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Abstract

Background:

Attention deficit hyperactivity disorder (ADHD) is a highly prevalent neurodevelopmental disorder.
United Kingdom (UK) guidance states primary care has a vital role in effective ADHD management
including referral, medication prescribing and monitoring, and providing broader mental health and
wellbeing support. However, many general practitioners (GPs) feel unsupported to provide
healthcare for young people with ADHD. Inadequate healthcare is associated with rising costs for
patients and society.

Aim:

To investigate the experiences of young people with ADHD accessing primary care in England, from
the perspectives of people with lived experience of ADHD (LE), and healthcare professionals (HPs).

Design and Setting:

Qualitative interviews were conducted with HPs (GPs, practice mangers, and a wellbeing worker),
and people with LE (young people aged 16-25, and their supporters) located in Integrated Care
Systems, across England.

Method:

Semi-structured interviews were conducted with participants at five purposively selected general
practices (varying by: deprivation, ethnicity, rural-urban setting). Questions focused on experiences
of accessing/providing healthcare for ADHD. Reflexive thematic analysis was undertaken within a
critical realist framework, to understand how provision works in practice and explore potential
improvements.

Results:

Twenty interviews were completed with 11 HPs and 9 people with LE. Three themes were
generated: a system under stress, incompatibility between ADHD and the healthcare system, and
strategies for change.

Conclusion:

Standardisation of ADHD management in primary care, providing better information and support for
HPs, and advising on reasonable adjustments for people with LE could help improve access to
effective treatments for young people living with ADHD.

Keywords

ADHD, Primary Care, GPs, Prescribing, Shared care, Qualitative research.

How this fits in

Attention deficit hyperactivity disorder (ADHD) is a highly prevalent neurodevelopmental disorder,
with negative consequences for individuals and their communities. Research indicates a current
“failure of healthcare” for people with ADHD in England, but previous recommendations to improve
support for ADHD in primary care lack feasible and practical recommendations for health
professionals. This study highlights individual-, practice- and system-level barriers to accessing
support for ADHD via primary care and provides suggestions for how to overcome these barriers
from the perspectives of multiple stakeholders. Health professionals and people with lived



experience provided data which points to the standardisation of ADHD provision, providing
additional information and support for clinicians, and better utilisation of reasonable adjustments
for patients with ADHD in general practice.



Introduction

Background

Attention deficit hyperactivity disorder (ADHD) affects an estimated 3-5% of children and
adolescents, and 2-5% of adults globally (1-4). Nearly half of individuals diagnosed with ADHD during
childhood continue to experience symptoms into adulthood (5). ADHD can predispose young people
to the development of mental health problems, and lead to negative long-term outcomes such as
worse academic and employment opportunities, financial difficulties, higher engagement in criminal
activity and increased mortality (6-8). Treatment options include medication and non-
pharmacological support, such as psychosocial interventions. Both offer short-term efficacy in
ameliorating ADHD symptoms (9, 10), while medication has been shown to improve long-term
outcomes (6). Providing patients with adequate access to support, including medication where
needed, enables effective management of ADHD (11, 12).

General practitioners (GPs) and primary care are the interface between patients and specialist
services in the UK. Under National Institute for Health and Care Excellence (NICE) ADHD guidelines
[NG87], primary care professionals can refer patients for assessment/diagnosis, and prescribe
medication under shared care agreements (11). However, research indicates patchy provision, with
long waiting times and limited availability of adult ADHD services (13, 14). Often, the components
needed to enable shared care prescribing of ADHD medication are not in place (15). Additionally,
research indicates that shared care does not work consistently in practice, with concerns over the
balance of risk and responsibility (15, 16).

Previous qualitative research has examined stakeholder experiences of ADHD management in
primary care from the perspectives of parents and older adults (17). However, young people face
additional challenges as they transition into adulthood (18). Appropriate support in this period is
critical to maintain engagement with treatment, and for future mental health. Therefore, this study
aimed to explore the experiences of young people (aged 16-25) with ADHD when accessing primary
healthcare, incorporating perspectives of young people and supporters with lived experience (LE) of
ADHD, and primary healthcare professionals (HP). The objectives were to:

- Understand how young people with ADHD access appointments and receive care for ADHD,
including referrals, prescriptions, and reviews/monitoring;

- Identify the types of support available from primary care for young people with ADHD; and

- Explore barriers to accessing support for ADHD in primary care.

