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ABSTRACT

Background: Attention deficit hyperactivity disorder (ADHD) is a common neurodevelopmental disorder resulting in negative
long-term outcomes if untreated. Pathways to healthcare in the United Kingdom are complex, especially for those aged 16-25
transitioning between child and adult mental health services. We aimed to co-produce evidence-informed resources to improve
accessibility of primary care for young people with ADHD.

Methods: We utilised co-production principles from the National Institute for Health and Care Research and findings from
recent research to create evidence-informed resources which collate experiences of multiple stakeholders. Lived experience
advisors (young people aged 16-25 with ADHD and their supporters) and healthcare professionals were recruited through
previous research engagement and local collaborations. Research partners engaged in workshops or individual meetings to
agree priorities, content, and language/visual appearance for outputs.

Results: Lived experience advisors (7), healthcare professionals (5), and researchers (3) co-produced a downloadable resource
for young people and their supporters. The resource identifies key stages on ADHD healthcare pathways, common barriers, and
top tips recommended by people with lived experience, and verified by healthcare professionals. Key messages for primary care
professionals were co-produced.

Conclusion: Co-produced resources can help address barriers to accessing ADHD treatment and support via stretched NHS
services. Collaborative working also highlighted the need for national policy change to alleviate pressures faced by healthcare
professionals and patients.

Patient and Public Contribution: Two research advisory groups (RAGs) of healthcare professionals and lived experience
advisors informed research methods and presentation of results. RAG members participated in co-production workshops,
contributed to authorship, and disseminated outputs.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium, provided the original work is properly

cited.

© 2025 The Author(s). Health Expectations published by John Wiley & Sons Ltd.
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1 | Background

1.1 | Attention Deficit Hyperactivity
Disorder (ADHD)

ADHD is the most common neurodevelopmental disorder,
affecting approximately 5%-7% children and adolescents, and
2%-5% adults globally [1-4]. ADHD is characterised by hyper-
activity, impulsivity and/or inattention which leads to impair-
ment in daily-life functioning. Individuals with ADHD often
experience negative long-term outcomes in multiple areas
including education, employment, and financial management,
and are at increased risk of mental health comorbidities [5, 6]. An
estimated 40% of individuals diagnosed with ADHD in childhood
or adolescence continue to experience symptoms into adulthood
[7]. Both short- and long-term outcomes experienced by in-
dividuals with ADHD can be improved with treatment, which
commonly consists of medication but can include non-
pharmacological support such as psychosocial interventions
[8-10]. However, an effective approach to long-term ADHD
management also requires regular reviews to ensure that in-
dividuals receive adequate access to support throughout the life-
span, and through changing environments and health-needs [11].

Healthcare pathways for ADHD in the United Kingdom are
complex and involve many steps. General practitioners (GPs) refer
patients with suspected ADHD to specialist services for diagnostic
assessment and are subsequently responsible for routine prescrib-
ing and monitoring of ADHD medication. GPs need support from
specialist services to carry this out. Shared-care agreements are
protocols which support safe and effective collaboration between
specialist and primary care settings. But results from a systematic
review and cross-sectional survey indicate that shared care com-
ponents do not work consistently, leaving young people unable to
access required medication [12, 13]. Specialist services are
responsible for assessment and diagnosis, medication titration, and
delivering non-pharmacological interventions including psychoe-
ducation, where available [14]. For individuals with ADHD, ac-
cessing healthcare and support for associated mental health
conditions, such as depression or anxiety, often requires navigating
separate pathways and services. Qualitative research has identified
this process as an “uphill struggle” for individuals with ADHD
[15]. Our recent qualitative work highlights that accessing or de-
livering ADHD care is laborious for individuals with ADHD and
healthcare professionals, respectively [16].

Structural divisions between child and adult health services create
additional barriers for young people with ADHD aged 16-25 years
old [17]. These challenges arise when children transitioning into
adulthood are vulnerable to mental health crises and to developing
long-term mental health conditions [18]. UK guidelines recommend
putting systems in place to support the transition between services
for young patients with ADHD, including fully informing young
people about adult services, and conducting assessments of their
personal, educational and social functioning post-transition [19].
Positive condition management during this period can have a
reduce the risks of negative outcomes, and help individuals with
ADHD to thrive [19]. However, a national surveillance study shows
that fewer than one in four people who required medication for
their ADHD successfully made the transition between services,
resulting in extended gaps in medication prescriptions [20]. In

addition to national challenges in accessing and transitioning to
adult services, young people are likely to switch general practices
due to moving to new areas, which could disrupt access to ADHD
medication due to regional variation in prescribing via primary care
[16, 21].

