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Waiting for a neurodevelopmental assessment
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[bookmark: _Toc180970370]About this guide
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[bookmark: _Hlk180748634]Who is this guide for?

This guide is for parents and carers of children and young people in Gateshead who are waiting for a diagnosis for neurodevelopmental needs.
Please note: we have used "child" throughout this guide to mean "child or young person". This means the person under 18 years old that you are responsible for.
[image: Information with solid fill]
Why have I been given this information?

You or someone else, like a doctor, therapist or teacher, may have noticed certain things about the way your child behaves. 

Every child is different. But you may be worried that your child:
doesn't like or doesn't cope well with changes to routine
finds it hard to control their emotions
has delays with learning to talk or understanding words 
has a small number of very intense interests 
finds social situations hard to deal with
has trouble concentrating 
is restless or hyperactive
seeks out or avoids certain sounds, smells, tastes, textures (sensory experiences)

These concerns may have made you or someone else think about whether your child has neurodevelopmental needs. 
[image: Brain in head with solid fill]
What are neurodevelopmental needs?

Neurodevelopment means the development of the brain and the nerves that send messages to and from it. 

Everyone's brain and nerves develop a bit differently. Sometimes, these differences can affect a person's behaviour, learning, memory or social skills. They might struggle with everyday situations and need support with them. This is called having "neurodevelopmental needs". 

Common neurodevelopmental needs include:
autism
ADHD (attention deficit hyperactivity disorder)
A learning disability
Autism impacts people in lots of different ways and is very individual, its sometimes called a spectrum.
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I think my child has neurodevelopmental needs. What happens now?

This guide is designed to help you through what happens next. 
Every child's needs are different. This means that the exact steps and timescales will be different for everyone.
Section 1: Referral and assessment
This shows you what you can generally expect from the assessment process. There is one process for children under 5, and another for children and young people aged 5 to 18.
Section 2: Advice from parents and carers
You're not alone. Many parents and carers have been through the same process. We've collected tips and advice from them to help you on your journey.
Section 3: Support you can access now
We know that waiting times for assessment are long. There are services that can support you and your family while you wait. Your child does not need to have a diagnosis to use these services. 
For some of them, you may need a referral from a doctor or other professional. Some of them may only be available to certain people.



[bookmark: _Toc180970371]Section 1: Referral and assessment
If a child might have neurodevelopmental needs, there are steps we take to check what might be going on. 
You might hear us call it a "pathway". This is the journey through all the steps.
We can't say exactly how long the pathway or each step along it will take for you and your child. But it can be useful to know what step you are up to and what's coming next. 
There is one pathway for children under 5, and another for children and young people aged 5 to 18. You can find these on the next pages. You will probably have been through some of the first steps already.


Children under 5
Referrals for children under 5 are handled by Gateshead Council.
More information about the referral process is available here: https://gateshead-localoffer.org/referral-process/
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Children and young people aged 5 to 18
Referrals for children aged 5 and over are handled by the Children and Young People's Service at Cumbria, Northumberland, Tyne and Wear NHS Foundation Trust (CNTW).
More information is available here: www.cntw.nhs.uk/resource-library/a-guide-to-a-children-and-young-peoples-cyps-neurodevelopmental-assessment-information-for-parents/
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[bookmark: _Hlk180998705]The QB test is a quantitative behaviour test. The Conners questionnaire is used to assess ADHD symptoms.