Methods

Participants and recruitment

Previously, the Managing ADHD in Primary Care (MAP) national survey investigated the provision of
supportive elements for ADHD in primary care, reported by people with LE and HPs (19). Potential
primary care practice sites were identified via MAP survey respondents and purposively sampled
from across England to represent a range of local area characteristics (ethnicity, rural/urban setting,
deprivation). Participants were recruited via practice sites or participation in the national survey
where they indicated a location close to one of the sites. All participants had to be currently residing



or working in England. Further detail of our recruitment strategy can be found in our MAP study
protocol (19).

Data collection

Data were collected, using semi-structured interviews with topic guides (Supplementary Material).
Topic guides were initially developed using questions from the MAP survey and refined following
consultation with two research advisory groups (RAGs), who were recruited to support the wider
MAP study (19). Members of a young person RAG included young people with ADHD and their
supporters, and a practice and policy RAG consisted of practitioners and service commissioners.
Questions focused on experiences of accessing/providing healthcare for ADHD. Box 1 contains
summaries of topic guides.

Box 1: Summary of topic guides

Health professionals and providers

1. Access to primary care for ADHD

Experiences of how young people with ADHD access

primary care, including practicalities, barriers and

facilitators.

2. Support for primary care providers working

with young people and adults with ADHD

Thoughts on how local providers and wider healthcare

system can support primary care professionals to provide

healthcare for ADHD, including challenges and changes

that can be made to the system.

3. Providing care for people with ADHD through

primary care

Experiences of providing care in the following domains:
Prescribing and medication — shared care protocols,
differences in private/NHS diagnosis for prescribing.
Non-pharmacological ADHD healthcare — mental
health support, social prescribing, transition to adult
mental health services.

4. Wider mental and physical health support

through primary care

Experiences providing for the wider health needs of

young people and adults with ADHD, including health risks

associated with ADHD and the Additional Roles

Reimbursement Scheme.

5. Information resources and digital solutions

Knowledge and use of digital health interventions for

young people with ADHD, and digital resources which aid

practice and delivery of primary care.

Young people and supporters

1. Access to primary care for ADHD

Experiences of how young people with ADHD access

primary care, including practicalities, barriers and

facilitators.

2. Support for young people and adults with

ADHD through primary care

Experiences of receiving care in the following

domains:
Referral for ADHD diagnosis — via NHS or
private routes (including Right to Choose).
Prescribing and medication —how prescriptions
are set up/received, communicating between
adult mental health services and general
practitioners, medication reviews.
Non-pharmacological ADHD healthcare —
mental health support, transition to adult
mental health services.

3. Wider mental and physical health support

through primary care

Experiences receiving care for wider health

needs/comorbidities, including awareness of health

risks associated with ADHD.

4. Information resources and digital solutions

Knowledge and use of digital health interventions for

self-management of ADHD symptoms or information

about accessing healthcare. Preferences with

regards to future delivery of digital health

intervention.

Interviews took place between March and June 2023 via Microsoft Teams or telephone with
informed consent. All interviews were audio-recorded and transcribed verbatim by an approved
third party. All identifiable participant information was anonymised. Recordings and transcripts were
stored on a general data protection regulation (GDPR) compliant server only accessible by members
of the research team.

Data analysis

A reflexive thematic analysis was conducted to generate themes, as described by Braun and Clarke
(20) and exemplified by Byrne (21). This was undertaken within a critical realist framework (22),
using NVIVO (QSR International) to manage the data (23). A preliminary inductive framework was



created by immersion in the interviews and line-by-line coding of two transcripts (BG and AP). This
was then revised, incorporating deductive codes from the topic guides. Remaining transcripts were
coded (RG, JW and KB), supported by regular meetings to discuss and refine the framework with the
wider team. Coders maintained reflective journals throughout, documenting their personal
perspectives. Column summaries were created for the framework matrix, then organised into
themes and subthemes, which were applied to the data and refined (RG, KB, AP, and JW).

