, you must have the school’s permission to do so.

You (or your representative) will need to agree this with your Local Authority. A
Personal Budget for Education can only be used for agreed provision in section F of
the EHCP. In reality if your child is in a special school or college, the amount of
additional funding available to him or her in a Personal Budget for Education may be
limited, as much of the funding will be used to pay for the integrated specialist
support and facilities that the school offers as standard.

The Local Offer

m Every Local Authority must have an information directory of
education, health and social care services in their local area

for children, young people and families who have SEN or
disabilities. This is called “The Local Offer”. The Local Offer
should detail any organisations that provide support around
challenging behaviour. Local families can inform the Local
Authority if there are gaps or types of services missing from
the Local Offer.

Ben is 11 and has severe learning disabilities and autism. He has an EHC Plan and attends
a special school. His behaviour has been challenging staff more since he started to go through
puberty. Ben really benefits from frequent breaks when he is at home, he likes to exercise on
his trampoline. His teacher says this approach can’t be adopted at school because there is
no one to supervise him outside the classroom. As a result, Ben is disrupting the class and
the school don’t know if they are the right school for Ben anymore because they can’t keep
him safe. They are insisting he goes to class and Ben is now beginning to display challenging
behaviour when he arrives at school in the morning.

Ben’s parents ask for an urgent review of his EHCP. During the review they explain that Ben
needs constant supervision and regular exercise breaks to prevent challenging behaviour and
to keep him focussed on his learning. They show a Positive Behaviour Support Plan that they
follow at home and some videos of Ben enjoying his trampoline. The LA agree to fund a 1:1
teaching assistant and so Ben can take frequent breaks safely. The EHCP also states that a
‘breakaway’ area should always be available to Ben if he needs to leave class. As a result of
this the school make a timetable document showing free spaces around the school for Ben’s
TA to refer to.

Now that Ben can take the breaks that he needs, his challenging behaviour has reduced, and
he spends more time in class.
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Challenging or disagreeing with decisions

You may not always agree with a decision that has been made about your child’s
support. You should first raise this with the authority or organisation that made the
decision and try to reach an agreement.

There is no single point of appeal for education, health and social care. There are
separate routes for resolution depending on what part of the EHC process or plan
you are challenging. If these routes have been tried and there is still disagreement,
there are several options available:

Disagreement resolution

Using this service is voluntary. It covers disagreements about SEN provision as
well as health and social care and is provided by an independent organisation.
For further information about Disagreement Resolution and when it can be used,
please refer to www.gov.uk/government/publications/send-guide-for-parents-
and-carers, page 42.

Mediation

Mediation is also a voluntary process for parents, which you can use if you
cannot reach an agreement with your Local Authority or Clinical Commissioning
Group, in certain matters relating to EHCPs. This service is independent of the
Local Authority and Health. For further information about Mediation and when it
can be used please refer to: www.gov.uk/government/publications/send-guide-
for-parents-and-carers, page 43.

Appealing to the Special Educational Needs and Disability (SEND) Tribunal

The SEND Tribunal is a legal body. It hears appeals against decisions made by
Local Authorities about EHC needs assessments and EHCPs. This is specifically
about the education provision, but the tribunal can make recommendations
about health and social care. For further information please refer to page 258 of
the SEND Code of Practice (2014).

Disagreeing about health and social care provision

Local Authorities and health care organisations (e.g. CCG) have arrangements
in place if you disagree with decisions taken, or have a complaint.
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e Health provision in the plan —complain via the NHS Complaints Procedure
and then the Parliamentary and Health Service Ombudsman.

e Social care provision —complain to the Local Authority, using their
complaints procedure, followed by Local Government Ombudsman

Demi is 17 and has severe learning disabilities, she communicates using Makaton. She is
transitioning from secondary school to college. Demi’s current school is linked to a small
independent college that specialises in challenging behaviour. The LA feel that Demi’s needs
can be met in a less expensive, larger unit at a local college.

