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This booklet has been written by parents with children and young people
that have special educational needs and disabilities, for families that may
be experiencing mental health needs for their young person that have
autism and or a learning disability, or a child or young person that may
be on the Dynamic support register.

We want to inform you of what can be done, before your young person
needs to be admitted to a tier 4 mental health hospital, because we know
that these young people do better when they are supported well in their
community.

There is a glossary at the back of the booklet, with links to more
information and organisations, that can help you if you are stuck.

We would like to thank NHS England and NHS Improvement nationally
and NHS England and NHS Improvement — South West for their funding
to be able to produce this resource, so that families can support one
another.




01 We are doing OK.

Ask yourself the following:

What can you do if things start to
change:

How are you?
How are you feeling?
How are things at school/college/uni/work?

e Speak to someone
e Speak to school/college/uni
o Try to make time for yourself - This

How are things at home? 9 doesn’t have to be a day at a health
spa,; it could be as simple as time to
read a chapter of a book over a cup
of coffee

What else can you have in place: é

e Young people aged over 14 years, with a learning
disability are identified on the GP Learning Disability
Register and can and should access annual health
checks

e You have or are working on a care and communication
passport for your child or young person

e Transition planning is being discussed ahead of time

e You have or are working on a Special Education Needs
support plan or an Education, Health & Care plan
(EHCp) for your child or young person




Things are a bit more difficult (02

What can you do if things change?
« Talk to someone Ask yourself the following:
» Speak to school/college/uni How are you?
» Contact social care for a possible assessment How are you feeling?

e e How are things at
¢ What else can you have in place: school/college/uni/work?
1.Speak to your health coordinator who can explore or « How are things at home?

identify*

2.Physical health difficulties

3.Mental health and well-being difficulties

4.Changes in sensory profile or environmental factors

5.Review medication (where appropriate)

6. The health coordinator may contact dynamic support
register coordinator to provide greater support and
monitoring

7.Consider changes to physical or sensory environment,
changes to routine increased in positive activities

8. Multi-agency/multi professional meeting with education,
health and care leads to ensure all reasonable
adjustments are made

*NICE, autism statement 7, page 34
*Developing support and services for children and young people with
learning disability, autism or both. Page 10




03 Things are tough

Ask yourself the following:
e How are you?
e Are you finding ways of coping?
e Are you talking to someone?

\/ :

What can you do if things change?

e Speak to your local social care teams .
o Contact your local Parent Carer Forum

to find support )

What else can you have In place?

Now is a good time to request a Community
Care Education & Treatment Review. Ask the
young persons lead health professional if one is
not already arranged

Is your young person identified/monitored
through the dynamic support register

A Learning Disability and Autism Key Worker
may be allocated (subject to current pilot roll-
out)

Consider short breaks or respite



We need urgent help 04

It's really important to look after yourself. You are not alone and there is help and support
out there, should you need it.

Mental Health Foundation have helpful advice, to see click:
https://www.mentalhealth.org.uk/blog/ten-tips-parents-child-learning-disability

National Autistic Society has an inpatient mental health service and online resources. To
see: https://www.autism.org.uk/what-we-do/help-and-support/autism-inpatient-mental-
health-service

N4

Make sure that you speak to someone and that you give Wh at e | Se Ccadn yO u d O

you time to yourself.  Request an urgent CETR (Care, Education
and Treatment Review) or an emergency

Get in touch with support services to make that your meeting known sometimes known as LAEP

wishes and that of your child. (Local Area Emergency Protocol) or blue
light meeting from either your CAMHS or

Speak to someone who understands your legal rights, see Health lead

above for helpful advice. e Access support from your local CAMHS
(Child and Adolescent Mental Health

If your child dispalys behaviour that challenges, see: Services) crisis team

https://www.challengingbehaviour.org.uk/supporting- « Consider short breaks or respite

yOU/for'famiIieS/family-SUpport-SerVice.html 9 ¢ |f someone's life is at risk call 999


https://www.mentalhealth.org.uk/blog/ten-tips-parents-child-learning-disability
https://www.mentalhealth.org.uk/blog/ten-tips-parents-child-learning-disability
https://www.autism.org.uk/what-we-do/help-and-support/autism-inpatient-mental-health-service
https://www.challengingbehaviour.org.uk/supporting-you/for-families/family-support-service.html