Findings

Sample

In total, 20 participants (11 HPs) and (9 people with LE) were recruited from five primary care
practices in England, located across 5 of the 7 NHS regions. For practice location characteristics, see
Table 1. For individual participant details, see Table 2.



Table 1. Sample. overview of research sites, participants, local area profiles, and site descriptions.

Conurbation

MH worker, social prescriber.

Practice Profile of local authority Profile of practice, including characteristics of local area as described by participants
research % Rural/Urban | IMD | Summary Quotes
site ‘White’ | classification | rank
(numberof |1 2 3
participants)
S1 (n=3) 94 Urban with 50 ~12,500 patients. High “most deprived practice in the city...top 10% of most deprived practices in the country.
City and deprivation area. Specialists in We see a huge amount of mental health, substance misuse. We're specialists in substance
Town substance misuse. Contract for misuse ... We hold the contract for the Outreach to the Homeless Service, and we take our
homeless outreach. Social care out to hostels.”
prescriber, Mental Health (MH) “...we have a social prescriber through the Additional Role Reimbursement Scheme, with
worker the PCNs...that works in our practice.... We've got a mental health worker” Practice
manager
S2 (n=5) 84 Urban with 1 ~3,500 patients. High “...one of the areas of England with the highest index of multiple deprivation....”
Major deprivation area. Provide drug “inequalities ... massive... lack of job opportunities, education, housing, you name it. ...
Conurbation misuse services and SAS services. | high asylum seeker community ... a really, really, diverse area.”
Counsellor. “We provide a drug misuse service... SAS service...for patients who have been removed
from their practice having behaved in a way that warranted the police being called.”
“We have an onsite counsellor who's available for brief interventions” General
practitioner (GP)
S3 (n=4) 97.6 Largely Rural | 75 ~7,000 patients. “we have link workers, and ... primary mental health workers”. GP
Link workers, MH workers.
S4 (n=4) 70.7 Urban with 180 ~7,000 patients. University “... we have a young population... We also have a lot of overseas families and students.”
City and linked practice. High numbers of | Practice manager
Town students and patients from “We have a ...[wellbeing] worker who comes to the practice who doesn’t provide therapy
overseas. as such but is very good for exploring complex issues and kind of way finding and thinking
Wellbeing worker. about other resources that may be needed or accessible to a particular patient.” GP
S5 (n=4) 48.6 Urban with 7 ~5,500 patients. High “high deprivation area, ...one of the most deprived communities in ... in England, so
Major deprivation area. lowest 10%.” GP

“...we have a mental health worker... social prescribers” Practice manager

1Census 2021, % of people classing themselves as ‘White’, with average in England being 81.7% (24); ?Census 2011 (25); 3Indices of Multiple Deprivation (IMD) summaries for
Local Authority Districts (26), Rank of proportion of LSOAs in most deprived 10% nationally with 1 being highest rank for deprivation and 195 being lowest.




Table 2. Participants. unique identifier (ID), role, and additional characteristics.

Unique ID Site | Role Sex Ethnicity (self- Additional information (provided at interview)
described)

PracticeManager-1 | 1 Practice manager Female White British Managing partner

YoungPerson-1 1 *Young person with ADHD Male White British Age 20, student

YoungPerson-2 1 *Young person with ADHD Female White British Age 24, graduate

GP-1 2 *General practitioner Female White British Commissioning experience/role, ADHD in family

GP-2 2 General practitioner Male White British ADHD in family

PracticeManager-2 | 2 Practice manager Female White British Possible undiagnosed ADHD, ADHD in family

YoungPerson-3 2 Young person with ADHD Female White Age 24, mother

Supporter-1 2 Supporter of young person with ADHD Male White British Grandfather

YoungPerson-4 3 *Young person with ADHD Male White British Age 17, apprentice

Supporter-2 3 *Supporter of young person with ADHD | Female White British Mother

GP-3 3 General practitioner Female British mixed Commissioning experience/role, ADHD in family

