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Why are ADHD waiting lists long?

Since 2019, demand across NHS England for ADHD and Autism assessments has
increased substantially. Around 549,000 people are now waiting for an assessment in
England, with approximately 70% of the waiting list made up of adults*. NHS services
have not been able to expand at the same pace as this demand, which means more
people are now on waiting lists and expected to wait longer for an assessment, and
these lists in our region continue to grow.

To help reduce waiting times in North East and North Cumbiria, there are additional
providers commissioned by the Integrated Care Board (ICB) to carry out ADHD
assessments.
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High demand
means waiting
times can be long.

What is “Right to Choose (RtC)?

In England, when an NHS patient is referred by their GP to a specialist for a physical or
mental health condition, they will usually have the option to choose which hospital or
specialist service they attend, including services that assess ADHD. This is known as the
Right to Choose, (quite often referred to as RtC) although it only applies when certain
criteria are met. After attending the initial appointment with a chosen RtC provider,
patients cannot usually use this option to change services or seek a second opinion. If
your GP agrees that a referral is clinically appropriate, there are several providers
offering ADHD assessments through the Right to Choose pathway, but the services they
offer can vary, so it is important to consider which provider best meets your needs.
While most GPs understand and support the process, misunderstandings can occur and
they may not initially support the Right to Choose request. If this happens, many
specialist providers offer a template letter you can download, complete, and give to your
GP to clarify your rights, usually available on the specialists website.

Key points to consider when thinking about a provider

You must be referred by your GP.

Right to Choose lets you choose the provider.

Right to Choose does not guarantee that you will be referred.

Not all GP's will agree to a Shared Care Agreement (see below for
details) with all Right to Choose providers

Not all specialist providers offer medication if required




Your Right to Choose NHS Services

In these cases, you will be directed to the safest and
most appropriate service.

Your GP may also need to follow local NHS rules or
safety requirements that limit which services can be
used. More information can be found at NHS Choice
Framework



https://www.gov.uk/government/publications/the-nhs-choice-framework/the-nhs-choice-framework-what-choices-are-available-to-me-in-the-nhs
https://www.gov.uk/government/publications/the-nhs-choice-framework/the-nhs-choice-framework-what-choices-are-available-to-me-in-the-nhs
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For a list of Right to Choose providers and details about current waitlists and more
information, please see https://adhduk.co.uk/

If you receive an ADHD diagnosis and you choose medication, you enter into a titration
stage (this means medication is started slowly and safely and then adjusted until the right
dose is found, whilst finding a balance between controlling symptoms and managing side
effects). As ADHD medicines are controlled drugs, they must be started by a specialist with
monitoring. Often, once you are stable your GP can take over under a Shared Care
Agreement

Shared Care Agreements

After an ADHD diagnosis, people may need medication and monitoring. Sometimes this is
managed through a Shared Care Agreement. This is when, a specialist starts the
medication, and a GP continues the prescription and monitoring. This is a long term
contractual commitment and the GP will take on the legal and medical responsibility for
prescribing controlled medication and the risks that come with that. This responsibility isn't
taken lightly.

Important to know
Shared Care Agreements are not required as part of a GP’s contract.
This means:

e GP practices can choose whether to take part

e They may say no for several reasons.


https://adhduk.co.uk/
https://adhduk.co.uk/

The most common reason GP’s will say no to agreeing to a shared care agreement is

Many GP practices do not take over responsibility for prescribing patients

diagnosed by:

Safety concerns and potential risks for patients
Prescribing policies
Communication issues
Confidence in the provider

Prescriptions and medication

e Right to Choose providers

e Private providers

If this is the case, the specialised provider may continue to prescribe medication,
however you will need to check this can be continued long term and what additional
costs there may be. Often, additional monitoring and follow-up may also be required,
again check the cost for each appointment.
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Some GP practices will agree to Shared Care Agreements with some Right to
Choose practices. Itis your responsibility to check
There may be additional charges with the Right to Choose provider for follow-
up appointments and check ups and prescription charges




In County Durham, the local NHS system (North East and North Cumbria Integrated
Care Board) currently has an Indicative Activity Plan in place.

This means the NHS has set a planned limit on how many assessments can be carried
out within a certain time period, based on the resources available.

Referrals are not stopping.

People can still be referred as normal, but because there is a limit on how many
assessments can be completed, some people may wait longer to be seen. -

Before choosing a provider

Always check:

Will they continue prescribing medicaton if needed?

Will they monitor treatment long-term?

What happens if your GP does not accept shared care?

Will there be any costs to me?

Can | keep up with follow-up appointments with the specialist
provider?

Useful links for further information

Website Link

ADHD in adults - NHS

NHS ADHD in children and young_people - NHS
ADHD UK ADHD UK - Homepage - ADHD UK

Your choices in the NHS Your choices in the NHS - NHS

North East and North Cumbria Attention Deficit Hyperactivity Disorder (ADHD),

ICB Advice and Support and Autism | North East and North Cumbria NHS



https://www.nhs.uk/conditions/adhd-adults/
https://www.nhs.uk/conditions/adhd-children-teenagers/
https://adhduk.co.uk/
https://www.nhs.uk/using-the-nhs/about-the-nhs/your-choices-in-the-nhs/
https://northeastnorthcumbria.nhs.uk/here-to-help-you/health-advice-and-support/attention-deficit-hyperactivity-disorder-adhd-and-autism/
https://northeastnorthcumbria.nhs.uk/here-to-help-you/health-advice-and-support/attention-deficit-hyperactivity-disorder-adhd-and-autism/

With special to everyone who has
shared their experiences with us and
contributed to the making of this document.

The information contained in this report is accurate at the time
of publication, however, it may be subject to change.

*data source - FAQ: ADHD statistics (England) - House of Commons Library
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https://commonslibrary.parliament.uk/research-briefings/cbp-10551/
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