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1. Executive Summary

Greater Manchester, as with the rest of England and other developed countries, has seen the
numbers of adults and children seeking help for ADHD increase considerably in recent years.

Contributing factors often cited include increased awareness and education, cultural shifts in

attitudes towards mental health and widened assessment boundaries. There is also evidence
that disruption to people’s lives caused by the response to the Covid-19 pandemic may have

further accelerated this growth in demand.

Estimates show that there may be as many as 2.2 million people living with ADHD in England,
posing challenges for local support services. Concerns about the quality and cost of current
arrangements, coupled with this surge in demand for diagnoses, has prompted the
establishment of a national ADHD Taskforce to address challenges spanning healthcare,
education, and justice services.

GPs are currently able to refer adults who may have ADHD directly to NHS diagnostic and
prescribing services offering diagnosis, and if needed, medication to help manage ADHD
symptoms.

Patients then attend an assessment with an appropriately qualified healthcare professional with training
and expertise in the diagnosis of ADHD, usually a psychiatrist. If a diagnosis of ADHD is made,
treatment can be given to make the condition less of a problem in day-to-day life. Often, this mostly
focuses on medication.

Patients are currently seen for assessment on a first-come-first-served basis with no means of
identifying who is most urgent or escalating their diagnosis or treatment. This creates several
key challenges to services, largely driven by the increases of demand seen.

Across Greater Manchester, waiting lists for adult ADHD services have increased to
unsustainable levels. For example, at Greater Manchester Mental Health NHS Foundation
Trust, adult ADHD waiting list numbers rose from 2,706 in February 2022 to 11,783 in July
2024.

At this rate of increase and without urgent pathway changes, waiting lists across the Greater
Manchester localities will likely rise to include at least 25,000 individuals seeking NHS-funded
diagnostic assessments in the coming year.

This means access is no longer based on assessed clinical need as waiting lists, and numbers,
have become unmanageable for patients, GPs and specialist services.

For patients, this can mean them waiting years for help with their condition while going
unmonitored and unmanaged. There is currently no way for GPs to prioritise patients they are
particularly concerned about. People are not being monitored while waiting, so if their condition
deteriorates, services won’t know about this. This results in a very real risk of harm, as well as
missed opportunities to help people realise their full potential in their daily lives.
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For the GM health system, the average total lifetime cost of iliness across education, healthcare
and employment projected for an individual with ADHD born in 2013 has been estimated to be
£102,135.89 over the course of 50 years. Therefore, the cost of diagnosing and treating all
individuals who may have ADHD has become unstainable.

Increasing demand, waiting times, unwarranted variation in service offer and access, quality and
safety concerns and concerns about inappropriate prescribing mean the current model must
change.

In response to these challenges, work began in early 2023 to explore the potential for new care
pathways in Greater Manchester. This included scoping possible changes in line with NICE
guidance, and mindful of what was happening elsewhere in the region and nationally.

Evidence from elsewhere suggests that patients with less severe presentations do not
necessarily require a medicalised approach to their care as shown by the Cheshire and Wirral
Partnership (CWP) model.

This involves triaging GP referrals based on need and risk using set criteria. Patients meeting
the criteria proceed to diagnosis and, if required, treatment. Other patients are signposted to
self-help, peer support, and online resources.

This has resulted in people in greatest need being seen soonest and, as the backlog is worked
through, a move towards stabilising the local system. Therefore, consideration was given to
adopting such a needs-based approach in Greater Manchester, as it would enable us to
address the unsustainable rise in adult ADHD diagnostic requests.

In preparation for work to develop a new Greater Manchester model, we undertook equality
analysis to understand who is impacted by ADHD and whether different groups, including those
with protected characteristics, have different experiences of seeking and receiving help for
ADHD presentations.

This highlighted, amongst other things, the difficulties experienced accessing support and
seeking reasonable adjustments without a diagnosis, the challenges faced by adolescents
transitioning to adult services, and the often different presentations of women to men, meaning
they can feel misunderstood and marginalised by services.

We also found that cultural differences, language barriers and differences in acceptance of
ADHD mean that minority ethnic patients may be less willing to come forward, and be less able
to self-advocate through a triage process.

The key implications for a future service model included the need for services to be culturally
sensitive and take into account the needs of people who are socio-economically disadvantaged
or who have chaotic lifestyles. The analysis also showed that any assessment criteria used
would need to be mindful of different ADHD presentations shown by women.

The analysis demonstrated the need for any future consultation on this topic to employ a whole
population approach with specific work to address minority ethnic communities (to get a
proportionate number of responses), younger men, middle aged women and the economically
disadvantaged.
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We then sought to hear from as many people as possible by running a six week engagement
exercise. This involved a survey which received 464 responses as well as a range of other
activities. The three key engagement themes were communication, support and diagnosis.

Participants highlighted the need to improve the communication they received whilst on the
waiting list including confirming that they were still on the list and how long they may still have to
wait, as well as the need to improve communication between providers.

They felt strongly about the need to signpost sources of support throughout their journey,
including prior to potential diagnosis and treatment, (including self-help, websites etc. which are
also accessible for family members). There was evidence of people turning to unverified and
potentially misleading online platforms due to a lack of authoritative, clinically assured sources
of information.

Participants also emphasised that they valued diagnosis as a means to open the doors to
support. Examples were given around support at university, adjustments in the workplace and
perceptions from the wider public of ‘being lazy’ or not being taken seriously. This has led to us
thinking more about how people can receive practical help and advice without diagnosis.

Unfortunately, most participants struggled to identify something positive about their experiences
of NHS ADHD services. However, once people were able to enter the pathway, they
commented on how good the healthcare professionals had been. When asked what could make
their experience better, participants said to reduce the duration of the process including the time
taken to be assessed.

It was decided to recruit a ‘Lived Experience Group’ made up of adults with experience of the
condition or of caring for someone with it. The participants were recruited through pre-
engagement focus groups and other interactions with interested people.

The purpose of the Group is to act as a critical friend to us and guide us through the review and,
eventually, the consultation. It also serves to ensure that the unique perspectives of those on
the receiving end of the service are brought to the table at each stage.

In addition to patient engagement, there has been engagement with a range of local, regional
and national clinical leads to get an overview of different pathways / models of care and any
specific key challenges or gaps in current provision that clinicians and other professionals have
expressed concern about.

This has included Greater Manchester’s local Directors of Public Health — with respect to the
impact on their local population and any equality considerations — with further, more detailed
discussions through the Greater Manchester Tackling Inequalities Board.

A wide range of stakeholders have been involved in the process to date with a consensus
supportive of the need for change. This has included the Greater Manchester Joint Health
Scrutiny Committee, VCFSE organisations, local Healthwatches, etc.

All of this work to engage patients, the public, clinicians and stakeholders fed into our work to
develop options for the future of adult ADHD services.

6

NHS Greater Manchester,
The Tootal Buildings, 56 Oxford Street, Manchester M1 6EU
www.gmintegratedcare.org.uk

Part of Greater Manchester
Integrated Care Partnership




NHS

Greater Manchester

A ‘longlist’ was created with eight potential options. This included a ‘status quo’ option of ‘no
change’, scaling up the current model and stopping providing the service altogether. The other
options involved the use of triage by one means or another, with or without the provision of a
wider support offer for people not meeting the criteria.

Our Lived Experience Group then proposed a set of ‘standards’, which were used to evaluate
this longlist. There were three gateway standards — affordability, safety of patients and staff and
equity. Options passing all three of these standards were then to be scored against four
evaluation standards — deliverability, offer of support for all, meets NICE guidelines and reduces
health inequalities.

This exercise was undertaken at an Options Appraisal workshop with a mixed group of
clinicians, commissioners, people with lived experience and Healthwatch Greater Manchester to
evaluate the long list of options presented using the agreed standards and weighting.

Six of the options were found not to meet the gateway standards and so didn’t proceed to
review against the evaluation standards. The remaining two options scored sufficiently well
against all four evaluation standards to be recommended to proceed to consultation.

These two options were received at our Adult ADHD Steering Group and confirmed at our
Commissioning Oversight Group (COG), the relevant Board sub-committee. The options we are
proposing to consult on are:

A. Clinical triage with wider support offer: Introducing a clinical threshold, with all
patients triaged and prioritised based on their clinical need. Patients who don’t meet the
threshold will get offered support to manage symptoms. Patients who meet the threshold
will go forward for diagnosis.

and

B. Universal offer, followed by clinical triage: Provide everyone who comes forward with
an offer of support to help manage symptoms. Patients who then request further support
will be triaged against a clinical threshold and prioritised based on their clinical needs,
with those who meet the threshold going forward for diagnosis.

Option A - Clinical triage with wider support offer is our preferred option in the
consultation, because as triage would happen earlier, those in most need will be able to receive
the support they need sooner. Also, providing an additional support offer to those referred but
not prioritised, rather than to anyone who wants it, would be less resource intensive and more
cost effective.

Both options would involve NHS Greater Manchester establishing triage arrangements to
prioritise support for individuals on the basis of clinical need and risk, using a standardised set
of tools and assessments.

Both options would make use of criteria and ‘risk stratification’ tools adapted from those used
already by the Cheshire and Wirral Partnership NHS Trust, which would assess the impact of
the individual’s condition on themselves and others. The criteria and process will be finalised in
7
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light of the consultation outcome. We would expect the triage process to result in 20-30% of
those referred going forward for NHS funded assessment, diagnosis and treatment.

The key difference between the options is that with option A, the wider support offer would be
made available, post-triage, for those not meeting the criteria for prioritisation whereas in option
B, the wider support option would be offered to anyone who might think they would benefit, prior
to triage taking place.

Both options would require the stepping up of a new Triage Team of Mental Health Practitioners
to assess new referrals and work through the backlog of people currently waiting.

The intention is that both options would stabilise adult ADHD services by balancing demand
with supply and allocating resources where they are needed most. It is anticipated that each
Mental Health Practitioner would undertake approximately 1,250 appointments per year. As the
backlog is worked through, it is anticipated that waits would decrease and eventually we will get
to a point where assessments don’t have a significant wait.

The new Team would be procured either from an existing competent Greater Manchester
Learning Disability and Autism NHS service provider or from a third party, either by material
contract variation or a direct award.

The consultation will run from 31 March 2024 to 26 May 2025. It is open to anybody, but people
with lived experience of ADHD will be particularly encouraged to share their views. The outputs
of the consultation will be fed into decision making by NHS Greater Manchester and the
outcome published.

2. Introduction

2.1 Background

This Pre-Consultation Business Case (PCBC) relates to NHS Attention Deficit Hyperactivity
Disorder (ADHD) services for adults in Greater Manchester. These services are facing
significant and increasing challenges and are failing to meet the needs of patients, particularly
those with the greatest needs.

The NHS in Greater Manchester and elsewhere has seen an unprecedented increase in
prevalence in this condition. As a results, patients are waiting too long for an assessment, in
some cases experiencing real harm as a result.

Increasing demand, unacceptable waits, unwarranted variation in service offer and access,
together with quality and safety concerns and concerns about inappropriate prescribing mean
the current model is not sustainable and must change.

The increasing cost of diagnosis and treatment, together with a limited number of clinicians able
to provide a diagnosis and the challenging financial outlook for the health system, have meant
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that doing more of the same was always unlikely to be the solution.

So, we have undertaken work to understand the views of those adults most affected by ADHD,
and involved them in the development of options for a new model with the aim that the finalised
model should be safe, sustainable and target those in greatest need of support.

This paper sets out how we have gone about this, how we will consult on the shortlisted options
and how a final decision will be made and shared.

2.2 What is ADHD — an overview

Attention Deficit Hyperactivity Disorder (ADHD) is a condition that affects people's behaviour.
People with ADHD can seem restless, may have trouble concentrating and may act on impulse.
Symptoms of ADHD tend to be noticed at an early age and may become more noticeable when
a child's circumstances change, such as when they start school.

Most cases are diagnosed when children are under 12 years old, but sometimes it's diagnosed
later in childhood. Sometimes ADHD was not recognised when someone was a child, and they
are diagnosed later as an adult.

The symptoms of ADHD may improve with age, but many adults who were diagnosed with the
condition at a young age continue to experience problems.

The exact cause of ADHD is unknown, but the condition has been shown to run in families.
Research has also identified a number of possible differences in the brains of people with
ADHD when compared with those without the condition.

For adults with ADHD, medicine is often the first treatment offered, although psychological
therapies such as cognitive behavioural therapy (CBT) may also help.

Adults with ADHD may have problems with:

e organisation and time management
¢ following instructions

e focusing and completing tasks

e coping with stress

o feeling restless or impatient, and

e impulsiveness and risk taking

Some adults may also have issues with relationships or social interaction.

While some individuals can thrive despite this condition, others may face considerable
challenges in their daily lives. Understanding this variability is key to providing effective support
and interventions.
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It is important to understand that ADHD is a neurodevelopmental (not mental health) condition
that cannot be ‘fixed’ by treatment. However, treatment for ADHD can help relieve the
symptoms and make the condition much less of a problem in day-to-day life.

2.3 Needs of patients and the population

ADHD is often associated with modern lifestyles?, but has historical roots dating back to at least
the late 18th century?. Defined by the World Health Organization® as a persistent pattern of age-
inappropriate inattention and/or hyperactivity-impulsivity, it significantly impacts academic,
occupational, or social functioning.

Diagnosis presents a challenge due to its diverse clinical presentations and the absence of a
single diagnostic test. Healthcare practitioners rely on a comprehensive assessment, gathering
information from multiple sources* such as symptom checklists, behavioural history, family
input, standardised rating scales, and medical examinations.

Despite revisions to diagnostic criteria over time, the core clinical description of ADHD has
remained relatively consistent. It typically emerges in childhood, with symptoms falling into three
categories: predominantly hyperactive, predominantly inattentive, and combined type.

However, diagnosing and managing ADHD goes beyond prescribing medication; it should
involve a multi-dimensional approach. NICE guideline 87 requires ‘that people with ADHD have
a comprehensive, holistic shared treatment plan that addresses psychological, behavioural and
occupational or educational needs’®. While medication plays a crucial role in symptom
management, it may not address all aspects of the condition or the development of essential
skills and strategies. As a result, lifelong “scaffolding” and support, often provided by primary
care and the voluntary sector, are needed.