[bookmark: _Toc180970372]Section 2: Advice from parents and carers
We know that the process of getting a diagnosis for your child can be long and overwhelming. It is difficult to know what to expect. Here are some of the things other parents and carers have found helpful.
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Keep a diary

Keep a diary of your experiences and concerns about your child. This can help when you are talking to professionals or giving information for a referral.
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Don't compare your child to someone else's

Your child's development and progress will be different to another child's.
Neurodevelopmental need is a spectrum. There are some things that we look for when making a diagnosis. But how these things look in your child will be different to how they show up in someone else.
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Talk to others and try not to become isolated

It's easy to feel alone when you find out your child has a neurodevelopmental need. This can be especially true if your child's behaviour is challenging. But other parents and carers have been through this too.  
In Gateshead, there are groups run by parents of children with a neurodevelopmental disorder. They will be happy to chat with you about their experiences. They can share things that they found helpful.
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Take notes

When you go to appointments, you often get lots of information at once. Sometimes this can be too much. If you can, take a pen and paper with you. Write down anything that seems important or helpful. This will help you remember it later.
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Ask questions

You will have lots of questions throughout this journey. It is never the wrong time to ask them, or to ask for another explanation if you don't understand the answer. 
You will get a co-ordinator. They can answer your questions about the process and what to expect. 
If you need more practical help, the services in section 3 can help. Even if the person you speak to doesn’t know the answer, they will know someone who will.
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Go on courses

Lots of organisations offer free training for parents and carers. These courses can help you to meet your child's needs. Some are about a particular diagnosis, such as autism or ADHD. Others are about how to deal with things like sleeping or going to the toilet. 
Training can't give you all the answers. But it can still give you lots of information and tips on how to support your child. 
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You do not need a diagnosis to get the support you and your child need
More people than ever have neurodevelopmental needs. This means people have to wait longer for a diagnosis. But help is available, and you do not need a diagnosis to use many of these services.

[bookmark: _Hlk180151780]

[bookmark: _Toc180970373]Section 3: Support you can access now
The services below can give you help and advice while you wait for your child to be diagnosed. 
Here is a quick guide to what they can offer. There is more information on their websites, or in the A to Z section (page 12 onwards).

Services quick guide
	Autism support services

	Autism Central
	Information, courses and coaching 
	https://daisychainproject.co.uk/autism-central/

	Gateshead Autism Hubs
	Advice and support for parents and carers
	https://daisychainproject.co.uk/gateshead-autism-hubs/

	Toby Henderson Trust
	Support before, during and after the diagnosis process 
	www.ttht.co.uk

	SEND support services (Special Educational Needs and Disabilities)

	Citizen's Advice
	General advice and information, including a service for people living with neurodiversity
	https://citizensadvicegateshead.org.uk/services/living-with-neurodiversity/

	Gateshead Council Short Breaks Scheme
	Breaks and activities for children with disabilities and their families
	www.gateshead.gov.uk/article/4010/Short-break-services

	Gateshead Parent Carer Forum
	Group of parents and carers of children and young people with SEND
	www.gatesheadparentcarerforum.co.uk/

	Gateshead SEND Local Offer
	Information about the services available for children with SEND and their families
	https://gateshead-localoffer.org/information-advice-services-and-support/




	Family support services

	Gateshead Council Early Help
	Support for families who need help dealing with a problem
	www.gateshead.gov.uk/article/13425/Early-Help-

	Gateshead Family Hubs
	Welcoming spaces for families, with activities and support
	www.gateshead.gov.uk/article/22551/Gateshead-Family-Hubs

	Healthy Relationships Pathway
	Help with improving family relationships
	https://www.gateshead.gov.uk/article/13571/Support-for-family-relationships

	Support for children and young people

	Gateshead's Children and Young People's Primary Care Mental Health Service
	NHS mental health services
	www.stsftmentalhealth.nhs.uk/our-services/gateshead/children-and-young-peoples-primary-care-mental-health-service

	Gladstone Terrace Centre for Young People
	Youth centre and youth group
	

	Young Women’s Outreach Project
	Services and projects for young women
	https://sites.google.com/ywop.co.uk/home

	Activities

	Baby Sensory
	Sensory development sessions for babies
	www.babysensory.com/gateshead

	Twisting Ducks Theatre Company
	Performing arts sessions for adults with learning disabilities
	www.thetwistingducks.co.uk/take-part