PracticeManager-3 | 3 Practice manager Female White British -

PracticeManager-4 | 4 Practice manager Female White -

WellbeingWorker 4 Wellbeing worker Female White other Neurodiverse

GP-4 4 General practitioner Male Irish -

YoungPerson-5 4 Young person with ADHD Female White British Age 24, student

Supporter-3 5 *Supporter of young person with ADHD | Female White British Mother

YoungPerson-6 5 *Young person with ADHD Female White British Age 22, on a break from university

PracticeManager-5 | 5 Practice manager Female British Pakistani | -

GP-5 5 General Practitioner Male British Pakistani | Commissioning experience/role

Note: * = participant recruited via MAP survey (instead of via site) from location within same local area as practice research site.



Findings

Three themes were generated relating to primary care provision for young people with ADHD: a

system under stress, incompatibility between ADHD and the healthcare system, and strategies for

change. These are summarised in Table 3.

Table 3: Summary of themes, with illustrative quotes

Theme
[sub-themes]

Summary

lllustrative quote

A system under
stress

[Lack of provision;
deferring responsibility
of care; variation in
ADHD management]

Demand for ADHD services is
increasing, stretching
already limited resources
even further.

A lack of capacity in primary
care, coupled with gaps in
secondary care, negatively
impacts care pathways.
Patients and healthcare
professionals reported
difficulties linked with
variations in ADHD
management, within and
between practices.

The health service in general practice
particularly is not paid to support
everything. We have limited resources; we
have to manage within those limited
resources. GP-5

...the particular one is the complete
absence, or the paucity of actual services
for people with ADHD. So, it’s great when |
can see somebody with angina. | know I've
got a system where | can assess that
patient, | can arrange investigations. | can
pull together an initial primary care
treatment programme and | can refer on...
and | know that system’s going to work. |
don’t have that for ADHD. The systems are
very poor. GP-2

Incompatibility:
ADHD and the
healthcare system

[Barriers to accessing
care; consequences for
the individual]

The systems/processes
involved in accessing care
are counterintuitive to
characteristics of ADHD,
such as difficulties with
organisational skills and
attention. These barriers
have consequences for
individuals.

But | think just things like inflexible
appointment keeping and being thrown
off waiting lists because you are not
keeping your appointments or making it
very difficult for you to enter systems
because you have got to fill in very big
questionnaires and submit them on time,
that kind of thing, that can be hard for
people. GP-1

Strategies for change
in ADHD primary
care provision

[Clarifying
responsibility for care;
need for
training/information]

Three main areas of focus for
change are identified to best
equip healthcare
professionals to provide care
to young people with ADHD:
clarifying responsibility and
providing training and
information.

| think what we provide is having quite a
knowledgeable practice workforce who
see a lot of patients with ADHD. They have
got understanding and knowledge. We
provide longer appointments ... that would
be helpful. [Good practice example]
PracticeManager-4

A system under stress

Lack of provision

Many participants described difficulties accessing prescriptions for ADHD medication from their GP,

especially if they had been diagnosed privately. This is of concern given that several LE participants

reported that they “ended up with a private diagnosis because of the [NHS] wait times”

(YoungPerson-2).




So, my GP has refused to take over my prescriptions, so | still get them from Psychiatry UK.
They didn’t give me a reason, they just said that they won’t do shared care. YoungPerson-1

Additionally, LE participants overwhelmingly reported receiving no medication monitoring from their
GP, with one exception whereby the participant received check-ups, albeit at seemingly random
intervals.

I have basically no communication with them while | have the repeat prescription. Because it
is all semi-automatic. And then, once in a blue moon, however much time has passed,
doesn’t seem to have a pattern, they’ll not fill it, and go, “Oh, you actually need to come in,
or you need to do your blood pressure and weight at our machine, and just send it to us.”
YoungPerson-2

Furthermore, HP and LE participants reported that “there is very little out there” (PracticeManager-
1) with regards to non-pharmacological support for ADHD or mental health from primary care. Many
LE participants stated that they “wouldn’t even know where to go at the GP” (YoungPerson-4) to find
such support.