Recognising the complexity of ADHD management, healthcare professionals must consider
individual circumstances and environmental factors. They should adopt a holistic approach,
asking themselves, "What more can | do for this person?"

Practical support, tailored to the individual's needs, is essential. Having a designated
coordinator who understands the person's challenges and circumstances can ensure a
cohesive treatment plan. In this way, individuals with ADHD can receive comprehensive patient
centred support that addresses both their immediate needs and long-term goals.

It is recognised that long waiting times for ADHD diagnostic assessments can prevent people

from getting the vital care and medication they need — especially as access to specialist health
and other support often relies on formal diagnosis (despite directions to be needs-based). We
recognise that currently, Greater Manchester is unable to deliver services in the way we would

1 https://www.theguardian.com/society/2022/jun/02/tiktok-trends-or-the-pandemic-whats-behind-the-rise-in-adhd-
diagnoses
2 https://pmc.ncbi.nim.nih.gov/articles/PMC3000907/
8 https://www.who.int/news-room/fact-sheets/detail/mental-disorders
4 https://chadd.org/for-adults/diagnosis-of-adhd-in-adults/
5 https://lwww.nice.org.uk/guidance/ng87/chapter/Recommendations#managing-adhd
10
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like to and direct help where it is most needed.

2.4 Prevalence

Historically, ADHD was primarily associated with school-age boys, but later, similar challenges
were identified in girls, often remaining unnoticed due to “masking”. ADHD symptoms can
transiently manifest in psychiatric disorders, somatic diseases, or physiological states like sleep
deprivation. Undiagnosed ADHD is over-represented in prisons, substance misuse users, and
other vulnerable individuals, impacting their productivity and quality of life. Comorbidity with
substance use, depression, anxiety, and accidents is common.

Increases in ADHD prevalence have been reported globally, and especially in high-income
countries like the USA. Market growth for ADHD medications reflects this trend, raising ethical
guestions about overdiagnosis and overprescription. The COVID-19 pandemic and increased
public awareness appear to have further fuelled demand for ADHD diagnoses.

Recent studies revealing a substantial increase in adult ADHD diagnoses, particularly among
men, have prompted a re-evaluation of baseline research biases. In the UK, diagnoses have
surged in those over 18 years of age, with higher rates in boys and men across all age groups.
However, medication rates remain comparatively low.

A University College London study® analysing NHS data found a significant rise in ADHD
diagnoses and medication prescriptions, with the most substantial relative increase observed
among adults. However, despite these trends, absolute numbers of children receiving ADHD
medication remain higher than adults.

Overall, the findings underscore the need for a nuanced understanding of ADHD prevalence,
diagnosis, and treatment across different demographics and age groups.

2.5 Why the sudden increase?

There is no consensus about the primary cause of the increase in presentations seen. However,
the following are thought to be contributing factors:

Increased awareness and education

Evolution of diagnostic criteria

Recognition of Adult ADHD symptoms
Lifestyle changes and work challenges
Technological influences

Cultural shift in attitudes towards mental health

(see additional information in recent BBC article ADHD: How many of us will end up being

6 https://www.cambridge.org/core/journals/bjpsych-open/article/attentiondeficit-hyperactivity-disorder-diagnoses-
and-prescriptions-in-uk-primary-care-20002018-populationbased-cohort-
study/E0818CCAE895FF273C7448756CFB0066
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diagnosed?’).

Estimates show that there might be as many as 2.2 million people with ADHD in England,
posing challenges for local support services.

NHS data underscores the widespread public interest in ADHD, ranking it as the second most
searched health condition after Covid-19, with 4.3 million page views. This trend extends to
social media platforms, where discussions around ADHD are prominent, evidenced by hashtags
like #ADHD amassing billions of hits on TikTok.

Despite the attention this condition receives, empirical evidence does not suggest a clear
increase in its actual prevalence. Rather, there's a growing awareness of the difficulties
associated with ADHD. This awareness is crucial, as it sheds light on how individuals across
various life stages struggle with different situations, potentially impacting broader public services
like the criminal justice system and the Department for Work and Pensions (DWP), leading to
lost opportunities and productivity costs.

2.6 National taskforce

ADHD has posed significant challenges for children, young people, and adults with mental
health issues, yet it hasn't been a primary focus within mental health initiatives like the National
Service Framework for Mental Health or the NHS Long Term Plan. Some practitioners and
commissioners have expressed scepticism about the validity of ADHD as a diagnostic label,
influenced by concerns about inappropriate prescribing practices driven by pharmaceutical
industry interests.

In response to these concerns, the National Institute for Health and Care Excellence (NICE)
issued guidelines in 2008 (refreshed in 20138), emphasising the need for comprehensive care
plans that include psychological, behavioural, and educational interventions alongside drug
treatments. Despite this guidance, inconsistent investment in ADHD services has remained,
especially for adults, with attention primarily directed towards other mental health priorities.

A lack of clear guidelines has led to confusion among NHS commissioners and providers
regarding service provision and Shared Care Protocols for prescribing.

Transitioning from children's to adult services poses significant challenges, with many young

people failing to receive the ongoing care they need at this point. Barriers to optimal transition
include poor communication between services, inadequate documentation of ongoing needs,
and a lack of information about available services.

Primary care faces challenges in managing ADHD, including insufficient support for GPs and
concerns about Shared Care prescribing arrangements. Furthermore, the availability of
dedicated ADHD services for adults varies, with less than 30% offering the full range of
recommended treatments.

7 https://lwww.bbc.co.uk/news/articles/c3ejky0dy470
8 https://www.nice.org.uk/guidance/ng87/resources/attention-deficit-hyperactivity-disorder-diagnosis-and-
management-pdf-1837699732933
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Addressing these challenges requires concerted efforts to improve service provision, enhance
communication between services, and provide better support for both patients and healthcare
professionals.

Concerns about the quality and cost of current arrangements, coupled with a surge in demand
for diagnoses, prompted the establishment of a national ADHD Taskforce®. This initiative aims
to address challenges spanning the healthcare, education, and justice sectors by engaging
stakeholders including patients, service providers, and educational institutions.

This builds upon work initiated in December 2023 by NHS England through a cross-cutting task
and finish group to consider issues relating to ADHD service provision. The focus was
understanding the size and nature of the issues, and the underlying causes through:

e Undertaking a review of the data NHS England holds on referrals, waits and diagnosis for
ADHD in England

e Commissioning a piece of work on international comparisons of ADHD prevalence rates
from King’s College London

e Reviewing how ADHD services are currently delivered in England and the drivers
affecting behaviours and outcomes

e Establishing a Clinical Reference Group (CRG) to undertake a series of ‘deep dives’.

The Taskforce's preliminary assessment has highlighted issues such as capacity constraints,
medication supply issues, service variations, and data reliability concerns (summarised below)

current service models and
the ability to keep pace
with demand

the join-up across ADHD

services and interrelated
policies across health,
care, education and the

justice system.
>
’
4‘ the rate of growth within

lack of reliable data to
fully understand the size
of the challenge

the independent sector
and the potential
variation in the service
models and thresholds
being used

variation in access,
experience and outcomes
for different populations

the balance between use
of medication and
therapeutic treatment
options

Acknowledging unsustainable waiting lists and limited diagnostic capacity, the NHSE
Operational and Financial Planning Guidance for 2024/25 now stresses the urgency of
addressing these challenges. However, the Mental Health Investment Standard still does not

9 https://www.england.nhs.uk/2024/03/nhs-to-launch-cross-sector-adhd-taskforce-to-boost-care-for-patients-in-
england/
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encompass ADHD services unless there are co-morbid mental health issues.

NHS Greater Manchester is actively engaged in supporting the work of the national Taskforce.
We are confident that our direction of travel in Greater Manchester is consistent with the
national priorities.

3. Governance and Project Oversight

The NHS Greater Manchester (NHS GM) Board is the decision-maker for this project. The
members of the Board can be found on our website?°.

The Board will consider the feedback received through a formal consultation of patients and the
public, other relevant evidence including any equality analysis and the recommendations of the
Project oversight group when coming to a decision about the future of adult ADHD services.

Project oversight is provided by the Greater Manchester Mental Health Partnership Group, with
leadership provided by NHS Greater Manchester’s Strategic Commissioning and Programme
Teams supported by the organisation’s Communications and Engagement Officers, Locality
Leads and Provider representatives. The membership of this Group includes:

Commissioners

Patients from the programme’s Lived Experience Group
Trust/VCSE provider operational service managers

GP and specialist service clinicians

Programme Officers

The Mental Health Partnership Group is responsible for programme review, design,
development and delivery plans. These are discussed within NHS Greater Manchester, including
with the wider system Executive Group.

There are also clear links with the NHS Greater Manchester commissioning process and related
oversight arrangements.

10 https://gmintegratedcare.org.uk/nhs-gm/nhsgm-board/
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NHS GM Commissioning Process NHS

Strategic Commissioning Priority Programmes
Aligned to NHS GM Commissioning Intentions/ Programme Boards Priorities/NHS GM Sustainability Plan

Programme Lead to complete the documentation including QEIA (following the Commissioning for Outcomes Framework process)
v

Programme Lead to take via Involvement Assurance Group / Tackling Inequalities Group for discussion and recommendation on engagement/consult  ation

Programme Lead to take to Commissioning Steering Group for discussion and agreement to proceed (aligned to NHS GM Strategic
Priorities)

Programme Lead to produce full service review/proposed new model of care/decommissioning intentions (with risks and mitigations
fully articulated). To be taken to the GM Executive Committee for system wide discussion.
Commissioning Oversight Group (COG) and Clinical Effectiveness Group (CEG) if required

For approval / recommendation
v

Chief Officers for support of recommendations

Decisions for schemes £5M and up to £100m
Decisions for schemes £500,000 and up to £5m
a. Review by NHS GM Finance Committee
CE, CFO and 1 ICB Executive Director b. Formal decision by ICB

4. Case for Change

4.1 How services currently work

Greater Manchester’'s Adult ADHD services are available to men and women over the age of 18
years via referral from a GP. GP’s can refer to NHS diagnostic and prescribing services offering
diagnosis, and if needed, medication to help manage ADHD symptoms.

The GP will ask about symptoms, when they started, where they are experienced (eg at home
or at work), if there have been any recent significant events and if there is a history of ADHD in
the family.

They may then refer for an assessment if, for example:

The patient was not diagnosed with ADHD as a child, but the symptoms began during
childhood and have been ongoing since.

The symptoms cannot be explained by a mental health condition.

The symptoms significantly affect the patient’s day-to-day life — e.g. underachieving at
work or finding intimate relationships difficult.

Patients may also be referred to a specialist if they had been diagnosed with ADHD as a
child or young person and the symptoms are now causing moderate or severe functional
impairment.

After referral, the patient will attend an assessment with an appropriately qualified healthcare
professional with training and expertise in the diagnosis of ADHD, usually a psychiatrist.

For an adult to be diagnosed with ADHD, their symptoms should also have a moderate effect on

15

NHS Greater Manchester,
The Tootal Buildings, 56 Oxford Street, Manchester M1 6EU
www.gmintegratedcare.org.uk

Part of Greater Manchester
Integrated Care Partnership




NHS

Greater Manchester

different areas of their life, such as:

¢ underachieving at work or in education
e driving dangerously

o difficulty making or keeping friends, and
e difficulty in relationships with partners

If a diagnosis of ADHD is made, treatment can be given to make the condition less of a problem
in day-to-day life. Often, this focuses on prescribing medicine such as:

methylphenidate
lisdexamfetamine
dexamfetamine
atomoxetine, and
guanfacine

It is important to note that patients are seen for assessment on a first-come-first-served basis
with no means of identifying who is most urgent or escalating their diagnosis or treatment.

4.2 Greater Manchester Providers

The commissioning of adult ADHD services is undertaken at the locality place level rather than
to a standardised pan-Greater Manchester model of care. These locally commissioned
pathways have led to unsustainable variation in investment and access. This arrangement also
makes it difficult to disaggregate costs, providers and waiting list numbers.

See table below for a summary of the lead commissioned providers in each of Greater
Manchester’s localities, and estimated minimum expenditure on Adult ADHD assessments.

Table — Main commissioned ADHD providers across Greater Manchester (2023/24)

CCG Adult ADHD Lead Provider Estimated Min Annual
Cost (Adult ADHD excl.

Meds)

Bolton Dr Leach (Local GP) Serene £400k

Consultancy (with Joe Johnson) +
NCA/RTC via Psychiatry UK+

Bury GAP (other than NCA/RTC via £250k
Optimise, Psychiatry UK +)
Heywood, GAP (other than NCA/RTC via £300k
Middleton and Optimise, Psychiatry UK +)
Rochdale
Manchester Greater Manchester Mental Health £1,200k
NHS FT
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Oldham GAP (other than NCA/RTC via £300k
Optimise, Psychiatry UK +)
Salford Jacobs Clinic (and NCA/RTC via £800k
Optimise, Psychiatry UK)
Stockport Pennine Care NHS FT (and NCA/RTC £400k
via Optimise, Psychiatry UK +)
Tameside Pennine Care NHS FT (and NCA/RTC £250k
via Optimise, Psychiatry UK +)
Trafford Greater Manchester Mental Health £300k
NHS FT (and NCA/RTC via Optimise,
Psychiatry UK +)
Wigan Greater Manchester Mental Health £800k
NHS FT (and NCA/RTC via Optimise,
Psychiatry UK +)
TOTAL £5m

4.3 Wider context

As well as being aligned with the National NHSE Task Force discussions, our Adult ADHD work
programme is fully aligned with the wider Greater Manchester Integrated Care Partnership (ICP)
Strategy!!. This sets out the following priorities or ‘missions’ across health and social care:

Strengthening our communities

Helping people get into — and stay in — good work
Recovering core NHS and care services

Helping people stay well and detect iliness earlier
Supporting our workforce and our carers, and
Achieving financial sustainability

Sitting under this are a series of more detailed plans:

11 https://gmintegratedcare.org.uk/greatermanchester-icp/icp-strategy/

Part of Greater Manchester
Integrated Care Partnership
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The plans are connected and build on each other to ensure the delivery of the overarching ICP Strategy

5-year strategy and national NHS objectives Sl el el T

) together over a 5-year
Joint Forward Plan period to achieve a GM
The 5-year plan to deliver the Wwhere

i ili ICP strategy through our » Everyone has the
SUStamablhty L missions: opportunity to live a

A framework including: Strengthen our communities good life

« Priorities to achieve + Help people stay well and Everyone has improved
financial sustainability and detect illness earlier health and wellbeing
effective use of resources - Help people get into and stay Everyone experiences

across the GM NHS in good work high quality care where
system , focusing on the Recover core NHS and care and when they need it
next 3 years services Health and care
Delivered through GM, - Support our workforce and services are integrated
provider, locality and our carers and sustainable
programme delivery plans. Achieve financial

sustainability

NHS GM Single Improvement Plan
NHS GM response to the grounds for undertakings and improvement actions .
The plan is focused on ensuring the ICB is structured and has the right approaches and governance in place to enable it to deliver on
the agreed priorities of the above plans.