Services A to Z
[bookmark: AutismCentral][bookmark: _Hlk180490860]Autism Central 
[bookmark: _Hlk180965972]Autism Central provides information, courses and coaching for families, parents, carers, and personal assistants. In the North East and Yorkshire, it's run by Daisy Chain.
They offer:
1 to 1 appointments
online support sessions 
online workshops
There is more information on this website: https://daisychainproject.co.uk/autism-central/
If you think one of these sessions would help you, please contact support@daisychainproject.co.uk. 
You can also fill in this contact form: https://daisychainproject.co.uk/ac-contact-form/

[bookmark: BabySensory]Baby Sensory
[bookmark: _Hlk180966226]Baby Sensory is for babies aged 0 to 13 months. These classes aim to help your child with their learning and sensory development. 
You'll get ideas for creative play, massage, tummy time and more. Learn to use songs and rhymes to help your baby develop early speech and language skills. Or try sensory signing activities to help you and your baby communicate from birth. 
Find out more here: www.babysensory.com/gateshead
Get in touch by calling 07710 161 671 or emailing gateshead@babysensory.co.uk

[bookmark: CitizensAdvice]Citizen's Advice 
Citizens' Advice provide advice and information that you can trust. Their support is free and impartial. Advisers help figure out the best things for you based on what you need. 
They have a new service for people living with neurodiversity. Find out more here: https://citizensadvicegateshead.org.uk/services/living-with-neurodiversity/

[bookmark: GatesheadAutismHubs]Gateshead Autism Hubs
Gateshead Autism Hubs are for parents and carers of children and young people with autism (0 to 25 years). They offer information, advice, and support. 
The Hubs provide:
drop-in sessions
peer support groups
training for parents, carers, and professionals
They can also give advice and point you towards services for other conditions, including: 
FASD (Fetal alcohol spectrum disorder)
ADHD
sensory differences
social and communication differences
mental health
learning disabilities 
Gateshead Autism Hubs are free for parents and carers. You do not need an autism diagnosis to use any of their services.
Here is some more information about what the Hubs do:
· Autism awareness training for parents and carers
These free sessions aim to help you feel more confident in supporting your child. The sessions will help you to understand your child's needs and behaviour. They will also teach you about strategies you can use.
The sessions are all 9:30am to 12:30pm. They take place at:
Deckham Family Hub
The Elgin Centre
Elgin Rd
Deckham
Gateshead NE9 5PA

[bookmark: _Hlk180153087]Find out about future sessions and book a place here: https://daisychainproject.co.uk/product/autism-awareness-training-for-parents-carers/
If you have any questions you would like to ask before you book, please email gatesheadautismhubs@daisychainproject.co.uk
· [bookmark: _Hlk175900624]Parent support groups 
These groups are a safe space for parents and carers to meet others in a similar situation. Parents and carers can support each other and share their experiences and ideas. A Gateshead Autism Hubs team member is also there to help. 
The sessions are relaxed and informal. You can talk about anything you might be struggling with, as well as sharing positive stories and tips. Some sessions take place face to face. Some are online.
For dates of future sessions and how to book, visit:
https://daisychainproject.co.uk/gateshead-parent-support-groups/
· Multi-agency sessions (support services drop-in)
There are lots of services and organisations that can support you and your child. At our multi-agency drop-ins, we get them together for you all in one place. You don't need to book or tell us you're coming. Just pop by on one of the dates. 
The drop-ins are held at:
Deckham Family Hub (The Elgin Centre)
Blaydon Family Hub
You can find dates and times for these sessions here: https://daisychainproject.co.uk/gateshead-multi-agency-drop-ins/
If you have any questions you would like to ask before you come to a session, please email gatesheadautismhubs@daisychainproject.co.uk

[bookmark: STSFT]Gateshead Children and Young People's Primary Care Mental Health Service
Gateshead's Children and Young People's Primary Care Mental Health service run drop-in sessions with children’s therapists and wellbeing practitioners. They can offer you advice and information. 
Sessions take place on different days and times. They run in local venues, such as the Baltic. You do not need to book. Your child does not need to have used mental health services before.
Find more information on this website: www.stsftmentalhealth.nhs.uk/our-services/gateshead/children-and-young-peoples-primary-care-mental-health-service
You can also email stsft.gatesheadcyppcn@nhs.net