We get nothing through our doctor’s surgery. There are no support groups, there’s no
specialised nurse there. It’s literally you get [the] prescription and that’s it. Supporter-2

This was acknowledged by most HPs, although there were some exceptions, with a university
practice reporting strong mental health and welfare provision.

Within the university setting there’s often a very strong welfare provision as well as a
counselling service if needed, so students here are often very well supported from that point
of view. GP-4

Some practices offered access to mental health support but with “nothing specific to ADHD” (GP-1),
experiences echoed by both HP and LE participants. Many HPs mentioned access to social
prescribers who offer “generic support for people” (GP-1). One GP provided examples of social
prescriber assistance:

Support with learning, support with any issues they might have with housing issues, help
with benefits... Food banks, that kind of stuff. But that's not specific to ADHD. GP-3

Some LE participants felt that while comorbidities or symptoms caused by their ADHD (e.g., low
mood) might be recognised and treated, the underlying cause (ADHD) was not.

Throughout the course of all of [my] treatments, | had always said it felt like we were
treating a symptom, not the cause... It just feels like the foundation of what the problem is
somehow is not being addressed. YoungPerson-6

Deferring responsibility of care

Most LE participants expressed feeling “pushed from pillar to post” (Supporter-1) between different
NHS services when accessing care. Many described trying Right to Choose (e.g., via Psychiatry UK, a
private psychiatry service who hold contracts with the NHS) for accessing referrals to mitigate long



NHS waitlists, but HPs pointed out that increased demand via these routes was deferring/moving
waitlists.

I’ll be looking to refer them to psychiatry UK but that could well be a nine-month process,
despite the best of intentions their waiting lists are growing hugely, | believe. GP-2

A concern expressed by some HPs was that to mitigate for long waitlists they were being asked to
“mop up” (PracticeManager-3) after secondary care without recognition of additional
responsibilities they were taking on.

It becomes something else that once upon a time was managed by secondary care, and it
suddenly becomes a primary care thing. That’s great in many ways, but it’s not great in
primary care because we’re picking up something else from secondary.... Maybe there needs
to be recognition of that. PracticeManager_1

Variation in ADHD management

HPs discussed variation within and between practices in terms of shared care, prescribing practice,
private versus NHS diagnoses, and knowledge or willingness of individual practitioners to prescribe.

There is no universal way that people put shared care drugs on a prescribing system. GP-1

It is different, yes. So, with someone with an NHS diagnosis, there’s a fairly standard
procedure; they titrate them, they get them stable, and then take over the actual prescribing
... For people with a private diagnosis, that’s entirely different. GP-3

One reported consequence was overwhelming demand at practices with “neurodiverse friendly”
(Supporter-2) systems, including multiple ways to book appointments or ability to email GPs.

We do attract patients from other practices who are unable to get support and care and
there are some practices who will not accept shared care agreements from private providers.
PracticeManager-4

People with LE discussed negative impacts related to variations in care, including “no continuity”
(Supporter-3) within practices.

But when you don’t see anyone who's a regular in the practice... it’s sort of like “Okay, I'll
pass it on, pass it on,” and it sort of goes under the radar then. Supporter-1

Incompatibility: ADHD and the healthcare system

Barriers to accessing care — a complex system

The most described barrier to accessing primary care, was the complexity of the systems/processes
involved. Many LE participants experienced appointment booking as a “frustrating” (Supporter-3)
process.

You have to constantly keep prompting them. But if you're getting through to your GP,
you’ve got to ring from 8:00 and if you're not through in time and there are no appointments
left, you then have to ring back at 12:00 and see if there are any appointments left, and if



there’s none left then you start again at 8:00 the next day, and it’s a circle like that.