1.2 | MAP Study

Awareness of the challenges faced by young people with ADHD is
growing, as are the pressures faced by GPs to provide adequate
ADHD healthcare, with primary care being the first port of call [14].
However, little research explores experiences in primary care from
multiple stakeholder perspectives, and there are limited practical
recommendations for supporting healthcare transitions. The NIHR-
funded Managing young people with ADHD in Primary care
(MAP) study incorporates quantitative and qualitative data from a
broad range of stakeholders to address the evidence gap on current
primary care provision for young people with ADHD [16, 21, 22].

The project aimed to explore experiences of accessing and/or
delivering primary care for ADHD in England. Two research
advisory groups (RAGs) were consulted throughout on meth-
ods, presentation of findings, and development of future
research questions. The Young person RAG included young
people with ADHD aged between 16 and 25 and supporters of
young people with ADHD; the practitioner RAG consisted of
healthcare professionals involved in the delivery of ADHD care,
including GPs, commissioners and other roles such as an
occupational therapist and non-medical nurse prescriber.

As part of the MAP study, we conducted a national survey of over
700 participants from across England [21], and a qualitative study to
gain a deeper understanding of these results [16]. Key findings
highlighted limited access to support for ADHD, with 45% of a
population sample of commissioners reporting waiting times of
2 years or more for specialist services [21]. Many patients reported
seeking private diagnoses due to lack of provision, then facing dif-
ficulties obtaining NHS prescriptions via their GPs [16, 21]. Parti-
cipants indicated that reasonable adjustments in general practice
could improve access to care for young people with ADHD [16].
Reasonable adjustments (changes made to a service to remove or
reduce disadvantages faced) under the Equalities Act (2010) could
be a way of helping patients with ADHD to access care, without
placing undue strain on stretched services [16, 23]. MAP findings
are summarised as an infographic in Appendix S1.

Findings from the MAP survey and qualitative studies add to an
evidence-base (as outlined above), which highlights the negative
consequences of inadequacies in primary care systems for ADHD,
both for patients and professionals. In this paper we present the
final work package of the MAP study, in which researchers, experts
by experience, and healthcare professionals worked together to
synthesise research evidence to co-produce guidance and resources
to improve access to primary care in the United Kingdom.

1.3 | Co-Production

Co-production is defined by the National Institute for Health
and Care Research (NIHR) as a way of working that involves
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people using health services, carers, practitioners, and the wider
community as active partners rather than passive recipients of
research [24, 25]. The Five Year Forward View for Mental
Health [26] called for development of evidence-based ap-
proaches to co-production in health service commissioning. The
NHS Long Term Plan [27] emphasises the importance of
working collaboratively to find solutions to address unmet
health and social care needs. Therefore, this research was
designed to involve stakeholders who could contribute varied
knowledge and experience throughout the research process,
with the aim of increasing quality, focussing on relevant issues,
and co-producing outputs that are deliverable in practice [28].
Outputs are intended to be co-produced and evidence-informed,
to maximise the potential for impact and change.

1.4 | Aims

The aim of this study is to co-produce evidence-informed
resources to improve the delivery and accessibility of primary
care for young people aged 16-25 with ADHD. Desired outputs
of this study are:

+ Information resources for young people with ADHD and
their supporters

« Key messages and resources for primary care professionals
(e.g., GPs) about delivering ADHD support, based on MAP
study findings.

2 | Methods

2.1 | Research Partners

Research partners were recruited through the MAP RAGs,
via a regular e-newsletter and RAG meetings. RAG members

TABLE 1 | Participant characteristics.

were approached first as they were already engaged with the
research and had a good understanding of the study back-
ground. After the initial recruitment, additional invitations
were sent to people previously involved in projects aligned
with the Science of ADHD and Neurodiversity (SAND)
collaboration at the University of Exeter and who had con-
sented to future contact regarding research opportunities.
Individuals interested in participating provided demo-
graphic information which informed purposive sampling.
Two researchers reviewed this information, then invited a
sample designed to be diverse as possible in terms of role,
gender, ethnic group and NHS region. Research partners
were: four young people (aged 16-25) with ADHD, three
parents or guardians (henceforth referred to as supporters)
of young people with ADHD, five healthcare professionals,
and three ADHD research representatives from the Uni-
versity of Exeter. The term people with lived experience
is used to describe young people with ADHD and
their supporters as a group. Table 1 details participant
characteristics.