05 When an admission is necessary

Sometimes the treatment in the community is not enough, and admission into a
General Acute Unit (GAU's) or a CAMHS inpatient unit is needed. They can be
admitted on an informal (voluntary) basis or formally (where they are sectioned)
You need to consider a mental health admission when:
e They are unsafe at home
e They are at risk to themselves and/or others
e They are under the care of a psychiatrist and or a therapist but they are still not
stabilising
e You cannot manage their symptoms at home
o Even working with professionals, you still cannot find the right medications or
dosing.
e You and your family members are living in fear
e Your child expresses thoughts of, or plans for suicide or attempts suicide.

It is important to remember that this is not your fault and you need a support
mechanism to support you.

Make sure that there has been a CETR to plan the admission. The admission itself
should have clear rationale as to why the admission is needed, and the care plan that
follows the CETR should state the expected discharge date.

Those with parental responsibility have a central role in relation to decisions about
the admission and treatment of their child, it is therefore essential that those
proposing the admission, identifies who has parental responsibility.

Information you need to
look at:

Mental Capacity Act 1983 -
Chapter 19

Article 25 of the United
Nations Conventions on the
rights of the child.

Look into advocacy for you
and your child to make sure
yours and your child's wishes
are heard.



What can | do if it doesn't go to plan? 06

What can you do, if you feel you haven't been
supported or haven't received anything that we ™ oum P
have listed in this booklet. — ]

e Contact your ICS/CCG, which is where your
health services are commissioned, your parent
carer forum can help with that. ' =2

o Contact your local Healthwatch

e Ring contact helpline on 0808 808 3555 - they How to make a complaint
will be able to signpost you and offer advice of

U OIS L (o e Contact PALS and lodge a
e If there are problems at school or college, complaint

contact your local IAS service .
et o SEEE . Contact your ICS/CCG, which is
e If your Local Authority are not being :
where your health services are

supportive, contact their call centre or o q
complaints procedure. Details should be on commissioned, yqur el S
forum can help with that

their Local Offer
e Look at Ask Listen Do



https://www.england.nhs.uk/learning-disabilities/about/ask-listen-do/

Legislation

* Where a disabled person is substantially disadvantaged, reasonable adjustments must be made to avoid those
disadvantages. Section 20 Equality Act, 2010

» The responsible bodies of schools and education providers must make reasonable adjustments to address
barriers to learning, including the provision of auxiliary aids where reasonable. Section 20 of and Schedule 13 to
the Equality Act 2010

 Children with medical conditions must be supported to attend school in specified circumstances. Section 100
Children and Families Act 2014

* Local authorities must have regard to:

(a) The views, wishes and feeling of the child and his or her parent or the young person;

(b) The importance of the child and his or her parent, or the young person, participating as fully as possible in
decisions relating to the exercise of the function concerned

(c) The importance of the child and his or her parent, or the young person, being provided with the information
and support necessary to enable participation in those decisions

(d) The need to support the child and his or her parent, or the young person, in order to facilitate the
development of the child or young person and to help him or her achieve the best possible educational and other
outcomes. Section 19 Children and Families Act 2014

» Those working with children and young people should ensure that they are cared for in the least restrictive
environment possible Section 1.4 and 1.5 Mental Health Act 1983 Code of Practice 2015



Glossary

Ask Listen Do - Information and resources for people with a learning disability, autistic people,
families and paid carers. There are separate resources for practitioners and organisations.
To see these resources click: https://www.england.nhs.uk/learning-disabilities/about/ask-listen-do/

Autism Key worker pilot - As of 2020, the key worker is a pilot, although there should be key
workers in all areas by 2023, see: https://bit.ly/3ettt2v

CAMHS - Child adolescent mental health service, see: https://bit.ly/3e A40EX

CETR - Care, Education and Treatment Review - The focus is those Children and Young People who
have been in or about to be admitted into a specialist mental health/learning disability hospital. For more
information see: https://learningdisabilitymatters.co.uk/cetr/