[bookmark: EarlyHelp]Gateshead Council Early Help 
[bookmark: _Hlk180966950]Children and families can need help at any stage in a child's life. When help is needed, it's best to act early, rather than waiting until things get worse. 
Early Help is all about supporting you and your child as soon as a problem starts (or before if we can). It applies to any problem that a family cannot deal with on their own. Every family is different, so there are lots of services and organisations that can help.
The Early Help online hub has more information about how you can get help: www.gateshead.gov.uk/article/13425/Early-Help-

[bookmark: ShortBreaksScheme]Gateshead Council Short Breaks Scheme
Short breaks let disabled children and young people spend time with friends, do fun activities, and gain new skills and independence. They also give parents and carers a break from their caring role. This used to be called "respite".
Short breaks come in all shapes and sizes. They can be a break for a child away from their family. Or it can mean helping families to take a short break together. Short breaks can last a few hours, a day, overnight or longer. They can take place in or away from the family home.
Examples of short break services include:
out-of-school clubs
youth clubs at evenings and weekends
1 to 1 support from short break workers
family-based breaks provided by carers and specialist childminders
overnight stays at our residential unit Grove House
The type of short break you may be able to get will depend on your child's needs. You may need a referral.
Find more information here: www.gateshead.gov.uk/article/4010/Short-break-services
 You can call the Referral and Assessment Team on 0191 433 2653.

[bookmark: GatesheadParentCarerForum]Gateshead Parent Carer Forum 
Gateshead Parent Carer Forum is a group of parents and carers of children and young people with SEND.
Parents and carers can meet together in a relaxed atmosphere. 
They offer:
drop-in coffee mornings
information sessions 
training events 
There is more information on their website: www.gatesheadparentcarerforum.co.uk/
[bookmark: SENDLocalOffer]
Gateshead SEND Local Offer
There is lots of information and support available for children and young people with special educational needs and disabilities (SEND) and their families. The council has put all this into one handy webpage. This is called the SEND Local Offer.
It includes information about:
services and support
education
health and social care 
transport
Find out more on this website: https://gateshead-localoffer.org/information-advice-services-and-support/
You can also keep up to date by following the Gateshead Local Offer Facebook page: Gateshead SEND Local Offer | Facebook
You can email the team at senteam@gateshead.gov.uk, or phone 0191 433 3626

[bookmark: GatesheadFamilyHubs]Gateshead Family Hubs 
Gateshead's Family Hubs are welcoming spaces for families. They offer lots of activities and support. If your child has special educational needs and disabilities (SEND), they can offer support until your child is 25 years old. 
There are 9 Family Hubs across Gateshead:
· Birtley Harras Bank
· Blaydon Winlaton
· Chopwell
· Chowdene
· Deckham 
· Felling
· Leam Lane
· Teams
· Wrekenton
This leaflet tells you more about the support available:

 
You can also find more information on their website or Facebook page: www.gateshead.gov.uk/article/22551/Gateshead-Family-Hubs
www.facebook.com/GatesheadFamilyHubs/

[bookmark: GladstoneTerraceCentre]Gladstone Terrace Centre for Young People
This youth centre offers support to young people aged 11 to 25. The service is still being developed, but you can get in touch to see what support is available. 
They have an LGBTQ+ social group called PLUS Group. This is an informal group where the young people take the lead. There is also some one-to-one support available through this group.
Please contact rhoda@gladstoneterracecentre.org or plusgroupnortheast@gmail.com or call 0749 5836 069 for more information. 