Supporter-2

Both LE and HP participants found navigating the “whole rigmarole” (GP-3) of referral processes,
medication titration, and supporting transitions between child and adult services to be a highly
complex process. Services were described as “work[ing] as two separate entities rather than
together” (Supporter-2).

...there's a lengthy process from the patient attending their first appointment with the GP,
like the process with regards to the referrals and communication, etc., with secondary care...
I think sometimes it's not clear who's actually responsible for what. PracticeManager-3

ADHD medication being a controlled substance created another reported barrier for patients, with
the need for frequent repeat prescriptions. Shared care protocols were described as a “minefield”
(PracticeManager-3). Participants reported this made changes to medication type and dose difficult.

That has been a bit of an arduous process, in all honesty. Getting stuff moved onto repeat...
Having to continually follow up on that process. YoungPerson-6

HPs and people with LE identified that the healthcare systems people with ADHD must navigate
were often incompatible with difficulties associated with ADHD, creating barriers for patients

accessing care.

It is more of a challenge for [people with ADHD] to keep to structures and appointments by
systems that may not necessarily have much sympathy with their particular difficulties. GP-1

One of the main barriers ... is the fact that the ADHD referral process, ... is not very ADHD-
friendly, which seems sort of counterintuitive. YoungPerson-6

Consequences for the individual
Several HP and LE participants spoke about the mental health cost of living with ADHD and trying to
access care, including reports of self-harm and suicidality.

Just general self-neglect as a consequence of depression associated with ADHD... can lead to
suicidal ideation and potential suicide risk or pseudo suicide risk and all of which can cause
harm. GP-2

Some people with LE referred to an unofficial ‘threshold for care’, with exceptional levels of distress
apparently needed to access secondary care, making positive management of their condition
difficult.

... why should it have to get to that point before you see someone? You need to get there
before to prevent that. YoungPerson-4



Improving ADHD provisions

Clarifying responsibility for care

HP and LE participants agreed that clarification or standardisation of responsibilities for provision
would be helpful. Some felt that ADHD should be treated more similarly to other chronic health
conditions, with regular checks and clear guidelines/pathways or an “ADHD nurse at the practice”
(Supporter-2).

You have clear guidance and protocols for managing COPD and asthma and all these other
conditions, so maybe there needs to be one for something like that if it’s going to be
managed in primary care, so we’re very clear what we have to do annually, six-monthly, but
it’s funded. PracticeManager-1

However, there was disagreement about which services should manage ADHD.

So maybe if [ADHD] became something managed in primary care, and people pop in and
have their asthma review and their smear and diabetic review, they could pop in and have
their ADHD review. That might normalise it a bit more, take off some of the stigma.
PracticeManager-1

I really think that, asking us to prescribe medication for a condition technically they're
managing shouldn’t be at the request of the GP. | wonder why it’s not all just undertaken
with secondary care. PracticeManager-3

ADHD was not viewed as a disability or mental health condition by some HPs; however, it did not fall
into the category of physical health. This uncertain status as a condition resulted in some LE
participants feeling that ADHD was not seen as “important” or “urgent” (Supporter-2) and was a low
priority for primary care.

We wouldn’t necessarily routinely make reasonable adjustments around someone with
ADHD like we would for someone with a learning disability or a severe mental illness or
autism. GP-3

Need for Training/Information

Many participants expressed a need for improved training and information, such as on care
plans/pathways and medication, to help them feel more confident in caring for patients with ADHD.

Neurodiversity and ADHD, it just needs to be covered as a base just for, like, every GP.
YoungPerson-4

Furthermore, both groups mentioned the importance of raising awareness of all ADHD traits, with
some LE participants mentioning HPs missing inattentive symptoms, especially in female patients.

But I do think one of the major barriers for me in terms of accessing support, was awareness
of female/inattentive presentations of ADHD. That was a major... and it wasn’t until like, the
19th appointment or whatever it was. YoungPerson-5

10



Key roles specifically mentioned by both stakeholders were those of reception staff. Participants
reflected that a better understanding and tolerance of people with ADHD would be beneficial.