We need to show how the system:

e Returns to financial balance through addressing the underlying deficit
e Secures a sustainable future through addressing future demand growth and
implementing new models of care year on year

Our work to meet our adult ADHD challenges is informed by and fully consistent with both our
Greater Manchester priorities and national best practice in seeking to reduce the number and
scope of procedures of for which there is limited clinical evidence, such as continuing to support
non-clinically warranted NHS-funded adult ADHD diagnostic assessments.

The following assumptions are the basis of the Sustainability Plan:

a) Trust and NHS Greater Manchester cost improvement will be delivered in full as planned,
along with the achievement of all performance objectives.

b) Other financial savings will be achieved through optimising care through service
review/commissioning, and consideration (specifically) of reducing Procedures of Limited
Clinical Value (PLCV), and

c) We will move to a model of care that supports people to maintain good health (reducing
prevalence and proactive care) through changing how we allocate our financial resources

Any changes to adult ADHD services must be mindful of these wider system expectations and
limitations.

4.4 Early intervention

It is recognised that a big part of managing demand for adult ADHD services will continue to be
played by work to ensure the system is able to make full use of opportunities to identify people
as early as possible, including as children, and when coming into contact with the criminal
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justice system or substance misuse services.
4.4.1 Children and Young People

In parallel to work thinking about adult services, NHS Greater Manchester has also been
working to address the future of ADHD and autism services for children and young people.

Working in collaboration with the local councils, educational providers, health and care
providers, the voluntary, community faith and social enterprise sector, parents, carers and
young people, we are leading a parallel large-scale transformation programme in recognition of
the significant increases in demand and insufficient capacity to support our children and young
people with neurodiverse needs.

The strategic aim of the Greater Manchester Children and Young People Neurodevelopment
Pathways Programme is to develop, agree and implement a consistent, evidence-based, needs-
led model for neurodevelopmental pathways for children and young people across Greater
Manchester, which will be incrementally implemented across the 10 Greater Manchester
localities.

The approach will ensure the voices of children and young people, and their families and carers
are at the heart of the new models of care and pathways, and work will make use of learning
and feedback from existing pilots and agreed Greater Manchester support standards.

The key elements of the model are set out below — each of which has a task and finish group
being established with a multi-disciplinary approach:

e Development of Neurodiversity Model of Care and Pathways (0 — 18 years) with a needs-
led approach

e Development of a “Hub” in each locality — virtual or in person (or combination of both) to
enable a single “front door” for all referrals/requests for support from parents, carers,
young people, health/care professionals, education etc. for assessment, signposting,
multidisciplinary team approach and personalised support, including:

o Development of a consistent approach to assessment and diagnosis

o Development of clear referral pathway into existing partner services such as Child
and Adolescent Mental Health Services (CAMHS)

¢ Development of a standardised “Request for Help/Support” proforma
e Development of neuro-profiling tool — including input from the child/young person

o Development of care model and pathways (using the ‘thrive’ approach), including
transition (through early years, schools and to adulthood) and ensuring
commissioning of the right level of capacity, at the right place, by the right person,
at the right time

e Development of Greater Manchester-wide training, education and support packages for
all workforce and parents/carers

e Development of “Directory of Services” at locality and Greater Manchester system levels
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¢ Development of a positive prevention and early intervention programme focusing on
healthy sleep, healthy diet, physical activity.

Greater Manchester and the North West's new models of children’s and young people’s neuro-
diversity care include a commitment to target additional early intervention, capacity with joint
work on Youth Offending Services/Youth Justice Pathways (including sustaining and bolstering
Speech Therapy capacity and collaborative commissioning networks with forensic Childrens
and Adolescents Mental Health Services).

At the time of writing (November 2024), engagement with the public is ongoing to seek the
views and experiences of children’s and young people’s ADHD services.

4.4.2 Working with offenders.

With respect to the offender population, where increased awareness of ADHD has been noted,
it is important to remember that:

e Most people with ADHD do not commit crimes

e Childhood ADHD has high rates of comorbidity with oppositional defiant and conduct
disorders

e Available research suggests that adults with untreated ADHD may come into contact
with the criminal justice service

e Evidence suggests that treatment of ADHD in the prison population may reduce the
risk of future offending

e The issue of criminal responsibility often arises

The Greater Manchester adult ADHD consultation will consider the implications of ADHD In
Adults: Good Practice Guidance'? (Royal College of Psychiatrists, 2023).

4.4.3 Substance misuse

Similarly, increased awareness of ADHD has also been noticed in people who experience
substance misuse problems. However, it is important to remember that:

e Substance misuse, mostly involving alcohol and cannabis, may be twice as common
among individuals with ADHD as in the general population

e Some patients report paradoxical calming effects from stimulant drugs such as Cocaine
and Amphetamines

e When prescribed stimulants are used appropriately in managing ADHD, there is little
evidence of patients becoming dependent?

The proposed consultation and any subsequent implementation plans will be mindful of the role

12 https://www.rcpsych.ac.uk/improving-care/campaigning-for-better-mental-health-policy/college-reports/2023-
college-reports/cr235
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of early intervention, the transition from Children’s and Young Peoples to Adult services, and the
need to consider the possibility of ADHD in patients presenting with social issues.

4.5 Key challenges
4.5.1 Increasing demand, waiting times and unwarranted variation.

A key gap exists in services in the North East sector of Greater Manchester (i.e. Bury, Oldham
and HMR). This follows the demise of LancUK, which has created an urgent need to secure an
alternative arrangement (even if temporary pending the outcome of this consultation and the
conclusions of the national NHSE Task Force.

This highlights that there is a minimum existing and now significantly rising annual cost for adult
ADHD assessments of more than £5m (excluding prescribing costs). Together with existing
service access and quality variability concerns, this underscores the impact of rising ADHD
presentations on primary care, warranting urgent implementation of service and pathway
change plans.

NHS waiting times for adult ADHD assessments are now commonly as long as ten years in
many parts of Britain (including in some parts of Greater Manchester) through the current
outdated commissioning model and significant system capacity limitations. Access is no longer
based on assessed clinical need, as waiting lists and numbers have become unmanageable for
patients, GPs and specialist services.

Across Greater Manchester, waiting lists for adult ADHD services have significantly increased to
unsustainable levels as noted by Local Medical Committees and other stakeholders. For
example, at Greater Manchester Mental Health NHS Foundation Trust, adult ADHD waiting list
numbers have risen from 2,706 in February 2022 to 11,783 in July 2024. This Trust serves
Manchester, Trafford and Wigan, representing just over one third of the Greater Manchester
population.
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Number of Waiters at Month End (last 12M)

Calendar Month MNumber of Under 1 Year 1 to 2 Years 2 to 3 Years 3+ Years Awg. Wait (wks) Max. Wait [wks)

Waiters at

Month End
Sep-23 Tael 5168 2632 51 10 413 276.4
Oct-23 8330 5283 2982 54 11 429 2809
Nov-23 8824 3356 3343 111 14 44.5 285.1
Dec-23 9176 5382 3538 241 15 469 2896
Jan-24 9597 3436 3779 366 16 48.6 294.0
Feb-24 9991 5390 4027 558 16 503 2981
Mar-24 10372 5372 4229 755 16 523 3026
Apr-24 10696 5359 4377 4 16 545 3069
May-24 11022 5297 4430 1275 20 569 3113
Jun-24 11391 5252 4586 1532 21 590 2374
Jul-24 11783 5228 4650 1844 21 61.0 2419

At this rate of increase, and without urgent pathway changes, the number of individuals on
waiting lists across Greater Manchester localities seeking NHS-funded diagnostic assessments
is likely to rise to at least 25,000 over the coming year, driven by an annual increase of at least
8,000 new patient referrals in recent years.

An independent report from the Nuffield Trust!3, released in March 2024, highlighted the lack of
national data on referral and waiting times for ADHD assessments, raising concerns about
unrecognised challenges in accessing care. A summary of NHS responses to Freedom of
Information requests in April 2023 revealed significant variation in waiting times across different
regions, with some individuals waiting months and others waiting years for their first
appointment.

In February 2023, the UK Parliamentary Petitions Committee conducted an online survey on
assessment waiting times for ADHD and autism'4. The survey results indicated that, among

13 https://www.nuffieldtrust.org.uk/news-item/the-rapidly-growing-waiting-lists-for-autism-and-adhd-assessments
14 https://committees.parliament.uk/writtenevidence/117330/default/
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respondents awaiting an NHS ADHD assessment, 24% had been waiting between one and two years,
while 10% had been waiting between two and three years.

There were also ‘hidden waits’ to access practical support for ADHD. For example, even after
long waits for initial referrals, some people required multiple appointments before further
investigation was deemed necessary. It should be noted that the survey covered both adults
and children’s services.

For patients, this can mean people waiting years for help with their condition, often unmonitored
and unmanaged. GPs are particularly concerned as there is no way to prioritise patients with
greatest clinical need. People are not being monitored while waiting, so if their condition
deteriorates, services won’t know about this. This results in a very real risk of harm, as well as
missed opportunities to help people realise their full potential in their daily lives.

The Nuffield Trust and many other stakeholders have called for an urgent wider debate about
the role of the NHS in the assessment, diagnosis and treatment of neurodivergent conditions —
noting that the current system is obsolete in terms of being able to respond adequately to the
avalanche in those presenting with requests for NHS-funded diagnosis, support and treatment.

As is made clear in analysis by the Nuffield Trust®, resource constrains necessitate a broader
response, working with other sectors including education and industry, and with support
organised through more common reasonable adjustments to education and work settings
without needing a formal diagnosis in all cases.

Experts are currently undecided about whether the increase in diagnoses is due to more people
having ADHD, whether there has been a rise in overdiagnosis, or if there was previous unmet
need and that some people are only now coming forward?6.

However, it is clear that rise in referrals is at least partially due to increased public awareness of
ADHD and other neurodivergent conditions, which has led more people, including adults,
coming forward for support.

The Covid-19 pandemic appeared to accelerate this further, as people’s symptoms were
unmasked amid lockdowns, school closures and working from home!7*, The vocal work of
charities and greater use of social media has also contributed to the increased awareness of
neurodiversity?.

Diagnoses have also been increasing because of widened assessment boundaries, which
encompass more people for whom ADHD would previously not have been considered. This is in
contrast with, for example requests for MRI scans, which are only agreed to following assessed
clinical indications rather than simply a patient making a request to a GP. In essence we have a
demand-led approach with insufficient differentiation at the point of referral.

15 https://www.nuffieldtrust.org.uk/news-item/the-rapidly-growing-waiting-lists-for-autism-and-adhd-assessments
16 https://www.theguardian.com/society/2024/mar/04/uk-increase-autism-diagnoses-neurodiversity

17 https://www.additudemag.com/adhd-symptoms-diagnosed-treated-in-pandemic/

18 hitps://media.licdn.com/dms/document/media/DAE1IFAQGuUWdnlpHw 5w/feedshare-document-pdf-
analyzed/0/1681670164581?7e=1725494400&v=beta&t=bcVYBFTqgorhpjj40eRx159062z5aUlXjMkvRFXBrfKo
19 https://www.adhdcentre.co.uk/successful-people-with-adhd-superpowers/
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The increase in awareness of neurodivergent conditions, together with workforce pressures, the
pandemic and sustained underfunding, has led to growing backlogs and longer waiting times
that are negatively affecting people’s day-to-day lives.

4.5.2 Private clinics and right-to-choose

The increasingly long waiting times are now leading some people to seek assessments through
private clinics, if they can afford it, or via right-to-choose arrangements without adequate
support from GPs. Whilst many of these clinics offer a good service, staffed by professionals, it
is important to consider the potential for financial incentives to lead to over-diagnosis and over-
prescribing - posing risks to patients as well as the health system.

The unsatisfactory nature of the ADHD status quo was highlighted in a recent BBC Panorama
programme?°, which examined at the quality of care in private healthcare settings. Panorama
reporter, Rory Carson, was diagnosed with ADHD following online assessments with three
private healthcare clinics. One assessment — which cost £685 — took place over Zoom and
lasted just 45 minutes. Carson was then prescribed stimulant medications.

In order to check the veracity of the diagnosis, an in-person ADHD assessment was also set up
with an NHS consultant psychiatrist. It was here that Carson discovered he did not meet any of
the 18 diagnostic criteria. All three clinics that assessed Carson denied making inadequate
diagnostic checks or over-diagnosing for any reason, but it raises questions about this model of
care.

Two of the three private healthcare clinics the BBC claimed were inappropriately diagnosing
ADHD and prescribing stimulant medication in the Panorama programme were providing
services in Greater Manchester.

Further, in 2022 a private provider supporting the North East sector of Greater Manchester??
was rated ‘inadequate’ and placed in special measures by the Care Quality Commission, with
concerns that service was not safe or well-led.

4.5.3 Prescribing

The rise in demand for ADHD support can also be seen through the lens of national prescribing
data.

Between 2019/20 and 2022/23, there was a 51% increase in the number of patients prescribed
medication for ADHD. This also comes amid a backdrop of a national shortage of ADHD
medications?2. Some people are not able to access their medications in the quantity or
timescale they need.

The national prescribing data below also shows that, while a larger volume of children and
teenagers are prescribed medication for ADHD, there has been faster growth over time for adult
prescriptions. Between 2019/20 and 2022/23, the 25-44 age groups saw the biggest increases

20 https://www.bbc.co.uk/programmes/m001m0f9
21 https:/lwww.cqc.org.uk/news/releases/cqc-takes-action-protect-people-lancuk-heywood
22 https://lwww.bbc.co.uk/news/articles/c8elp63p3eko
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in patients being prescribed ADHD medication. There was a 28% increase in the 10-14 age
group, which compares to a 146% increase in the 30-34 age group.