[bookmark: HealthyRelationshipsPathway]Healthy Relationships Pathway
The Healthy Relationships Pathway aims to improve family relationships. It does this through group sessions and online learning.
Find out more here: https://www.gateshead.gov.uk/article/13571/Support-for-family-relationships

[bookmark: TobyHendersonTrust]Toby Henderson Trust 
The Toby Henderson Trust is a charity that supports people with autism before, during and after the diagnosis process. 
They offer: 
private diagnosis and assessment
webinars
family support
working directly with children

For more information, see the PDF below. 


You can find more information on their website: www.ttht.co.uk

They also have a Facebook page: www.facebook.com/TheTobyHendersonTrust

[bookmark: TwistingDucks]Twisting Ducks Theatre Company
[bookmark: _Hlk180967881]The Twisting Ducks Theatre Company make fun, accessible and informative drama about issues that are important to people with learning difficulties. They also run creative activities for adults with learning disabilities.
[bookmark: _Hlk180968072]They run Performing Arts Academies. Here you can work as part of a team to develop new theatre performances. They also have a Band Academy. Here you can set up and run your own band.
Find more information here: www.thetwistingducks.co.uk/take-part
Get in touch by calling 0792 516 7775 or emailing thetwistingducks@googlemail.com

[bookmark: YoungWomensOutreachProject]Young Women’s Outreach Project
The Young Women’s Project is for young women and mothers aged 11 to 19 years old. They support all young people who identify as women. 
They have a range of services. Some may be useful for neurodivergent young people. 
Their work includes:
1 to 1 support
group support
counselling
workshops
advice and information about other services or organisations
Call 0191 477 7759 or email admin@ywop.co.uk to find out more.
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Health Visitor or nursery notices that the
child has needs or delays

They refer the child for a 0-4 Referral
Meeting.

After this meeting, the child may be
/ referred for one of these services: \
2

Speech and Language
Therapy (who may already
be working with the child)

Portage (home teaching)
or Early Years Teacher

One of the Child Development
Team's clinics

L |

Child Development Clinic Autism Assessment Clinic

This is for children with complex needs or This is when autism is a potential diagnosis
profound multiple learning disabilities

Monitoring period
The child joins the waiting list. We send a letter to their parents to tell them this.

Professionals work with the child to address their needs. The Autism Care Co-ordinators gather
information from this work.

Parents are pointed towards suport services in the meantime.

|

Assessment
The child comes to clinic with the parent or carer.
Other professionals involved with the child may also be there, such as a health visitor or early years worker.
The paediatrician and Autism Care Co-ordinator gather all the information they need.

The professionals discuss the information and decide if a diagnosis is appropriate.

| |

If the child is diagnosed on the day If the child is not diagnosed on the day

" ) This will be because either:
The parents are given:

e the doctor needs more evidence to be able to
make a diagnosis

e the evidence suggests that autism is not an
appropriate diagnosis

e a post-diagnostic information pack
signposting to support services that
are available

e advice about Disability Living
Allowance (DLA) Professionals will continue to work with the child. We

will offer a review appointment.
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Family Hub Welcome leaflet 2024
There are currently nine Family Hubs located at:
Birtley Harras Bank Family Hub Teams Family Hub a l eS e a
Harras Bank, Birtley, Rose Street, Teams,

Gateshead DH3 2LN Gateshead NE8 2LS
Blaydon Winlaton Family Hub Chopwell Family Hub
Shibdon Bank, Blaydon, Derwent Street, Chopwell
Gateshead NE21 5EZ Gateshead NE17 7HS
Deckham Family Hub Leam Lane Family Hub
Elgin Centre, Elgin Road, Cotemede, Leam Lane
Gateshead NE9 5PA Gateshead NE10 8QH
Chowdene Family Hub Wrekenton Family Hub
Waverley Road, Chowdene, High Street, Wrekenton

Gateshead NE9 7TU Gateshead NE9 7JR

Felling Family Hub
High Street, Felling,
Gateshead NE10 OLT

For more information:
Tel (0191)433 6310

Email familyhubs@gateshead.gov.uk
Website www.gateshead.gov.uk/familyhubs

n Gateshead Family Hubs

Help us to improve our service to
Gateshead families.