The family know that Demi doesn’t cope in noisy, busy environments and her absconding
behaviours will put her at risk due to a busy car park and main road outside the local college.

Demi’s EHCP outcomes include developing her communication skills by expanding her
Makaton vocabulary. Her current TA is very skilled in Makaton. When the family visit the unit
in the local college, the staff seem shocked to hear about Demi’s behaviours and their
Makaton knowledge seems basic.

Demi’s family appeal to the SEND Tribunal as they feel that the independent specialist college
is the only place that will be able to meet her complex needs and continue to work towards
her communication outcome. The Tribunal rule in the family’s favour and the LA must fund
the independent college.

Top tips

1. The EHC assessment is an opportunity to have your child’s education, health and
social care needs assessed in one process. Support should be coordinated
across education, health and social care and if this doesn’t happen you can make
a complaint.

. You are entitled to impartial information, advice and support. This may include
help from an Independent Supporter. This person, who is independent of the
Local Authority, can help families going through an EHC needs assessment and
the process of developing an EHCP. An Independent Supporter will have training
(including legal training) to enable him or her to provide support. Contact your
local SEN team to find out more information about Independent Supporters, they
usually work for the SEND Information, Advice and Support Service (SENDIASS)
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3. ltis important for you to be prepared with information at hand
and to be fully involved. Before an EHC needs assessment or
review, you may wish to gather together all the reports and ,
letters from your child’s school and any other assessments
that have been produced about your child. You may also want
to write about your child’s needs and how long they have had »
them and include the key issues highlighted in this information
sheet. Your information should be considered as part of the assessment process.

4. Keep copies of all forms and reports submitted as part of the process, as well as
any letters received from the Local Authority. Keep a record of any dates which
will be relevant to the timescale for assessment and do not be afraid to contact
the named person at the Local Authority who is dealing with the process for
updates (sometimes known as your caseworker).

5. There is a lot of information and support available to help guide you through the
process including:

e Independent Parental Special Education Advice (IPSEA) has produced
various template letters for different stages of the process and also has an
advice line www.ipsea.org.uk/advice-line and tribunal helpline:
www.ipsea.org.uk/tribunal-helpline. For template letters and further
information please see: www.ipsea.org.uk/what-you-need-to-know/model-
letters.

e Your local SEND Information, Advice and Support Service (often called
SENDIASS) can provide information and support on your rights as parents,
the rights of your child and further information on the legal duties of all those
involved in the assessment process. Details of the SEND Information, Advice
and Support Service local to you can be found on your Local Authority’s
website.

This information sheet has been produced using information from the SEND Code of
Practice 2014.

Last Reviewed: Feb 2021
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The Challenging Behaviour Foundation
We are a registered UK charity specifically focussed on the needs of children, young people
and adults with severe learning disabilities whose behaviour challenges, and their families.
We will make a difference to the lives of people with severe learning disabilities, whose
behaviour challenges, and their families by:

¢ Championing their rights

e Ensuring timely information and support

e Raising awareness and understanding

e Promoting and sharing best practice

To access our information and support, call 01634 838739, email
info@thecbf.org.uk or visit our website: https://www.challengingbehaviour.org.uk
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Appendix A: The content of an Education, Health and Care Plan

Section

Statutory requirements of the content

What can go in this section for children with learning disabilities and behaviours that challenge? |

A Aspirations, views and interests of e A summary of your child’s achievements, the things they enjoy and the people important to them (as a
the child/young person and the parent, you may wish to write this section yourself, explaining how your child and the family took part in
parents (for their child) the development of the plan).

B Child or young person’s special e Level of learning disability.
educational needs e Educational needs (language, attention span, memory recall).

e What the behaviours are and why they happen including:
- Type (e.g. self- injury including head banging and self -biting, physical aggression including
kicking, biting or pulling hair, non-compliant behaviour including refusing to take part in an activity)
- Frequency (e.g. daily, during the weekend or every Wednesday after travelling in a minibus)
- Severity (e.g. will pick at his skin until arm bleeds)
- Duration of challenging behaviours (e.g. will bang his head on the floor for 10 minutes).
e Communication and sensory needs.