The number of patients being prescribed medication for ADHD is

rising

Source: NHS Business Services Authority, Medicines used in mental health — England — 2015/16 to 2022/23

04/04/2024

Total identified patients being prescribed
medication used for ADHD

NICE issued guidelines in 2008, and refreshed them in 201323, emphasising the need for
comprehensive care plans that include psychological, behavioural, and educational
interventions alongside drug treatment. It specifically recommended:

e Trusts should ensure that specialist ADHD teams for children, young people and adults
jointly develop age-appropriate training programmes for the diagnosis and management
of ADHD for mental health, paediatric, social care, education, forensic and primary care
providers and other professionals who have contact with people with ADHD

e Drug treatment for adults with ADHD should always form part of a comprehensive
treatment programme that addresses psychological, behavioural and educational or
occupational needs

e Despite this guidance, most practice across the country has been directed towards
funding expensive individual diagnostic assessments followed by stimulant medication
prescriptions and few, if any, other support options — hence the exponential rise reported
in the media in prescriptions and the medication shortages seen in recent years.

23 https://www.nice.org.uk/guidance/ng87
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4.5.4 Primary Care

General Practice leads in Greater Manchester have expressed significant concerns about the current
provision of services for ADHD. This is evidenced by formal correspondence from the Greater
Manchester GP Board and the Local Medical Committees. These concerns encompass several key
areas:

e There are noticeable gaps in service provision, particularly in areas without commissioned
services. Additionally, in localities where services are commissioned, long waiting lists of
several years persist, leading to delays in assessment and treatment

e The lack of adequate service provision has a direct impact on the Shared Care of
medications, leaving General Practice with a difficult choice: either to prescribe medications
without a Shared Care agreement or to refrain from prescribing, often resulting in patient
complaints.

e Assessments conducted by private providers, often virtually, vary widely in quality. This
variance contributes to high diagnostic and prescribing rates, raising questions about the
consistency and reliability of these assessments.

e Private providers sometimes expect General Practice to undertake baseline physical
assessments and initiate new medication, actions that fall outside current Shared Care
policies and protocols.

e The post-pandemic period has seen a surge in overall demand for mental health
consultations in general practice. This surge, combined with the lack of access to ADHD

24 https://www.dailymail.co.uk/health/article-12270783/ADHD-prescriptions-jump-33-year-women-20s-30s-driving-
record-uptick.html
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services, has increased the complexity and frequency of patient presentations, especially for
those with co-existent mental health and ADHD symptoms.

The Greater Manchester Primary Care Board and Local Medical committees (LMCs) have
summarised these concerns and emphasised the need for urgent acknowledgment and sensible
action plans to mitigate risks for patients and GPs alike.

These include addressing poor or non-existent access to NHS providers, inadequate service
levels commissioned from Greater Manchester's NHS Mental Health providers, and
uncertainties surrounding alternative assessment providers.

Recommendations for Shared Care Protocols with private providers include criteria such as
doctor registration, face-to-face consultations, NHS patient assessments, and adherence to
NICE guidance.

Importantly, they have also reasonably noted that where a Shared Care Protocol (SCP) with a
private provider is available, that the following key points need to be met as a minimum
standard operating model for adults and children:

e It should include assessments by a doctor-registered by the General Medical Committee
(GMCQC), in a face-to-face consultation(s)

e The SCP should be signed by a clinician who is on the GMC's specialist register.

e The clinic should also be providing assessment for NHS patients (this ensures that NHS
Greater Manchester quality assures them too)

e They should have the minimum of a 'Good' CQC rating.

e There should be some objective assessment such as QB test/check as per NICE
guidance.

e The patient should have all relevant investigations completed and be fully titrated and
stabilised on a particular dose.

e There should be a plan in place for a follow up in a year.
e The clinic clinicians should be easily accessible by the GP team if in case of any query.

Demand for adult ADHD assessments has risen at such speed that services are simply unable
to keep up across the country and locally in Greater Manchester.

Efforts are underway to review and update Greater Manchester Medicines Management Group
(GMMMG) ADHD Shared Care Protocols, aligning with national templates and being updated
by the Regional Drug and Therapeutics Committee (RDTC) and the Greater Manchester
Strategic Medicines Optimisation team.

GPs seek support to safely transition more patients to primary care for ADHD medication
access, requiring confidence-building and effective joint working relationships with Mental
Health Trusts. A Greater Manchester quality improvement project into the Shared Care of
medicines was initiated in early 2023 and the outputs will support improvements in ADHD and
other clinical areas.
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Overall, General Practice leads in Greater Manchester have expressed increasing concern
about the current provision of adult ADHD services. They are particularly worried about the lack
of support in dealing with this unprecedented demand for diagnosis because of wider
assessment criteria boundaries, which now include individuals who would not have been
considered for ADHD in the past. This is in contrast with, for example, requests for MRI scans,
which are only agreed to following assessed clinical indications rather than simply a patient
making a request to a GP.

4.6 Implications for a new model of care

Increasing concerns have also been raised by primary care, specialist services and Coroners
about increased waiting times, joint working with respect to Shared Care Protocols for
medication and the quality of some private providers in delivering whole pathways of support
(including under Right to Choose arrangements). This is all exacerbated by the lack of a triage
process to assess individual requests made to GPs based on actual clinical need as opposed to
‘first come, first served’.

As such, it is important to remember that ADHD is classified as a neurodevelopmental condition
which can be linked to disability and/or understanding an individual’s identity with suggestions
that 20% of the population may present as neuro-diverse.

ADHD is not a mental health diagnosis. However, individuals with ADHD (and other
neurodevelopmental conditions such as autism) are more at risk of presenting with possible co-
occurring mental health conditions which are amenable to evidence-based treatment and
support — and where this is the case, this needs to be recognised in a timely way.

As such, a changed approach is required to the way NHS Greater Manchester and other
Integrated Care Boards respond to adult ADHD, by prioritising access to the limited specialist
workforce and other resources to those in the most clinical need through implementing a new
triage assessment model to support GPs and patients in clinical need.

This has been summarised by the recently established national cross-Governmental ADHD
Task Force noting:

e ADHD is a common disorder (an estimated 5% of children and young people and 3-4% of
adults) which is highly co-morbid (2/3 with another neurodevelopmental disorder
including autism or secondary mental health or substance misuse problems)

e ADHD impacts both children and young people and adults in a wide variety of settings
(e.g. educational attendance, exclusion, exam attainment), employment stability, and
increased risk of offending (estimated prevalence rates in the criminal justice rates are
12-19% of children and young people to 25-30% of adults)

e Associated with adverse life outcomes (morbidity and premature mortality)

e ADHD commissioning and service delivery is delivered locally by a range of different
stakeholders, varied at system and place-based level (paediatrics, children and young
people’s mental health service, adult mental health services, primary care, health and
justice etc.)
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e The average total lifetime cost of illness across education, healthcare, employment
projected for an individual with ADHD born in 2013 has been estimated to be
£102,135.89 over the course of 50 years (variation from min £69,656.56 to max
£131,085.32)

e Effective treatments exist for children, young people and adults (pharmacological but also
psychosocial/ psychological). Pharmacological treatment has a moderate to large effect
size. With high levels of co-morbidity, some services/ areas across the UK are
developing a single neurodevelopmental pathway to improve holistic care and reduce
duplication and waiting times

e NICE guidance (2019) covers recommendations regarding recognising, diagnosing and
management

e There is no national data collected specific to ADHD and there is a lack of systematic
data collected at system level

In summary, we have seen that increasing demand, waiting times, unwarranted variation in
service offer and access, quality and safety concerns and concerns about inappropriate
prescribing mean the current model is not sustainable and must change.

5. New Model of Care

In response to the increasing demand for ADHD diagnostic assessments and support in Greater
Manchester, work began in early 2023 to explore the potential for new care pathways. This
included scoping possible changes in line with NICE Guidance, and mindful of what is
happening elsewhere in the region and nationally.

5.1 Cheshire and Wirral Partnership Trust Stratification/Triaging and Health
Innovation North West New Model of ADHD Care

Importantly, this has taken into account the results of other North West regional initiatives, and
in particular the revised Cheshire and Wirral Partnership (CWP) ADHD triage access model and
its impact.

This is summarised below — including its approach to stratifying ADHD referrals with a
professional triage model, extended training for primary care staff, the development of an
extended primary care support and waiting well offer.

We identified that this model, adapted for the Greater Manchester context, could provide a
potential new approach that would enable safer practice and the direction of limited specialist
resources towards those most in clinical need:

e All people that have been referred for ADHD assessment remaining on GP and Provider
waiting lists are proactively contacted

e All those still wishing to remain on the waiting list are identified and separated from those
whose circumstances have changed

¢ Individual face-to-face appointments with professionally competent staff are then offered
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to all those still wishing to remain on the waiting list

¢ Identify through the appointments those individuals’ risk of harm co-presenting health
conditions/issues and from undiagnosed or untreated ADHD. This includes assessing the
level of any impairments/impact on functioning for each individual

e Identify other unmet needs requiring intervention or support from other services/agencies
whilst the person is waiting (including other mental health or care services)

e Overall individual needs then RAG (Red, Amber, Green) rated in terms of the level of
impact of their ADHD

¢ Some individuals are accepted for NHS-funded ADHD assessments and treatment by
default, including: Veterans; Young people in transition from CAMHS or paediatrics,
including those already in active treatment; and Multi-Agency Public Protection
Arrangement (MAPPA) level 3 cases

e Primary Care extended training and support model introduced (CWP ‘LEAP’ or Leading
Excellence for ADHD in Primary Care model) initially on the Wirral in 2019

e This enabled additional targeted new primary/community care focused services — through
an extended targeted training programme (involving mixture of theory - 3 half days and a
follow up sessions + secondary care clinics - 3 x full days with 2 x initial assessments and
4 x follow-up clinics) more effective Shared Care arrangements between primary and
secondary care services

e In particular, Shared Care model and flow facilitated especially in very limited secondary
care services with:
« Patients scoring green on needs discharged from secondary care to LEAP
services
« Patients stable on medication discharged from secondary care to LEAP services
* Young people with ADHD stable on medication from CAMHS/Community
Paediatrics transferred to LEAP services

e Transformation investment plan developed by Health Innovation North West to begin
rolling out ICB-wide Primary Care Hubs and Waiting Well Offers (see summary below):

Development of Primary Care Hubs and Waiting Well Offers
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e Through discussion with CWP and Health Innovation North West colleagues, it is
clear that this work requires 4 critical changes that are planned and in line with the
GM work:

o Extended and consistent on-line psychoeducational/ other community
support resources (including those produced and available from CANDID,
CWP and the ADHD Foundation)

o New additional mental health practitioners to support primary care

Online self-management Online self-management platform and Online self-management
platform and referral to
secondary care

[ T N N N NN M N M NN M N WN N NN NN NN NN NN MR WM NN N oy

8 ADULTADHD ‘ SERVICE TRANSFORMATION

o Enhanced self-management and peer support options

o Effective communication between primary and secondary care (in Greater
Manchester planned with agreed additional investment in a Triage Team)

e Summary description of the changed model as implemented in CWP to date:
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The results of this pathways work on the CWP footprint can be seen in changed
caseload/waiting statistics over 3 years as follows:

November 2021

September 2024

e All people on existing .
caseload - 1,177

e [|nitial numbers on the Wait °
list— 4,179

Existing Caseload: 2,133 (of which 736 have
had 6 or more appointments)

Wait List: 2,062 (Includes 731 are transitions
from CYP, 73 — transfer of care from other
areas incl independent sector), 123 — require
medication review as a result of medication
shortages)

Further, the initial CWP stratification and triaging service flow outcomes are

summarised in the diagram below:
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T~—

Uncontactable: 86

This builds on the experience from CWP and Health Innovation North West work — and lessons
from discussions in the National ADHD Task Forces (pre and post pandemic) as well as the

outcomes of Coronial investigations in response to critical service failures.

This would require a move to a needs-based approach, which would enable us to address the
unsustainable rise in adult ADHD diagnostic requests by:

e Prioritising access for individuals on the waiting lists who are in the most clinical need

e Introducing a newly commissioned Greater Manchester Adult ADHD Triage Team of
Mental Health Practitioners who would undertake face-to-face detailed assessments in
support of initial GP consultations

¢ Implementing a Triage Assessment Process model that supports GPs and patients by
prioritising those patients who are most at risk and have the highest clinical need, with
clear criteria for eligibility for NHS-funded assessments and treatment

e Ensuring there is an appropriate support offer for people who do not meet the criteria for
diagnosis but feel they would benefit from this

Part of Greater Manchester
Integrated Care Partnership

34

NHS Greater Manchester,

The Tootal Buildings, 56 Oxford Street, Manchester M1 6EU

www.gmintegratedcare.org.uk



NHS

Greater Manchester

5.3 How might this look in GM?

At present, we have a ‘first come, first served’ system. There is no way to prioritise those
patients that GPs are particularly concerned about. People are not being monitored while
waiting, so if their condition deteriorates, services won’t know about this. Although it may take
several years to review the existing waiting lists, the proposed new approach would mitigate
risks associated with this approach.

Evidence from elsewhere suggests that patients with less severe presentations do not
necessarily require a medicalised approached to their care. Therefore, those not prioritised for
assessment would be signposted to self-help, peer support, and online resources while they
wait, as supported by recent ADHD focus groups.

This would partly involve signposting existing services and resources. However, it is recognised

that this would generate additional demand for services and resources which would require the
identification of appropriate partners and investment in community infrastructure.

A needs led pathway? \

c. ADHD
Assessment

e. Specialist
support

a. Open access to

needs led support d. Treatment

*Individual signposted or “finds”
the needs led offer.

*Online resources.

*Pre-recorded skills and
wellbeing sessions.

*A digital self offer with guided
support.

*Across and specific to different
neuro-diverse pathways.

*Part of a wider primary care MH
redesign of provision.

*Tool to support clinicians
referring.

#Single point of need
identification for all referrals,
across neurodiversity pathways.