Family Voice is our forum for parents and
carers to have their say on:

* Support services at your local Family Hub
* How best to promote the offer among families

¢ |deas for new sessions and activities

¢ Improving our venues and facilities

IiH gm Gateshead | %‘ NHS|
Gateshead Health m C il = L Morth East and
NHS Foundation Trust ounci ] N i
oundation Trus orth Cumbria
Please contact us for more information on (0191) 433 6310 or email

familyvoice@gateshead.gov.uk . . .
www.gateshead.gov.uk/familyvoice Hel PiNng our commun |ty to thrive

5078-b-JH-Feb24






Gateshead’s Family Hubs provide a welcoming
space for families and the wider community.

Our Family Hubs support families from conception to FA.M I LY
the age of two to give all children the best start in life. HW BS
We continue to support families of children up the age

of 19 and to age 25 for young people who have special educational needs
and disabilities (SEND). Our hubs are also open to other members of the
community who may need more help.

Gateshead

Group activities for pre school children

® (nfant Massage ® Baby & Child First Aid @ Bright Futures

® Baby Time o First Words Together o Trike Time

o Toddler Time ® Early Words Together o Creative Time
® Active Totz o Holiday Activities @ Play Time

@ Story Time ® Soft Play

® Song Time ® Sensory Kidz

o Infant Feeding Friends
® Health & Wellbeing Clinics

@ Introducing Solid Food Sessions

® Henry - Healthy Start, Bright Future

Also available at Gateshead Family Hubs

@ Parenting & Healthy Relationships
Programmes
Gingerbread Single Parents Groups

Walk & Wheel Gateshead
Skills 4 Work

Gateshead FC Foundation
Childminders Groups
Shortbreaks

Feeding Families 4
Family Group Conferencing b
Child Development Team
Gateshead School's Music Service
Children’s Physiotherapy

Go Gateshead

North East Young
Dads & Lads

Mums Talk
Girl Guiding
Scouts
Brighten the Day
Primary Care Mental Health Service
Gateshead Parent & Carer Forum

Bloom Baby Classes
Fagan lrish Dancing
Kalma Life

Little Movers

Diddi Dance

Sylvia Dobson School
of Dance

Little Ballers
Active Through Football’
Adult Learning

Library Activities

Gateshead
Ju-dJitsu Club

Childcare

Daisy Chain
Autism Hubs

Andy’s Man Club
Hat-trick

Kinship Carers in Touch

Portage Groups
Sensory Rooms

Toy Library

® Antenatal and Postnatal Care

e Infant Feeding

Gateshead Health

NHS Foundation Trust

® Parentcraft

® Pregnancy Smoking Cessation
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TTHT service poster 2024.pdf
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The tT{bg Henderson Trust

What we offer...

TTHT provides support to autistic children, young
people, adults & their families, without requiring a
referral or even a confirmed autism diagnosis. TTHT
services offer a combination of face-to-face and
virtual support. If you would like to access any of our
services, please call 0300 365 3055 or emaill
support@ttht.co.uk.

Our services include:

Face-to-face family support appointments for
parents/caregivers.

One to one Zoom or telephone family support
sessions.

Targeted webinars (please see our website
www.ttht.co.uk and our Facebook page: The Toby
Henderson Trust- for more information).

Monthly family support group via Zoom.

Monthly families of autistic girls support group via
Zoom.

Monthly ‘a Grandparent’s guide to autism’ support
group via Zoom.

Monthly social groups for autistic children & young
people age 6+.

Monthly sibling support group for children aged 6+
who have an autisitc brother or sister.

A range of autism specific related resources are
also available on our website which are being
continuously updated.

@ Earth Balance, Bedlington 3 support@ttht.co.uk @& www.ttht.co.uk ¢, 0300 365 3055
@The Toby Henderson Trust @ @autismTTHT the_toby_henderson_trust the_toby_henderson_trust







image1.jpg
NHS

North East and
North Cumbria

Better health
and wellbeing for all




image2.png