Contact - A national Charity that offers advice, information and support on all issues that are relevant to
parent carers that have children with additional needs. They offer a freephone helpline, as well as
training. https://contact.org.uk



https://bit.ly/3ettt2v
https://learningdisabilitymatters.co.uk/cetr/
https://contact.org.uk/
https://bit.ly/3eA40Ex
https://www.england.nhs.uk/learning-disabilities/about/ask-listen-do/
https://www.england.nhs.uk/learning-disabilities/about/ask-listen-do/

DSD - Dynamic support database - As part of the national Transforming Care agenda, the Care and
Treatment Review (CTR) Policy (NHS England 2015) requested that commissioners hold a local database of
people with a learning disability, autism or both who are at risk of an inpatient admission. As commissioners
are tasked with holding the local database and keeping this information active and dynamic, they need support
from clinicians in the community teams to know who is at risk of admission, see:
https://Iwww.england.nhs.uk/learning-disabilities/dynamic-registers-and-dynamic-systems/dynamic-support-
database-dsd-and-clinical-support-tool/

EHCP - Education health and care plan - A legally binding document that shows the needs of the
child and young person whilst they are in education, which can be up to the age of 25 years or when
further education ends. See: https:/bit.ly/3imUuWx

Healthwatch - An independent organisation that feedsback on health and social care commissioned
services. There is a healthwatch in each local area - see: _https://www.healthwatch.co.uk

IAS - Information and Advice Service is a statutory service that provides information and advice to children,
young people and their families - See: https://bit.ly/3ewcfk\W



https://bit.ly/3imUuWx
https://www.healthwatch.co.uk/
https://www.healthwatch.co.uk/
https://www.england.nhs.uk/learning-disabilities/dynamic-registers-and-dynamic-systems/dynamic-support-database-dsd-and-clinical-support-tool/
https://bit.ly/3ewcfkW

ICSICCG - Integrated care systems or Clinical commissioning groups - See -
https://www.kingsfund.org.uk/publications/integrated-care-systems-explained

Local Offer - It is a place (often online) where you can find information on all things special educational
needs

PALS -The Patient Advice and Liaison Service (PALS) offers confidential advice, support and
information on health-related matters. They provide a point of contact for patients, their families and
their carers. See: https://bit.ly/3rigRjZ_

Parent Carer Forums are groups of parents that have children with additional needs 0-25. They are
the strategic partner of those providing services. They know the local area. For more information see
The National Network of Parent Carer Forums : www.nnpcf.org.uk

Short breaks - activities run usually by social care teams, see: https://bit.ly/3wZJkfL

Local contact information is available on the inner back page


https://bit.ly/3wZJkfL
https://bit.ly/3wZJkfL
http://www.nnpcf.org.uk/
https://bit.ly/3rigRjZ
https://bit.ly/3rigRjZ
https://www.kingsfund.org.uk/publications/integrated-care-systems-explained




Local Contact Details:

Dorset Parent Carer Council (Parent Carer Forum)
Email: dpcc@dorsetparentcarercouncil.co.uk
Phone: 07827 793244

Dorset Family Information Service - 01305 221066
Email: familyinfo@dorsetcouncil.gov.uk

Dorset CCG Phone; 01305 368900

Dorset SENDIASS - sendiass@dorsetcouncil.gov.uk
North & West - 07748 624609

Dorchester - 07771 181563

East & Purbeck - 07767 100290

PALS (Dorset Healthcare's Patient Advice and Liaison Service)
Phone: 0800 587 4997

Email: dhc.pals@nhs.net

Patient Advice and Liaison Service

Dorset Healthcare

Sentinel House

4-6 Nuffield Industrial Estate

Poole

Dorset

BH17 ORB

Dorset Local Offer - https://bit.ly/33IAsYn


mailto:dpcc@dorsetparentcarercouncil.co.uk
mailto:dpcc@dorsetparentcarercouncil.co.uk
mailto:familyinfo@dorsetcouncil.gov.uk
mailto:sendiass@dorsetcouncil.gov.uk
mailto:dhc.pals@nhs.net
https://bit.ly/33lAsYn

NHS

National Network of Parent Carer Forums
“Our Strength Iz Our Shared Experience’