#Also applied to Right to Choose
referrals.

*Referral routes from criminal
justice pathways — prison
release, community treatment,
liaison and diversion.

Use of pre assessment tool for
risk stratification.

Capacity to carry out a clinical
assessment of functional
impairment.

*Qutcome is discharge, referral
for ADHD assessment or referral
to other service.

+Advised about provider choices
and waiting times.

A waiting well offer, for all
neurodiverse pathways
(including a digital platform).

+Continued access to open
access, needs led offer.

*Full clinical and psychosocial
assessment.

+Clear formulation and diagnostic
outcome.

sMulti-disciplinary approach to
joint neurodiversity assessment
when needed.

+Discussion about treatment
options.

sPersonalised treatment plan.

+Medication initiation and
titration.

*Shared care service for annual
review, escalation and
medication restarts.

+Time limited psychological,
psychosocial and thinking skills
interventions. Application across
neurodiversity pathways.

A digital platform to offer
ongoing interaction and support.

+To include those digitally
excluded, including offenders

*Specialist ADHD assessment,
formulation and treatment.
sTargeted and enhanced offer for
those at highest risk (including
offenders and risk of offending)
» Advice and guidance to primary
and secondary services.
sEnhanced thinking skills e.g.
RandR2

As part of our review of services for adult ADHD, considerations included the need to:

e Improve patient outcomes and experience for the individual.

e Test assumptions and identify new ways of working for a needs-led pathway.

e Consider how best to manage new referrals and the existing non-triaged waiting list

e Work with providers to develop wider social prescribing and peer-support group
proposals to support lifestyle interventions

¢ Increase the ‘waiting well offer’ and risk assess/ review existing unmanaged ADHD
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waiting lists

e Consider a ‘digital self-help offer’, working with psychological skills service and talking
therapies to develop

e Work with National Taskforce to develop Open Directories of accredited Right to Choose
(RtC) Providers and Contracts

e Develop a Framework of quality assured, NICE compliant, Adult ADHD providers that
Primary Care can refer to under NHS Choice Framework:

o We are interested in providers who can help us with assessments (from a Senior
clinician), prescribing (including titration & following local Shared Care agreements),
supporting access to non-medical interventions

o We are interested in providers who can connect our service users with locally
commissioned services for other aspects of their mental health they need support with
including NHS Talking Therapies and Recovery college

e Regular updates for Primary Care on which providers are on the list, what their capacity /
waiting times are currently, and how to refer in as with developing models elsewhere (see
the example below, developed by Herefordshire and Worcester ICB):

I Enhanced Proposed Adult ADHD Pathway for H&W ICS
Patient referral
e J
Prlmary Assumptions:
1 Care Hub l = GP tool to identify whether patient may have ADHD

= Diagnostic assessment and follow-up is NICE compliant

1

1

|

i

1
I Screening / triage tool deployed to I = Investment in Primary Care to deliver review capacity and capability

identify likelihood of person being - B
: severaly affected by ADHD : = Shared Care agreement with accredited providers
I | o e e e o e e e e o o
I 1] I
B| Roviews for MH diagnostic i) [ 1
I suppeort and assessment l I > Diagnostic assessment I
refors on NOT MET threshold MET L 1
[ | - | 1 J
I Iy Accredited RtC :
: : : Treatment planning ] Providers 1
.
1 1 — 1
l I I f Ti limited :
Treatment maintenance / | 1 Il + Ime-tmite
: P - { prescribing I I =ty ] [Psychoeducauon] I
K -

B T 1] 1
1 S iy 1
0 ~ Review and follow up iy I
1 iy 1
B e o i ————————————— ] [ oy o o ———————————————— |

5.4 Right to Choose

This model would fully work in line with national Right to Choose requirements — which is a
patient’s right to decide where they would want that referral to go to, after a GP has completed
an initial clinical assessment that supports this option.

For clarity, it is important to note that NHSE guidelines confirm that there are three scenarios in
which people can exercise their right to choose that apply to ADHD. These are:
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e When patients first discuss concerns around possible ADHD with their GP, the GP is
required to complete a clinical assessment of the symptoms and their impact on the patient
to justify a referral for further NHS-funded specialist assessments through Right-to-Choose
or via a locally commissioned ADHD provider

OR

¢ If they are already waiting and could expect to wait 40 weeks or more for an assessment
with a provider

OR

e If they have been on a service waiting list for over 40 weeks — when they should
automatically be offered the choice to consider alternative providers —they would then move
off the current service’s waiting list and move onto another provider’s list (if agreed with the
GP)

Patients do not have a right to use the Right to Choose to request diagnostic assessment from
an alternative provider unless a GP agrees that their clinical assessment warrants further
specialist assessments. An assessment tool that a GP may want to consider using is the ASRS
(Adult ADHD self report Scale?®).

The decision as to whether or not to make a referral to a clinical service is the GP’s
responsibility - and separate from Right to Choose. There are several things that a GP must
consider when they receive a Right to Choose request from a patient:

Is the request for an ADHD assessment clinically appropriate?

Is the provider CQC registered to provide this service?

Do they hold a current contract with the NHS anywhere in England?

Do they provide the full pathway including assessment, diagnosis and titration onto
medication and a stable dose?

e Are they prepared to enter into Shared Care arrangements with this provider?

Furthermore, GPs should consider NICE guidelines which require a cardiac screen for all
patients commencing medication, and an ECG where there are existing cardiac concerns, and
whether a remote provider will request the practice to complete these assessments.

It is recognised that it is difficult to ensure the a happens consistently at present.

5.5 Impact on patients

We recognise that a triage model such as this would have a considerable impact on patients.
This is especially the case for those people who were referred some time ago and with an
expectation that they will receive a diagnosis and treatment. Instead, with a triage model, they
would receive an assessment, following which most would receive access to support short of

25 https://add.org/wp-content/uploads/2015/03/adhd-questionnaire-ASRS111.pdf
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diagnosis.

However, in considering the suitability of such a model, we need to balance this against the very
clear patient benefits, namely:

e Access to timely assessments. Once the backlog is worked through, we would
anticipate the end of people being left ‘in limbo’ for extended periods of time awaiting
an initial contact with a mental health practitioner

e Care based on need and risk. People presenting with severe difficulties, distress etc.
at assessment will have their diagnosis and treatment prioritised, resulting in them
being seen sooner and reducing the risk of harm

e The development of a support offer for those patients not meeting the criteria for
diagnosis will mean many more people able to benefit from evidence-based
resources to help them develop non-medical strategies for daily living

e The avoidance of overdiagnosis and overtreatment will mean less people taking
medications inappropriately

5.6 Impact on providers

Greater Manchester Mental Health NHS FT, Pennine Care NHS FT and Manchester University
NHS FT have all prioritised an urgent need to change the existing ineffective diagnostic and
treatment pathways.

For primary care, the existing challenged Shared Care model changes would potentially include:

e Specialist service discharges of patients following medication and non-medication
interventions

e Primary care with support undertaking annual reviews

e Advice and guidance by specialist service

e Re-referral to specialist service as required

The proposed changes to a new model of care for adult ADHD from the ‘Do Nothing’ scenario
would mitigate many highlighted significant risks and issues (including that the costs of seeing
all adults on the current waiting list, which would cost in excess of £50m, non-recurrent), and
significant recurrent investment in Adult ADHD services to meet future demand (on current rate
predicted to be in excess of £20m per annum).
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6. Health inequalities

It is important that we understand who is impacted by ADHD, and whether different groups
including those with protected characteristics have different experiences of seeking and
receiving help for ADHD presentations. This enables us to develop mitigations to help ensure
that any new service model is equitable, and responds to the needs of different groups.

6.1 Equality analysis

Equality analysis was initially undertaken as part of the desk-based review at the project
initiation stage. The purpose of this work was to understand both what was known about the
prevalence of adult ADHD amongst different protected characteristic groups and how well
served those groups are by the existing diagnosis and treatment arrangements.

The key purpose of this first stage was help inform our engagement work by telling us who we
needed to focus on hearing from and what our lines of enquiry should be to address their views
and concerns.

This work showed that NHS Greater Manchester, and its ten predecessor Clinical
Commissioning Groups, had had very little in the way of conversations about adult ADHD
services with residents or service users. However, the Adult Psychiatric Morbidity Survey 201426
did show us that "men and women were equally likely to screen positive" and "no significant
association was found between ethnic group and screening positive for ADHD".

It suggests that "the proportion of adults screening positive for ADHD broadly decreased with
age". Table 8a suggests 16-34 year olds are most likely to screen positive (and males are over-
represented in this group), followed by 35-64 year olds (with females over-represented) People
aged 65 and over are the least likely to screen positive.

However, "screening for ADHD was more common amongst younger adults; those living alone;
people without educational qualifications; the unemployed and those who are economically
inactive, especially those in receipt of disability-related out-of-work benefits".

Also "ADHD symptoms overlap or co-occur with other neurodevelopmental disorders such as
autism and intellectual disability, and specific learning difficulties”, "Employment status was
strongly associated with screening positive for ADHD".

Therefore, for our engagement, we sought to have an overall sample that was Greater
Manchester as a whole?’ in terms of race and sex, with a good mix of voices from across the

26 https:/ffiles.digital.nhs.uk/pdf/2/f/adult_psychiatric_study ch8 web.pdf
27 https://www.greatermanchester-ca.gov.uk/media/7869/230514 population_final.pdf
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city region to look for differences.

Once we had completed and written up the learning from our engagement (see section 5.3), we
were able to refresh our Equality Analysis and this is attached as appendix i. Based on work so
far, we know that in the consultation we will need to be mindful of the following:

e We need specific actions and messaging to target middle-aged women and, in particular,
younger men

e We also need to reach economically disadvantaged people who are out of work or in
NRS groups D and E?®

Our Equality Impact Assessment / Analysis has noted potential adverse or positive impact for
particular groups identified through national and local engagement/evidence of particularly
vulnerable individuals, from protected characteristic groups losing out from the current
arrangements.

The new model under consideration would provide for all individuals have access to face-to-face
assessments with standard assessment criteria, ensuring a more open and fair system that will
better recognise different presentations (e.g. in girls and women).

6.2 Key findings
The full Equality Analysis is attached as appendix iii.
Some of the key findings relating to adult ADHD are:

e The challenges people of working age of accessing support and seeking reasonable
adjustments without a diagnosis

e Challenges for adolescents transitioning to adult services

e That, by its nature, the affected cohort are likely to be confused and/or concerned by
service change with the risk that they become ‘lost’ in the system. Support to engage
these people should be mindful that they may have other conditions such as hearing
impairment, dyspraxia, dyslexia, epilepsy and a range of mental health comorbidities

e \Women can present differently to men and can feel misunderstood and marginalised

e Culture differences, language barriers and cultural understandings and acceptance about
ADHD means that ethnic minority patients may be less willing to come forward, and less
able to self-advocate through the triage process

e We know that poverty is the strongest predictor of ADHD. However, this may also be a
barrier to seeking support (eg working in precarious jobs without access to paid leave)

e People with undiagnosed ADHD are more likely to have a history of alcohol or drug
misuse, or involvement in the criminal justice system. However, their lifestyles may make

28 https://www.ons.gov.uk/census/aboutcensus/censusproducts/approximatedsocialgradedata
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them less likely to come forward for and stick with treatment

6.3 Considerations for service change
The key implication of the above are that:

e Communication around the consultation and any subsequent service change needs to
be mindful of the particular needs of the group in terms of clarity, repetition and
messaging

e Communications supporting the consultation and any new model also need to be
mindful of Greater Manchester’s diversity and particularly make use of community
languages where possible

e The assessment criteria need to be mindful of different presentations in women

e The consultation needs to make a particular effort to contact people who are socio-
economically disadvantaged or who have chaotic lifestyles. This may involve some
creative approaches

e The service needs to consider how best to work with people who are socio-economically
disadvantaged or who have chaaotic lifestyles

In summary, our consultation will need to employ a whole population approach with specific
work to address minority ethnic communities (to get a proportionate number of responses),
younger men, middle aged women and the economically disadvantaged. Regular review points
during the consultation at 1, 2 and 4 weeks will enable us to identify if we are underperforming
against our targeting and enable us to bring additional effort to bear as needed.

When the consultation is completed, the consultation report will include an updated Equality

Analysis to reflect the learning gained. This will include recommendations about specific
mitigations to ensure any new model is as equitable as possible.
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/. Engagement

This section explains how we have involved patients, the public, stakeholders and clinicians in
the process so far.

7.1 Patient and community engagement

As part of our review of adult ADHD services, it was important that we sought the views of
Greater Manchester residents, and especially those people who were directly affected by ADHD
and may have sought or received help for this condition.

A brief desk-based review showed that there had been no recent engagement by NHS Greater
Manchester or our predecessor bodies on this topic, so we sought to hear from as many people
as possible. We therefore ran an engagement exercise between the 12th of February and the
24th of March 2024.

Central to this was a survey which received 464 responses over the 6-week period.

We supported people to contribute their thoughts by also booking phone calls, welcoming email,
and written submissions, and hosting online focus groups. Social media posts were issued
throughout the engagement period to advertise the opportunity to get involved and to take any
comments via social media that people may have wanted to share. Our WhatsApp number was
promoted throughout the engagement period, should anyone prefer to communicate via
messaging.

We sought community support groups for adults with ADHD, but whilst we were able to find a
number for children, we were unable to locate many for adults. One organisation, CHART,
reached out via email and we began a conversation which we hope to develop in future. We will
continue to search and would welcome contact from any adult ADHD support groups who we
can work together with on the consultation.

Participants appreciated the opportunities to attend focus groups and speak on the phone, so
this style would be something we will take forward into the consultation. A summary of each
method of engagement has been included in the full report.

Whilst there were responses from a wide range of people and ages, the most common
participant was a British woman aged between 36 — 45 years old. 46% of participants to the
online survey described themselves as “someone Living with ADHD”. 31% of participants were
currently on the adult ADHD services waiting list, which is positive in terms of us seeking the
views of those currently affected. There were responses from across Greater Manchester, but
the highest number was from participants living in the borough of Manchester, which correlates
with that of the highest population. Men between the age of 18 — 25 were underrepresented in
the survey.