I certainly think that general practice could do with a little bit more training to understand,
so that they have the ability to train reception staff generally on how to meet the needs of
people with ADHD. GP-2

Improving Provision

Participants discussed a range of ways that support for ADHD in primary care could be improved.
Flexibility was highlighted by many HPs, including varied ways to book appointments/contact
patients.

Flexibility all the way, always to be flexible with the patients. Our senior GP, he is really
aware of these patients and is very flexible with them. But he has boundaries with them as
well, we've still got to have the boundaries. PracticeManager-2

Meanwhile, many people with LE expressed a need for simpler processes, for example when booking
appointments or ordering medication.

And no more complicated than it has to be. If it can be one document you send in, or like |
have my repeat prescriptions, where | don’t even have to type in the medication, | just click
‘Add’. Just anything to make it easier is wonderful. YoungPerson-2

Other accommodations mentioned included longer appointments, appointment reminders,
performing multiple health-related tasks in one appointment to reduce the need for attendance,
and staff continuity.

‘Don’t let them leave without having a blood test’... They might have come in about a form
for university, but before they leave we must try and do a medication review, get all of those
things done, because we know this might be the only opportunity to see them for a few
months. PracticeManager-4

Even if it’s a couple of GPs that deal with kids with ADHD, well, even adults, so it’s not a
different doctor every time. Supporter-2

Discussion

Summary

Our findings evidence the broad range of challenges people living with ADHD and HPs experience
with regards to ADHD management in primary care, including variability in practice and limited
resources. These result in individual and systemic stress (13). Participants suggested that optimal
treatment of ADHD in primary care requires reasonable adjustments for patients and established
processes, like those utilised for other chronic health conditions. The data presented here provide
important insights to inform practical and feasible improvements to better integrate healthcare
provision and reduce health inequalities for this underserved group (27). See Figure 1 for key
recommendations for practice.

11



Figure 1. Key recommendations for practice

- Clear guidance for clinicians on the processes involved in referral
and treatment pathways for young people with ADHD

- Templates for shared care protocols

Clarifying
responsibility for care

A

- Information for clinicians about associated mental health risks of
ADHD and non-pharmacological management of ADHD

- Information on different ADHD presentations (by gender, ethnicity,
and inattentive/hyperactive phenotypes)

- Concise and evidence-based information provision and signposting
for young people with ADHD and their supporters on the type of
support that should be available to them

Better information _<
and training

—
- Longer appointment times/double appointments
] Reasonable - Flexible appointment booking methods
adjustments for -< . .
patients - Accessible and streamlined processes/paperwork

- Single point of contact at GP practice

N~

Strengths and limitations

This novel study provides a unique perspective on primary care for young people with ADHD from
five diverse sites across England, providing insights into current practice from a range of
stakeholders. Sites were chosen to include a range of practice types, and populations. For example,
the university practice had notable differences in practice compared to those from areas with high
levels of deprivation. The diversity of professional/experiential perspectives captured was also a
strength. This research bridges a gap in the literature, providing data on the experiences of people
aged 16-25, an otherwise underrepresented group. An additional strength of this research is that the
analysis was conducted with researchers from different professional and experiential backgrounds
(psychiatry, general practice, allied health professionals, applied health research, and lived
experience), enhancing the credibility and trustworthiness of our findings (28).

The study has some limitations. Recruiting from participants who had previously expressed interest
in ADHD research may have resulted in a biased sample, including HPs with an increased awareness
of ADHD, and LE participants with polarised experiences of primary care, being more likely to take
part. Individual participants varied in gender; however, we did not achieve an ethnically diverse
sample of LE participants, thus additional measures to reach underserved groups could be used in
the future, such as reaching out to minority participants via community organisations. However,
their experiences and reflections remain valid and of interest. Furthermore, our study would have
benefited from a broader selection of HPs (e.g., including social prescribers). This area would benefit
from further investigation, especially as roles funded through the Additional Roles Reimbursement
Scheme become more widely utilised in primary care (29).