C The child or young person’s health e The plan must specify any health needs identified through the EHC needs assessment which relate to
needs which relate to their SEN the child’s SEN e.g. Cerebral Palsy may impact on a child’s motor skills and coordination and the child

may struggle with creative tasks as a result.

D The child or young person’s social e The plan must specify any social care needs identified through the EHC needs assessment which
care needs which relate to their SEN relate to the child or young person’s SEN e.g. an autistic child needing support to understand the rules

of play.

E Outcomes sought for the child or e Outcomes should be clear and specific and reflect the aspirations of your child and your family
young person - social outcomes(e.g. to remain in the local area well-supported and to develop positive social

relationships)
- health outcomes (e.g. to manage health conditions effectively)
- developmental outcomes (e.g. to learn new ways to communicate needs and in doing so reduce
behaviours that challenge).
e Information on how you will know if outcomes have been met.

F The special educational provision e The special educational support in this section must be provided by the Local Authority or other

required by the child or young person responsible body, and should be detailed and specific e.g. specify numbers of hours.




Statutory requirements of the

What can go in this section for children with learning disabilities and behaviours that challenge?

content

F (Cont'd) The special educational provision Support resulting from the Functional Assessment and Positive Behaviour Support (PBS) plan (e.g. 15
required by the child or young hours per week 1:1 support from a member of staff trained in PBS - for further information refer to the
person Challenging Behaviour Foundation website.

How the special educational support will help meet the outcomes (e.g. a local school will enable a child to
remain in the family home or a school where all staff are trained in Positive Behaviour Support can
provide effective behaviour support).

How special educational support will help to meet identified needs (e.g. the expertise available within the
school to support learning, development and skills).

Any therapies needed to access education (e.g. Speech and Language Therapy, Occupational Therapy,
Physiotherapy).

G Any health care provision Health care support related to your child’s learning disability must be specified and provided by a Clinical
reasonably required by the learning Commissioning Group (CCG) or health trust.

?gsﬂlflltjlitr']etsh:r::?]i?:g?"gfﬁ Whelz(rzgon A clear explanation of how health care support will help to meet the outcomes and any adjustments

having special educgtiongl ﬂeeds needed (e.g. several short appointments may enable a child to take part in an assessment they would not
. gsp be able to complete in one go).

This means that only heglth needs How health care support will help to meet identified needs (e.g. support from Child and Adolescent

that are related to thg Ch”c.l or . Mental Health Services (CAMHS) to manage anxiety and improve child’s ability to participate at school)

young person’s learning disabilities '

will be included in this section of e Assessment and support for the following needs should also be explained in the plan where needed:

the plan e.g. epilepsy can be - Mental health needs

caused by brain damage or a . ,

specific syndrome and is therefore - Additional physical and/or sensory needs

part of the child’s learning disability. - Dietary needs (including tube feeds, allergies and diets associated with religious beliefs e.g. Halal

This may mean that the child food).

requires staff "a'”ef’ to administer Other factors not covered in the law (as they are not directly related to a child’s learning disability), but

rectal d|a;epgm Wh',Ch would be are useful to consider are:

included in this section. However ) ) ) ) )

other health needs, e.g. asthma, - Regular health chgcks (both general & for undiagnosed pain or discomfort which can result in

may not be included if they are not challenging behaviours)

related to the child’s learning - A plan for medical visits which includes reasonable adjustments (e.g. first appointment of the day).

disabilities.

H1 Any social care provision which e Social care support should be detailed and specific and should detail the type of support and who will

must be made for a child or young
person under 18

provide it.




Section

Statutory requirements of
the content

What can go in this section for children with learning disabilities and behaviours that challenge?

H1 Any social care provision e |t should be clear how social care support will help to achieve the outcomes, including any support funded

(Cont'd) which must be made for a by a Personal Budget.