A summary of the findings are set out below, with the full report in appendix ii.
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Patient suggestions: what would have improved their
experience throughout the service

Make sure 111
are aware of
ADHD services

Improve waiting times
and confirm how long
patient is likely to be
waiting

More support for
patient pre/post
diagnosis

Improved
transparency
around shared
care between NHS

and private
providers

Provide online
resources and interim
support whilst patient
is waiting for

assessment

Consider existing health
conditions/co-morbidities
when assessing patients
and provide wrap around
care

Review the way that
patients seeking a
diagnosis are spoken
to/perceived as to not
judge the patient

Reduce the need
for patients to
chase
assessment
appointments

Provide updates on
where a patient is on the
waiting list for those
who have been waiting
extremely long times

Letter to confirm that
patient is on the
waiting list and the
length of time they will
have to wait

NHS
departments
communicating
with each other

The three key themes from the engagement are as follows:
7.1.1 Communication

The main plea was to significantly improve the communication received whilst on the waiting list
including confirming whether patients are still on the list, and how long they may still have to
wait.

Overwhelmingly, people have had no communication about the waiting list, but one participant
said they valued the frequent texts they received to update them on the waiting list, and text
reminders for upcoming appointments. Similarly in relation to communication, one participant
said they always received a response when sending email enquiries but that these staff can’t
impact on the waiting list itself.

The lack of communication was also expressed in relation to different NHS departments
speaking to each other about the same patient (GP’s, mental health, midwifery, gynaecology
etc.). Participants reported having to act as their own care coordinators, navigating between
different departments and services.

This reinforces other work in the review which has highlighted the lack of management of
waiters who can effectively become ‘lost in the system’ between primary and secondary care.
The comments showed a need to keep in touch with people after referral, to understand if their
needs have changed, to signpost other sources of support and keep them informed.

The issues raised about patients having to self-advocate and navigate different providers tallies
with what patients tell us in general and supports the need to simplify access and pathways and
improve integration.
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Enhancing communication between healthcare providers and with the patients currently on the
waiting list relating to their position will be areas of focus for service improvement going forward.
A better primary care support and ‘Waiting Well’ offer is needed — especially for those not
deemed as in severe clinical need for NHS-funded assessments and treatment.

7.1.2 Support

Participants felt strongly about the need to signpost to sources of support throughout their
journey, including prior to potential diagnosis and treatment, (including self-help, websites etc.
which are also accessible for family members). Some patients are waiting for long durations of
time and described the need for coping mechanisms to support their daily life whilst they were
waiting to be appropriately diagnosed. Participants described being pushed to do their own
research due to a lack of a webpage or leaflet provided from the NHS. They often found private
companies or “untrusted sources” online giving advice around self-help, wellbeing, or
medications.

Participants requested support with navigating the system as well as staff or care coordinators
who were able to fully explain options and timescales. Participants spoke of the impact living
with ADHD can have on all aspects of their lives including their mental health, careers,
relationships, social life, and economic status. An example of some support which has worked
well was a letter provided by a person’s GP around reasonable adjustments for them to give to
their workplace. The support needs to be reliable information and tailored to individual needs
such as a focus on women and those who seek diagnosis later in life (over 30).

The need to have a support offer with authoritative guidance and assured peer-to-peer support
etc. was taken forward by the Lived Experience Group as one of the Standards against which
proposals would be evaluated, and this resulted in options which did not contain such an offer
failing to make the shortlist of options for consultation.

The comments received also highlighted the particular communications needs of people who
may have ADHD and these will be taken into account, both in the consultation and also in the
eventual roll out of the chosen model.

7.1.3 Diagnosis

Diagnosis was seen as crucial to open the doors to further support a person can receive.

Examples were given around support at university, adjustments in the workplace and
perceptions from the wider public of ‘being lazy’ or being taken seriously.

“Without a medical diagnosis no support is available. My ADHD medication has
transformed my life and combined with self-help training my ability to keep on top of tasks
has vastly improved”

Some highlighted a diagnosis as a means to accessing further support. It was suggested that
removing diagnosis as a barrier to accessing help could reduce demand for a formal diagnosis.

70% of participants accessed their diagnosis through an NHS service. We have heard
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frequently throughout our engagement that people have had to resort to seeking private
diagnosis and this makes up 19% of the survey participants. Participants identified the
challenges around seeking private diagnosis, including the cost implications and the limitations
around the NHS not accepting the private diagnosis.

“l need the NHS to recognise my diagnosis as valid.”

“a private diagnosis of cancer wouldn’t be dismissed with the practice declining medications
or care”.

This has demonstrated the degree to which diagnosis is often seen as the key to accessing
help. The review has taken this on board, mindful of the constraints the system finds itself in.
This has led to thinking more about how people can receive practical help and advice without
diagnosis and also how people who need help the most can receive it in a timely manner.

Other issues raised included:

e Treatment suggestions wider than medication include the integration of life coaching
sessions into healthcare services, which could potentially save money for the NHS and
provide holistic support for individuals facing complex challenges including careers advice
and support to navigate things like Access to Work grants

e Streamlining administrative processes and improving access. An example of this could be
by having one Greater Manchester wide waiting list or one contact centre to reduce the
administrative pressure put on the individual patient

e Support for the idea that people should be first be referred to a tier 1 service based on
talking therapies etc. but then they could be referred to a tier 2 service for diagnosis and
more formal treatment from there

Unfortunately, most participants struggled to identify something positive or said that there was
nothing positive to note about their experiences. Once people were able to enter the pathway,
they commented how positive the healthcare professionals had been, and used words such as
knowledgeable, patient, kind and empathetic. When asked what could make their experience
better, participants said to reduce the duration of the process including the time taken to be
assessed and shorter waiting times.

When asked to rate their experience, the most common response to the survey was 1/10. When
analysing the reasons why, the common themes included frustrations with long waiting times
which is a strong theme throughout this report. The average score was 3.5/10 which is
indicative of a need for change of services.

When asked about a referral criterion to improve the process, there was resistance from some
participants to the basic idea that further barriers should be placed between the individual and
someone qualified to diagnose their condition. There was a fear that this would make the whole
process even harder than it already is, and further barriers would be put in place.

There was some support for prioritisation, especially for those in crisis but a feeling no one
should be turned away once they have sought care. There was a minority view that some
people may not necessarily need or want the full assessment if they can access self-help
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strategies, and others will suffer less on waiting lists if they can get some of the help in advance.

Participants felt that pathways should be considerate and accommodating of ADHD traits such
as missing appointments, lateness or ensuring text reminders.

“If I miss a phone call, don't immediately give up on me.”

People who took part in this engagement identified that often people begin seeking diagnosis or
support later in life. In particular for women, misdiagnosis was common following involvement in
maternity services and entering motherhood.

All participants stated their frustrations with the common stereotypes of ADHD being the
condition of a teenage boy who can’t behave in school.

7.1.4 Lived Experience Group

It was decided to recruit to a ‘Lived Experience Group’ made of people with experience of the
condition or caring for someone with it. The participants were recruited through the pre-
engagement focus groups and other interactions with interested people as we promoted the
work.

The purpose of the Group is to act as a critical friend to us and guide us through the review and,
eventually, the consultation. It also serves to ensure that the unique perspectives of those on
the receiving end of the service are brought to the table at each stage.

In early May an initial meeting of the Group was held to introduce the members to each other,
explain the review and explore how they could be involved. Subsequent meetings have been
held to talk through the methodology of the review, the case for change and to offer feedback on
the draft engagement report. The Group also met to help agree the criteria for the Options
Appraisal, and the Group was then represented on the Options Appraisal panel (see next
section).

They continue to support as we progress through to consultation.

NHS Greater Manchester would like to record particular thanks to the individuals for their
ongoing contribution to the programme.

7.2 Clinical engagement

Specific questions have already been discussed with a wide range of local, regional and
national clinical leads including:

» Q1 - Do we agree and recognise the challenges and description of the work underway —
nationally and locally across ICPs? (including unsustainable rise in demand for ADHD
diagnostic assessment and ongoing treatment monitoring - all ages)?

» Q2 - Is there any feedback from people accessing services in your area regarding this to
add - including any particular clinical or other risks that need to be taken account of when
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planning pathway changes (especially moves towards Triage Prioritisation Criteria?

= Q3 - Are there other approaches to improving the commissioned pathway (including
opportunities for peer support, 3rd sector advice/ support or primary care)?

The aim has been to get an overview of the different pathways commissioned/models of service
delivery AND any specific key challenges or gaps in current provision that clinicians and other
professionals have been concerned about.

The groups liaised with in this work included:

= National ADHD Task Force
* North West LDA Operational Development Networks of Professionals
= NHS Greater Manchester’'s CYP and Adult ADHD Task and Finish Scoping Groups

= Primary Care and Specialist Clinical Team meetings (including those focused on Shared
Care Medication Protocol discussions involving Pharmacists/ LMCs /Psychiatrists and
Specialist Nurses)

All have therefore contributed directly to the existing work and priorities for consultation and
service pathway/model changes across the Region.

This has included the Greater Manchester-wide and local Directors of Public Health — with
respect to impact on their local population and any equality considerations — with further, more
detailed discussions through the Greater Manchester Tackling Inequalities Board.

NB, a review was requested from the North West Clinical Senate. However, on this occasion the
Chair took the view that this piece of work was not suitable for their involvement on the basis
that the proposals do not constitute substantial service change (as they are not a
reconfiguration or reorganisation) and appear to be service improvement.

There has been an assessment of whether there are any significant patient flows across
boundaries with information beginning to be collated on what proportion of patients are seen out
of area and locally from other ICBs in ADHD services across Greater Manchester — with a clear
commitment across the North West commissioners and providers for joint action building on the
work led through Greater Manchester.

This work is a Greater Manchester Trust Provider Collaborative priority programme as well as
Voluntary, Community, Faith and Social Enterprise (VCSFE) sector organisations.

7.3 Stakeholder engagement

A wide range of stakeholders have been involved in the process to date with their feedback all
supportive of the direction of work described earlier in this report with no disagreement about
the need for change and service model changes being discussed. This has included Greater
Manchester Joint Health Scrutiny Committee, VCFSE organisations, local Healthwatches, etc.
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NHS Greater Manchester attended the Greater Manchester Joint Health Scrutiny Committee on
16 July 20242°. The Committee resolved:

‘That it be noted that the Committee supported proceeding to consult on the identified
options, on the basis that the proposals constituted a substantial variation’.30

Local VCSE organisations have been made aware of and are part of discussions around this
particularly in relation to impact on their local population and any equality considerations.
Further work is planned with the Greater Manchester Disabled People’s Forum and Mental
Health Leadership Group.

All the other NW ICBs have been liaised with, and are supportive, recognising the positive
impact of changes planned in Greater Manchester for their own approaches and impact on
neighbouring services and out of area patients.

29 https://democracy.greatermanchester-
ca.gov.uk/documents/s32967/ADHD%20Joint%20Health%20Scrutiny%20Report%20July%202024%20ii.pdf
80 https://democracy.greatermanchester-ca.gov.uk/documents/s33435/16-07-2024%20GMHJS%20Minutes. pdf
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8. Development of options

This section explains how we developed and evaluated the options for how the service might
change.

8.1 The long list of options

On 20" May 2024, an Options Appraisal pre-meet was held attended by members of the Mental
Health and Engagement teams. This identified the following draft long list of options based on
all the work done previously. In particular the finding from the engagement exercise about ‘the
need to signpost to sources of support throughout their journey’.

The ‘long list’ of options

Option 1: No change to the service which currently exists

Option 2: Clinical triage: Introducing a clinical threshold, with all patients
triaged and prioritised based on their clinical need, and only those who meet
the threshold receiving a service and going forward for diagnosis.

Option 3: Clinical triage with wider support offer: Introducing a clinical
threshold, with all patients triaged and prioritised based on their clinical need.
Patients who don’t meet the threshold will get offered support to manage
symptoms. Patients who meet the threshold will go forward for diagnosis.

Option 4: Universal offer, followed by clinical triage: Provide everyone who
comes forward with an offer of support to help manage symptoms. Patients
who then request further support will be triaged against a clinical threshold
and prioritised based on their clinical lead, with those who meet the threshold
going forward for diagnosis.

Option 5: Online triage: Introduce a clinical threshold for patients to access
the service, with patients using an online assessment tool which they do by
themselves. Only those who meet the criteria will get support and diagnosis.

Option 6: Online triage with wider support offer: Introduce a clinical
threshold for patients to access the service, with patients using an online
assessment tool which they do by themselves. Patients who don’t meet the
threshold will get offered support to manage symptoms. Patients who meet
the threshold will go forward for diagnosis.

Option 7: Fund a bigger service: Fund additional staff/teams to be able to
clear the waiting list and offer diagnosis to everyone going forward.

Option 8: Stop the service: No longer fund adult ADHD services.
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This included a ‘status quo’ option of no change (option 1), scaling up the current model (option
7) and stopping providing the service altogether (option 8). It was recognised at this time that
there appeared to be obvious reasons why these would likely prove either unsafe, unviable or
otherwise unacceptable to key stakeholders. However, they were included to ensure a full range
of possibilities was tested.

Options 3-6 all involved employing a triage process which would create a threshold for access
to diagnosis. The simplest form (options 2 and 5) was plain triage where individuals either do or
don’t get treatment. Option 5 involved the use of online triage, which had been raised in the
engagement work.

Option 3 differed in that those individuals who did meet the threshold criteria would be offered
an alternative, less medically focussed alternative support offer. This was very much based on
the feedback from the public engagement which showed this was very important to many
people. Option 6 combined this with the online triage in option 5.

Option 4 was similar to option 3, but the alternative support precedes triage and is made
available to all.

8.2 Evaluating the options

In NHS Greater Manchester, we have a consistent approach to evaluating options once the long
list of options has been finalised; this is called options appraisal.

Options appraisal has two stages: agreeing the ‘standards’ (or criteria) that the options should
be evaluated against; then, evaluating the options against the standards.

Each of these stages are explained in more detail below.
8.2.1 The standards

Standards are the criteria that we use to evaluate the long list of options so that we end up with
a shortlist that is viable but needs further consideration and feedback through consultation.
There are two types of standards — gateway standards and evaluation standards.

Gateway standards are standards that must be met for an option to be considered further. So, if
an option is found not to meet a gateway standard, it is then ruled out without further
consideration. These drafted are weighted by our Lived Experience Group to reflect their
relative importance to the Group.