Comparison with existing literature

Our findings concur with extensive literature outlining the pressures faced by services for ADHD
across high income countries (30) including the UK (13, 31), particularly from a primary care
perspective (32-34). We demonstrate through stakeholder interviews at five diverse practices across
England that the situation is complex, with barriers for both primary care providers and patients.
The research has identified challenges including lack of provision; uncertainties in responsibility for
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care; and variations in provision and care pathways, medication under shared care, and gatekeeper
support. Experiences of variation in practices is particularly concerning in light of the fact that ADHD
prevalence is higher in deprived areas (35), and that underrepresented groups with ADHD are least
likely to receive appropriate healthcare for ADHD (35-37). If GPs are not supported in their role as
gatekeepers to secondary care and providing ADHD treatment under shared care, as laid out under
NICE guidelines (11), then the most vulnerable patients are unlikely to access treatment, increasing
health inequalities.

The complexity of systems and processes involved make ADHD management within primary care
frustrating and difficult for both patients and clinicians. Our findings resonate with evidence
indicating that shared care and communication between primary and secondary services (15),
concerns for GPs around prescribing a controlled substance (34), and complex care pathways (17)
are barriers to care. These barriers would be challenging for any population but are magnified for
patients with executive function difficulties, who, for example, often depend on supporters to help
them book and attend appointments (38). Previous research has outlined the impact that
attempting to navigate barriers to healthcare has on the wellbeing of young people with ADHD (39).
These individual consequences occur in addition to high costs for society of failing to treat ADHD (1,
40), and the additional strain on GPs who already feel burdened by having to find workarounds
when appropriate specialist supervision is not in place (34).

Our findings highlight three areas of focus for improving ADHD provision, all building on evidence
from previous qualitative and quantitative research: clarifying responsibility for care (12, 41), better
information and training (17, 42-44), and adaptations for people with ADHD in line with the Equality
Act (2010) (45). HPs and people with LE highlighted that ADHD is often treated differently to other
common long-term illnesses, with fewer patient reviews and varying knowledge amongst practice
staff. Thus, there is a need for clear and established protocols in line with those for other conditions,
linking with growing recommendations from previous research for mainstreaming of ADHD care
(12), and better organisation of services (41). Despite recent calls for better training for GPs (16, 17),
this must be considered within the context of the pressures on primary care. Our findings reflect a
need for better quality information in the primary care environment, including on local care
pathways and awareness of how symptoms present in underrepresented groups. This links with the
recognised importance of information in treatment of ADHD, which was added to the NICE
guidelines in 2019 (46). One potentially efficient route towards meeting these needs would be to
work with HP and people with LE to co-design digital health interventions for ADHD, for use in
primary care. Our findings emphasise the need to consider non-clinical practice staff such as
receptionists and their role in increasing accessibility for patients with diverse needs. Finally,
accommodations addressing the needs of this patient group, such as longer appointments, frequent
reminders, and a flexible approach were mentioned by HP and LE respondents, in line with NICE
guidance which emphasises the importance of adjustments to support people with ADHD in
accessing care (11, 47).

Implications for research and/or practice

Our findings highlight major systemic barriers beyond individual GP awareness and knowledge of
ADHD which affect access to care for young people. Introducing robust and standardised guidelines
for the management of ADHD in primary care could contribute to improving access, experience and
outcomes, and providing clarity for professionals and patients. Additionally, better information and
support should be made available to HPs and other practice staff including reception and admin
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teams. Providing information on the diverse ways ADHD presents (by gender, ethnicity, and
inattentive/hyperactive phenotypes) may help primary care professionals to better support their
patients. Finally, reasonable adjustments at practice level, such as offering longer appointments and
simplifying administration processes could help meet the requirements of the Equality Act (45), by
making healthcare more accessible to individuals living with the attentional and organisational
challenges related to ADHD, as well as benefitting patient access more widely.

Future research should focus on evaluating reasonable adjustments that would benefit patients with
ADHD with the aim of producing a template of adjustments, standardised resources, and digital
information tools that may support better access to care. Additionally, research which attempts to
understand which models of adult ADHD provision in primary care are most beneficial and cost-
effective would be of benefit to the evidence base.
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