3:'(';;?; g?—:ggnﬁfrsf?gm e Section H1 of the plan must specify all social care services assessed as being needed for a disabled child
; g . or young person under 18 (resulting from section 2 of the Chronically Sick and Disabled Persons Act).

section 2 of the Chronically

Sick and Disabled Persons

Act 1970 (CSDPA)

H2 Any social care provision e Clear explanation of how social care support will help to meet the outcomes (e.g. twice weekly visits by a
reasonably required by the support worker and regular short breaks help family to cope and the child to remain in the family home).
l;:ggmﬁedslf\f;vchﬂg]efeasﬂﬂ in o Clear explanation of how social care support will help to meet identified needs (e.g. seeing family, after school
the child or Yound person clubs, visiting friends to reduce risk of isolation, the benefits of daily routines, training staff to spot behavioural

. young pers triggers and understand individual needs).
having special educational
needs e Specify level of support: (e.g. 1 night a week respite care from a named short break facility).
Social care provision (section H2) does not have the same legal standing as other sections of the plan and the
local authority can take into account cost and convenience. All special educational provision required by the child
(section F) must be provided regardless of cost or convenience. Parents should ask for provision e.g. Speech &
Language Therapy to be included in this section, if without this support, the child would not be able to receive the
same education and training as children without SEN. Healthcare provision can be excluded from the plan
(Section G) on the grounds of cost and convenience.
I Placement e The name and type of the school, maintained nursery school, post-16 institution or other institution to be
attended by the child or young person and the type of that institution .
These details must be included only in the final EHC plan, not the draft EHC plan sent to the child’s parent or
to the young person.
J Personal Budget (including e Whether a Personal Budget (and Direct Payment) is needed for children who need individualised support.

arrangements for Direct
Payments)

e How the Personal Budget will help to meet the outcomes and identified needs.




Section

Statutory requirements of
the content

The advice obtained in
connection with an
assessment must be
attached to the plan

What can go in this section for children with learning disabilities and behaviours that challenge?

The following advice for children and young people with learning disabilities whose behaviours challenge
should be obtained:

- Functional assessment of behaviour - Communication assessment
- Sensory assessment - Risk assessments
- Post 16 capacity assessment - A Positive Behaviour Support plan

The assessment and planning process should support the development of the following, if not already
available:

Plan for developing communication techniques (e.g. sign language)
Skill development

Plan of where and how to access local challenging behaviour crisis support
A Hospital Passport (including planned adjustments)




Appendix B: Statutory timescales for EHC needs assessment and plan

“JUNOD9. OJUI USYE] 4B SAUSIM pue SMIIA J19Y) ‘A|Inj paAjoAul sI uosiad BunoA Jo/pue pliyo ‘abels A1ans 1y

<

Request for assessment/child or young person
brought to local authority’s (LA’s) attention

Yes LA decides whether to conduct No
l_ EHC needs assessment _l
LA notifies parent/young person of LA notifies parent/young
decision within a maximum of 6 person of decision and right to
weeks from request for assessment appeal within a maximum of
6 weeks from request for
v assessment
LA gathers information for EHC
assessment
l
* -
Yes LA decides whether an  No (_)“'90'“9_ LA
EHC plan is needed information
gathering -
v where an LA
LA drafts plan and sends it to parents/ LA notifies requests
young person parent/young cooperation
person of of a body in
‘ isi securin
Parents/young person has 15 calendar _deCISlon and . _g
right to appeal information
days to comment/express a preference L )
. L within a and advice,
for an educational institution and should )
maximum of 16 the body
also seek agreement of a personal
weeks from must comply
budget -
request for within 6
l assessment weeks

LA must consult governing body,
principal or proprietor of the educational
institution before naming them in the
EHC plan. The institution should
respond within 15 calendar days

!

Following consultation with the parent/
young person, the draft plan is amended
where needed and issued. (LA notifies
parent/young person of rights to

appeal.)
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