Evaluation standards are more judgement based and are scored. Collectively the evaluation
standards provide a good benchmark for whether an option is viable.

Evidence is collected for each standard that supports the next stage of the options appraisal.

The standards and weightings for the adult ADHD review were drafted by the Adult ADHD Lived
Experience Group on 22" May 2024, when a workshop was held to sense check the long list in
8.1 with the Group and take them through the options appraisal and criteria setting process.
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The three Gateway standards were:

Affordability - could the option be delivered within the current financial envelope?
Safety of patients and staff - would the option ensure patient and staff safety?, and

Equity across Greater Manchester - would the option allow for equitable access for
residents regardless of where they live?

The Evaluation standards (with weightings) were:

Deliverability (4.3) - was the option practicable (e.g. in terms of estates and workforce)?

Offer of support for all (4.8) - would everyone who needed it have some form of support
offered?

Meets NICE guidelines (4.8) - degree of compliance with the current NICE guideline
NG873!

Reduces Health inequalities (4.3) - addresses inequity in healthcare access and
outcomes

Workforce/staffing - on reflection it was agreed to combine Workforce/staffing with
Deliverability as a single standard.

8.3 Evaluation

On 31t May 2024, an Adult ADHD Options Appraisal Workshop was held with mixed group of
clinicians, , people with lived experience and Healthwatch Greater Manchester in attendance to
evaluate the long list of options presented using the agreed standards and weighting.

The participants in the workshop were:

Project lead clinical commissioner — Strategic Lead Clinical Commissioner, Mental Health
& Disabilities, NHS Greater Manchester

Project lead commissioner - Head of Strategic Commissioning, Mental Health & Learning
Disability (Bolton), NHS Greater Manchester

Clinical Director, Mental Health, NHS Greater Manchester

Chief Coordinating Officer, Health Watch Greater Manchester

GP and Assistant Medical Director (Bury)

Clinical Lead for Community Mental Health Transformation, NHS Greater Manchester
Chief Pharmacist, NHS Greater Manchester

Two members of the lived experience group

The workshop was facilitated by members of the NHS Greater Manchester Engagement Team.

At the workshop, each option was reviewed against each standard to provide a final list of viable

81 https://www.nice.org.uk/guidance/ng87
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options. An overview of the scoring/consensus process is shown in appendix vi.

Options on the long list were required to score 3 or above against the gateway standards to be
considered potentially viable and progress to the evaluation stage.

The following options did not meet the gateway standards and so didn’t proceed to review
against the evaluation standards:

Option Description Failed on...
1 No change to the service which currently exists Equity — scored
1

2 Clinical triage: Introducing a clinical threshold, with all | Safety of
patients triaged and prioritised based on their clinical | Patients and
need, and only those who meet the threshold Staff — 2.7
receiving a service and going forward for diagnosis.

5 Online triage: Introduce a clinical threshold for Affordability —

patients to access the service, with patients using an | scored 2.9
online assessment tool which they do by

themselves. Only those who meet the criteria will get
support and diagnosis.

6 Online triage with wider support offer: Introduce a Safety of
clinical threshold for patients to access the service, Patients and
with patients using an online assessment tool which Staff — scored
they do by themselves. Patients who don’t meet the 2.3

threshold will get offered support to manage
symptoms. Patients who meet the threshold will go
forward for diagnosis.

7 Fund a bigger service: Fund additional staffteams to | Affordability —
be able to clear the waiting list and offer diagnosis to | scored 1
everyone going forward.

8 Stop the service: No longer fund adult ADHD Equity - scored 1
services.

Therefore options 3 and 4 proceeded to be reviewed against the evaluation standards, with the
scores as set out below:
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Option

Scores

Outcome

Option 3: Clinical triage with
wider support offer:
Introducing a clinical
threshold, with all patients
triaged and prioritised
based on their clinical need.
Patients who don’t meet the
threshold will get offered
support to manage
symptoms. Patients who
meet the threshold will go
forward for diagnosis.

Option 4: Universal offer,
followed by clinical

triage: Provide everyone
who comes forward with an
offer of support to help
manage symptoms.
Patients who then request
further support will be
triaged against a clinical
threshold and prioritised
based on their clinical lead,
with those who meet the
threshold going forward for
diagnosis.

Gateway Standards:

Equity — 5
Affordability — 4
Safety of Patients and
Staff — 4.3

Evaluation Standards:

Deliverability — 3

Offer of support for all —
4.4

Meets NICE Guidance —
4.7

Reduces Health
Inequalities — 4.1

Gateway Standards:

Equity — 4.9
Affordability — 3.3
Safety of Patients and
Staff — 4.3

Evaluation Standards:

Deliverability — 3.3

Offer of support for all —
4.6

Meets NICE Guidance —
4.6

Reduces Health
Inequalities — 4.3

This option met all 3
gateway standards. It
then scored sufficiently
well against all 4
evaluation standards to
be recommended to

proceed to consultation.

This option met all 3
gateway standards. It
then scored sufficiently
well against all 4
evaluation standards to
be recommended to

proceed to consultation.

The options appraisal evidence pack can be found as appendix vi and the full outcome of the
options appraisal workshop can be found in appendix vii.

8.4 Post-Options Appraisal

On 12 June 2024, the Adult ADHD Steering Group met to receive and review the outcome of
the Options Appraisal workshop. This involved a much larger group which revisited the initial
long list, reviewed the options excluded and included and agreed to propose consultation on
options 3 (Clinical triage with wider support offer) and 4 (Universal offer, followed by
clinical triage) with the former being the preferred option.
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On 17" June 2024, the recommendations from the Adult ADHD Steering Group went to NHS
Greater Manchester's Commissioning Oversight Group (COG), the relevant Board sub-
committee. The proposed options for consultation, the preferred option and the options

excluded at Options Appraisal were all discussed and it was agreed to proceed to consultation
as above.

For simplicity it was decided option 3 would become option A and option 4 would become option
B.

COG also confirmed that option A - Clinical triage with wider support offer would be the
preferred option in the consultation, because:

e As triage will happen earlier, those in most need will be able to receive the support they
need sooner, and

¢ Providing an additional support offer to those referred but not prioritised, rather than to
anyone who wants it, would be less resource intensive and more cost effective
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9. The options for consultation

9.1 Overview

A 6-week public engagement exercise (including online survey and focus groups, the Equality
Impact Assessment and the Lived Experience Group) and clinical/system stakeholder feedback
have informed the proposed options for wider consultation. All have fed into the long listing,
criteria setting and weighting and shortlisting to give us our options for consultation.

The options we will consult on are:

A.

and

Clinical triage with wider support offer: Introducing a clinical threshold, with all
patients triaged and prioritised based on their clinical need. Patients who don’t meet the
threshold will get offered support to manage symptoms. Patients who meet the threshold
will go forward for diagnosis (preferred).

Universal offer, followed by clinical triage: Provide everyone who comes forward with
an offer of support to help manage symptoms. Patients who then request further support
will be triaged against a clinical threshold and prioritised based on their clinical needs,
with those who meet the threshold going forward for diagnosis.

9.2 The Options Compared

As part of our options appraisal process, we identified the following pros and cons of the two
options:

A.

Pros:

Cons:

Clinical triage with wider support offer: Introducing a clinical threshold, with all
patients triaged and prioritised based on their clinical need. Patients who don’t meet the
threshold will get offered support to manage symptoms. Patients who meet the threshold
will go forward for diagnosis.

Prioritisation of those in greatest clinical need and who need the service most.
Support offered to everyone.

Meeting NICE guidelines and improved service quality.

Safer service with those who urgently need help getting it.

Lower waiting times and reduced risks associated with unmanaged demand.

Equal offer for people across Greater Manchester with everyone having access to an
NHS triage.

This process would take some time to achieve.
The threshold will reduce the number of people who go forward for a potential diagnosis.
The wider support offer will cost money, so this option will be more expensive than triage
alone.
Some people who do not meet the threshold following triage may go on to use a private
service.
People may choose not to use the support on offer.
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e For those who meet the criteria, different localities will have different providers in place to
deliver the assessment and diagnosis service (or the patient would have Right to
Choose)

B. Universal offer, followed by clinical triage: Provide everyone who comes forward with
an offer of support to help manage symptoms. Patients who then request further support
will be triaged against a clinical threshold and prioritised based on their clinical needs,
with those who meet the threshold going forward for diagnosis.

Pros:

e Fast support offered to everyone.

e Prioritisation of those in greatest clinical need and who need the service most, although
only after trying the initial support offer.

e Meeting NICE guidelines and improved service quality.

e This could have a positive impact on reducing the size and scale of the waiting list, as
some individuals may have got what they need purely from the universal offer of support
without proceeding through to assessment for diagnosis.

e Equal offer for people across Greater Manchester with everyone having access to an
NHS triage.

e This process would take some time to achieve.

e This process could make the journey to accessing diagnosis a longer one, therefore
increasing risk associated with those who need higher levels of support more quickly.

e This option will be more expensive than option A as everyone will access the general,
universal offer of support first, before prioritisation.

e A small number of people may not want to use the support offer and push for the next
stage.

e Some people who do not meet the threshold following triage may go on to use a private
service.

e For those who meet the criteria, different localities will have different providers in place to
deliver the assessment and diagnosis service (or the patient would have Right to
Choose)

Both options would involve NHS Greater Manchester establishing triage arrangements to
prioritise support for individuals on the basis of clinical need and risk, using a standardised set
of tools and assessments.

Triage involves an assessment being made to understand the needs of patients so they can be
seen in order of urgency.

Both options would make use of criteria adapted from those used already by the Cheshire and
Wirral Partnership NHS Trust and ‘risk stratification’ tools which would assess the impact of the
individual's condition on themselves and others. The criteria and process will be finalised in light
of the consultation outcome. We would expect the triage process to result in 20-30% of those
referred going forward for assessment, diagnosis and treatment funded by the NHS.

With option A (Clinical triage with wider support offer), people presenting with ADHD-like
symptoms would be referred for triaging by their GP, rather than directly to a service provider.
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Those with the highest priority will be referred to diagnosis, and if necessary, treatment. Those
not meeting the criteria for prioritisation would instead be signposted to other support, such as
access to an online support package to manage symptoms and help with accessing peer
support groups and talking therapies if appropriate.

With option B (Universal offer, followed by clinical triage), anybody would be able to access
the same support offer on a “self-service” basis without needing to see a GP. Those feeling they
have unresolved issues can then be referred for clinical triage by their GP as above.

So the key difference between the options is that with option A, the wider support offer would be
made available, post-triage, for those not meeting the criteria for prioritisation whereas in option
B, the wider support option would be offered to anyone who might think they would benefit, prior
to triage taking place.

In terms of what either option may mean for individuals (i.e. if a person is on the waiting list now)
— it is likely that the introduction of the Triage Team assessments will identify:

= if they are in the priority group of those with clinical needs of co-presenting mental health
or other needs warranted escalated access to NHS-funded assessments and treatment

= f they are not then a wider non-diagnostic assessment based support offer including
access to peer support groups and other psychosocial resources

The national evidence does not support online triage — a view supported by service user
engagement who felt their specific needs could not be reviewed in a brief GP consultation.

However, this type of model has been implemented elsewhere and evidence to date in CWP
has been described earlier in the report demonstrating success in reducing both waiting lists
and waiting times.

9.3 Impact on resources

In many respects neither option changes the fundamental nature of the service. Therefore, apart
from stepping up a relatively small triage team as set out below and having to house them, the
workforce implications are minimal.

The new Triage Team is likely to require a minimum of a Clinical Team Leader, 8-10 Mental
Health Practitioners or GPs and an Admin Team (with funding already in place) and that will be:

e Contacting all people referred to Greater Manchester GPs for ADHD assessment — and
initial cleanse waiting lists

¢ |dentifying those wishing to remain on Waiting List
¢ Identifying those with risk of harm from undiagnosed or untreated ADHD
e Scoping level of impairment/impact on functioning

¢ Identifying other unmet needs requiring intervention or support from other
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services/agencies whilst the person is waiting

e RAG rating according to level of impact with respect to ADHD and co-presenting clinical
needs (using RAG supports prioritisation based on needs rather than length of waits - but
streamed into clinics for assessment as Red, Amber or Green)

e Accepting some by default: e.g. Veterans, Transitions from CAMHS or Paediatrics,
incoming transfer of care on active treatment, MAPPA level 3 cases

e Learning from the Cheshire & Wirral Partnership model where Mental Health Practitioner
(MHP) appointments are typically 30-45 minutes — with both face-to-face and tele-
consultation options offered to person depending on need/preference. Therefore 1 x
MHP = 1,250 triage appointments per year and Greater Manchester would look to have a
service involving 8 x MHPs with Lead

e Because of Mental Health workforce challenges — option to draw on specially trained
retired or bank staff with Mental Health experience

e Clinic notes added to the Electronic Patient Record with outcome letters sent to the
patient, GP and other service where appropriate or requested

e Considering option for default 12-month repeat appointments to check if we are seeing
the same experience as CWP whereby most people remain at the same RAG or
decrease

e Option in place for other repeat assessments ad hoc upon patient/GP requests
e Extending wider support offer to individuals with ADHD with co-presenting clinical needs

e Treatment plans devised collaboratively in line with the patient’s goals (psychological,
behavioural and occupational needs being considered) and treatment discussions
including providing information to the patient on the benefits of a healthy lifestyle — and
medication recommended when there continues to be significant impairment after
environmental modifications have been implemented (NICE, 2018)

9.4 Impact on access and quality

For patients in most need, access will become more timely and we will be able to identify and
monitor those people while they wait, greatly improving patient safety.

However, it is recognised that, under both options, there will be patients who still want to receive
a formal diagnosis and who may not find the wider support fully meets their expectations.

9.5 Impact on health inequalities

The EIA has identified potential differential effects and this will be revised in light of the
consultation outcomes. Having a documented, consistent triage process and criteria will help
ensure more equitable access and outcomes. It may be that further mitigations will need to be
identified to address consultation feedback.
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9.6 Impact on sustainability of services

The intention is that the options will stabilise adult ADHD services. It is anticipated that
each Mental Health Practitioner will undertake approximately 1,250 appointments per year. As
the backlog is worked through, it is anticipated that waits will decrease and eventually we will
get to a point where assessments don’t have a wait.
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10. Implementation planning

10.1 Overview

Advice has now been secured from NHS Greater Manchester’'s Procurement Team and NHS
England on the appropriate ways forward in the context of changed procurement guidance and
developments in other parts of the country.

By issuing a ‘Prior Information Notice/Full Market Engagement process to guide the compliant
route to market’, NHS Greater Manchester will make open a public ‘expression of interest’ process
to guide/inform the actual route to future services changes through the market.

If only one existing competent Greater Manchester Learning Disability and Autism NHS service
provider comes forward with an interest in taking on this Lead Provider role — it may be possible
to complete this work rapidly with a subsequent Direct Award with Existing Contract Variation in
line with PCR or PSR regulations.

If, following the Consultation, the new proposed approach is supported, the indicative timeline
for a Direct Award option to establish a Triage Team to support GPs involves:

e Market Engagement - 1 month (Feb 2025)
e Service Design and Setup - 3-4 months Feb-Mar 2025)
e Direct Award and mobilisation (Apr 2025)

Interest has already been noted from MH Trusts and PCNs to establish the GM Triage Team —
so there is likely little risk in beginning to mobilise this element of the new model. Given the
ability to recruit significant numbers of mental health and other professionals through Bank
arrangements (including those who have retired) — rapid initiation of a new ADHD Triage Team
model of care should be possible without disrupting existing mental health and other services.

Conversations with CWP and Innovation North West Coast also confirm arranging access to a
wider support offer should not be a significant risk for those on waiting lists and/or assessed as
not meeting the criteria for NHS-funded assessments and treatment.

Given the challenges faced across the system for this vulnerable group of service users, it is
recommended that both lived experience and clinical engagement is maximised in the market
engagement and subsequent phases through working with existing independently facilitated
groups such as the ICB Involvement and Assurance Group. This will ensure we properly:

e Prioritise access for individuals on the waiting lists who are in the most clinical need

e Introduce a newly commissioned Greater Manchester Adult ADHD Triage Team of
Mental Health Practitioners who will undertake face-to-face detailed assessments in
support of initial GP consultations

¢ Implement a Triage Assessment Process model that support GPs and patients by
prioritising those patients who are most at risk and have the highest clinical need, and
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e Ensure there is an appropriate support offer for people who do not meet the criteria for
diagnosis but feel they would benefit from this

10.2 Resources

£1million recurrent monies have been identified from 2024/25 Mental Health Investment
Standard funding commitments. There is an assumption that the initial pilot will also result in
recurrent savings from inappropriate private sector ‘right to choose’ ADHD assessments.
These, plus existing budget commitments, will enable the design, development and mobilisation
of wider support offers (especially targeted to wider group of individuals no longer eligible for
NHS-funded assessments based on objective face-to-face clinical assessments.

10.3 Governance and handover

NHS Greater Manchester will demonstrate assurance about potential Providers having
undertaken a ‘due diligence’ process proportionate to the nature and value of the contract in a
transparent and fair way.

Where this applies to a direct award or material contract variation, financial and quality
assurance checks of suppliers and Providers will be expected to be undertaken before entering
a contract which will assess the suitability of the Provider using the following non exhaustive
criteria:

Financial viability

Economic standing

Corporate social responsibility

Clinical capacity and capability (where applicable)
Clinical governance (where applicable)
Quiality/accreditation, and

Compliance with the Public Sector Equality Duty
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10.4 Risks and mitigation

NHS Greater Manchester Risk Register

NHS

Greater Manchester

Current Risk
Risk Description Risk Trend s Actions / Mitigations
Proximity
Score
The trend The actions and
- % indicates any | Timescale | activities planned to
: - . O = = change in the asto take place that will
%;'; Risk category A S;?gﬂfg;g:;g:}%?ﬁ};gitr'Sk é § % currer!t risk when the when implemented or
Q I= 0} score in the risk will completed reduce,
3 é form of an occur eliminate or minimise
arrow the risk
Risk: Demand for neuro-
developmental services outstrips
capacity leading to long waiting * Adult ADHD proposal
times + service change model approved at MH
unsupported Partnership Group,
Commissioning
Cause: _ _ Oversight Group, at
_ . A_duIt ADHD - there isno national ICB Execs
System | Operational | policy for ADHD and it is not 4 4 - 0-3 - Once gateway 2
wide Performance | included in the LTP. Patients can months

request private assessments under
Right to Choose then expect to
return to the NHS for treatment.
Three localities currently have no
service

Impact:

Patients will face very long waits for
assessments

consultation is
complete (QTR 4), it
will enable the Adult
ADHD pathway
implementation to
initiate

51

NHS Greater Manchester,

The Tootal Buildings, 56 Oxford Street, Manchester M1 6EU

www.gmintegratedcare.org.uk



System

X Workforce
wide

Risk: Inability to recruit and
retain skilled workforce to
support establishment and
mobilisation of Adult ADHD
Triage Team with impact on
patient safety, patient care &
experience, staff wellbeing,
morale and safety.

Greater Manchester

0-3
months

* An ambitious but
achievable workforce
development plan
developed with Key
Deliverable Priorities
(KDP) and timelines

- KDP: Support and
develop the system’s
capability for integrated
planning, enabling an
effective understanding
of (and projection for)
activity, finance, and
workforce across the
system.

- KDP: Support equality,
diversity, and inclusion in
future workforce planning
to ensure our workforce
is representative of our
community.

- KDP: In a changing
health and social care
landscape prioritise
strategic thinking and
planning in resolving the
bigger issues of culture
and the systemic
contexts that integrated
workforces find
themselves in.
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11. Consultation plans

This section gives an overview of the plans for consultation and how people can get involved
and summarises the Consultation Plan and Communication Plan which are attached as
appendices iv and v.

Subject to the approval of NHS England, we will look to start consultation at the earliest
opportunity, to run for a period of eight weeks from 31 March 2024 to 26 May 2025.

Key stakeholders, including the members of the Greater Manchester Joint Health Scrutiny
Committee, the ten locality Health Scrutiny Committees, other elected representatives and
clinical leaders would be briefed prior to the start of consultation and encouraged to share
details of the consultation with any other interested parties.

A consultation information pack would be published explaining what ADHD is and how current
adult ADHD services are run, the case for change, the learning from previous engagement work
on this topic, what the options are, how they were decided upon, how they would work and their
respective advantages and disadvantages.

The public would be able to be get involved in a number of different ways:

a) Proactively seeking groups to meet with, particularly those shown as being potentially
differentially impacted by the proposals or who we have the least understanding of that
impact

b) Other groups would be able to request our team meet with them to hear their views
c) Focus groups will be held to delve into some elements in more detail
d) A printed and online survey would be produced — with easy read and large print version

e) People would be able to ring to complete the survey over the phone or just share their
thoughts on the topic if they prefer

f) People would be able to send a voicenote, text, or WhatsApp message

g) People would also be able to share their views via NHS Greater Manchester’s social
media channels

Surveys and other submissions would be able to be returned via a FREEPOST address.

11.1 Purpose

Early in the process, it was identified that because of the numbers of people affected, and the
fact that any changes would affect people already waiting, it was likely that a public consultation
was required. This was confirmed when a paper was taken to the Greater Manchester Joint
Health Scrutiny Committee in July 2024, which concluded that the proposals amounted to
‘substantial variation’.
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Planning then began for an 8-week consultation to gain feedback from the public, and especially
existing and potential service users about their preferences between the options and to bring in
thoughts about what needs to be considered in rolling out a new approach.

The intention is to ensure that the perspectives of the public on the options and implementation
are sufficiently well understood so that due consideration can be given to this information
alongside all other considerations (eg financial, patient safety, compliance with guidance) when
coming to make a final decision. This will:

a) Meet the expectations of current and potential service users that they can influence
decisions relating to the future care offer for adult ADHD

b) Ensure that the NHS Greater Manchester’s legal duty to involve is discharged and the
expectations of the Greater Manchester Joint Health Scrutiny Committee are met, and

c) Ensure that the outcome of the review is optimised by ensuring as many voices are
heard as possible when making a final decision

The consultation will gather insights on the following topics, which will form our ‘key lines of
enquiry’:

a) What are the views of consultees about each option

b) Whether the consultees have a preference, and if so why

c) Views on the draft clinical criteria and triage process

d) Views on the wider support offer made available for those not meeting the clinical criteria

e) Whether there are any communities or groups who will be affected more than others due
to reasons of inequality, and

f) Whether consultees have any other thoughts about what should be borne in mind in
when implementing the chosen option

11.2 Key stakeholders

Equality Impact Analysis and desk based research shows that ADHD is similarly prevalent
amongst men and women and all racial groups. However, younger men and women in their 30’s
(often new mums) are particularly affected and we could see that people from non white
backgrounds were underrepresented in the initial engagement phase. Therefore these groups
will form specific targets for the consultation.

Also we know that people on lower incomes/ in precarious personal situations are more likely to
have ADHD so we will target them.

The Communication Plan uses a stratified approach to target these groups. We will review who
Is participating in the Consultation at 1, 2, and 4 weeks stages to compare the sample with the
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population and consider what approaches are needed help bring in more responses from
groups who are underpresented.

We also recognise that there are groups which represent people who may have ADHD and we
will target them, both for an organisational view and to encourage them to signpost the
consultation to their beneficiaries.

11.3 Activities and materials
The consultation will run for 8 weeks.

We will use a mixed methodology with a mix of online and face-to-face work.

The core offer online will be a survey, which will collect views in a structured way and enable us
to analyse responses, including free text (i.e. using open text boxes allowing people to share as
much information as they want).

However, we recognise that a lot of groups will struggle to engage with a survey, which means
we will need to go out and engage with people face to face, to either:

e talk through the issues and signpost the survey, to

e assist individuals to complete the survey, or

e gather inputs in other ways reflecting the needs of the individual(s)

We will promote the survey and the supporting Consultation Document using the channels set
out in the Communications Plan. This will include offering the survey questionnaire in other
languages and formats to meet accessibility needs.

The Consultation will launch with an online event, which will be recorded (and placed on the ICB
website) this will talk through the proposals and explore the key lines of enquiry. The outputs of
groupwork will be captured and participants will be encouraged to complete the survey
individually after the event.

The Engagement exercise showed that some groups, particularly those people from people
from ethnic minority backgrounds would be less likely to respond to a survey. For this reason,
we will make a particular effort to reach out to community groups representing these
communities. We will promote our offer to attend planned community events and/or meetings to
talk about the proposals and either gather views or signpost the survey. More broadly we will
attend any community group as requested.

We recognise that people in the ten localities of Greater Manchester will have had different
experiences of adult ADHD services, due to the different commissioning arrangements dating
back to the former Clinical Commissioning Groups. For this reason, we will ensure that there is
activity in each of these localities. We will run at least one consultation activity in each of
Greater Manchester’s 10 places. These will include either pop ups in community spaces or
dedicated events.

The consultation events will follow the same format as the online launch event and include a
presentation on the proposals and group work. The drop ins will take place in places with high
footfall and will aim to promote the survey, answer questions and capture views given.
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11.4 Communications support

The primary goal of communication in support of this consultation is to drive public participation
in the consultation. Secondary goals are to increase public awareness of ADHD, promote
accurate information and empower those affected by ADHD to share their stories.

Key communication objectives will be:

* Ensuring people, and especially targeted groups are made aware of the consultation and
response is maxmised

* Ensuring people have sufficient information about the benefits and risks of the options to
be able to provide an informed view in the consultation

* Providing confidence about the sincerity of NHS Greater Manchester in wanting to hear
public views and the integrity of the consultation process, and

The key messages at the consultation stage include:

e Adult ADHD services and support in Greater Manchester need to change so they can
better support the people who need them

e Call to action — to participate in the consultation and signposting opportunities to be
involved (e.g. attending events)

Key methodologies will include proactive and reactive media management, use of social media,
issuing briefings and producing accessible and attractive collateral to support the consultation,
as detailed in the Strategy.

11.5 Responses and analysis

All the responses received will be collated by the Engagement Team and thematic and
quantitative analysis undertaken to understand what people are telling us about each of our five
key lines of enquiry.

We will then disaggregate this information against our equalities dataset and by locality to
understand whether different groups have told us different things.

This will be written up into a consultation report which will include commentary highlighting the
key learning. This will then be published on the NHS Greater Manchester website alongside a
full set of the inputs.

This report will be received in a decision-making workshop with the same membership as the
Options Appraisal workshop. The report will be considered alongside other information such as
financials, workforce data, national guidelines etc. A recommendation would then be made on
the future model for the service, which would go forward for a final decision from the ICB Board.

We will ensure that a feedback report explaining the decision and why it was made is placed on
our website, so everyone can see what the public told us, what we then did and why.

3

Part of Greater Manchester
Integrated Care Partnership




NHS

Greater Manchester

12. Approval and next steps

Approval of this Business Case

This pre-consultation business case, including the proposal for options to go forward to
consultation, will be put through Stage 2 of the NHS England Assurance process as requireds?.

We will then share our Consultation Plan with the Greater Manchester Joint Health Scrutiny
Committee, as requested.

The pre-consultation business case will then go to the ICB Board for a final decision to consult.
If that is given, work will proceed.

Preparation for ‘go live’

At this point, a start date will be set for the first practicable date when we can be confident
everything is ready.

A final review of plans will be undertaken, stakeholders briefed and our activity planner
populated in detail for the 8 week period of the consultation.

32 https://www.england.nhs.uk/wp-content/uploads/2018/03/planning-assuring-delivering-service-change-v6-1.pdf
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13. Appendices

Appendix i - Consultation Prospectus and questionnaire

i
-
Concultation
Prospectus Nov 2024

Appendix ii — Engagement Report

PDF

357E013.pdf

Appendix iii — Equality Analysis

i
m-
4 Equality
Analysis.docx

Appendix iv - Consultation Plan

i
-
Consultation Plan
Nov 2024.docx

Appendix v — Communications Strategy
NB this Strategy also supports service redesign work for children and young people’s ADHD and Autism.

i
-
ADHD Comms
Strategy Nov 2024.dc

Appendix vi — Options Appraisal Evidence Pack

PDF

AO08DA009.pdf

Appendix vii — Minutes of Options Appraisal Workshop

[

942765F4.pdf
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