Once recruitment targets were reached, research partners
agreed on suitable dates and times of workshops. Research
partners were provided with information sheets and given the
opportunity to ask questions regarding their participation
before providing informed consent. At the end of the work-
shops, research partners were asked if they were happy to be
contacted again for further participation and output creation.
Following low response rates to this request, one more partic-
ipant (LE07) was recruited for the final phase of participation
via the SAND collaboration.

Research partners were compensated for their time with £25
vouchers and given the opportunity to take part in writing-up
the results of the workshops in academic publications and to
share findings at conferences or seminars.

Participant ID Main reported role Gender Ethnic group NHS region
LEO1 Supporter of young person with ADHD Female White South East

LEO02 Young person with ADHD Female Asian Midlands

LEO3 Supporter of young person with ADHD Female White South West
LEO4 Young person with ADHD Male White South West
LEO5 Supporter of young person with ADHD Male White South West
LE06 Young person with ADHD Female Black North West
LE07* Young person with ADHD Male White South West
HPO1 GP and Commissioner Female White South West
HPO02 Occupational therapist (Mental health & Wellbeing) Female White South West
HPO3 Non-medical nurse prescriber (Adult Autism & ADHD Service) Male White South West
HP04 Academic GP Male Asian Midlands

HPO5 GP Female White Midlands

REO1 Research Assistant Female Mixed South West
RE02 Research Intern Male White South West
REO3 Research Intern Male White South West

#LE07 was recruited after initial workshops for Phase 3.
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2.2 | Key Principles of Co-Production

The practice of co-production, as defined by NIHR [24] is
characterised by key principles of:

Sharing of power
Including all perspectives and skills

Respecting and valuing the knowledge of all those
working together on the project

Reciprocity

Building and maintaining relationships

To uphold these principles, research partners began each
workshop with an opportunity to reflect on how each member
could contribute to the project. Thus, encouraging the principle
of respecting the knowledge of all partners. Participants were
regarded as equal partners, with researchers acknowledged for
in-depth knowledge of the evidence-base, young people with
ADHD and their supporters acknowledged for lived experience
and expertise in accessing care in real-world settings, and
healthcare professionals acknowledged for their expertise in
primary care delivery. This approach enabled sharing of power,
countering power-imbalances created by using terms such as
“researcher” and “participant”. Removing labels and focussing
on skills brought by individual partners also supported the
principle of including all perspectives and skills. Reciprocity
and building of relationships were operationalised via an
informal tone in meetings, and inclusion of partners throughout
the research cycle, including during writing-up, publishing and
dissemination of results and outputs.

2.3 | Phase 1: Designing Co-Production Activities

REO1 summarised key findings from the MAP national survey
and qualitative study to produce an infographic and workbook

for research partners (Appendix S1). Co-production activities
centred around this workbook, with partners asked to read
through it before workshops and activities completed then
discussed during the workshop. The workbook content and
structure were shared with MAP RAGs in RAG meetings, and
feedback on activities was used to adapt the design of the
workbook and workshop activities. These are detailed in
Figure 1, with examples of workbook activities included in
Figure 2.

2.4 | Phase 2: Designing Co-Production Outputs

As protocolised, this research was undertaken from within a
critical realist stance, and founded on the assumption that
perceptions of the nature of the world are shaped by experi-
ences and observations [22, 29, 30]. This philosophical approach
is compatible with co-production methodology, and appropriate
for applied health services research [30].

The workbook and infographic were sent to research partners,
who were asked to read through the resources before meetings
and attempt to fill in sections, to help them prepare for the
online meetings. In email communications before the meetings,
emphasis was placed on research partners only completing
activities they felt able to. Reminders were provided that the
group would work through each section together during the
workshop as needed. A reminder email or text (depending on
research partner communication preferences) was sent a day
before the online workshop, along with a reminder to reach out
with any questions about the workbook or how the workshop
would be run.

Two online workshops were conducted, each lasting approxi-
mately 1.5h. One workshop was held for people with lived
experience of ADHD with five research partners, and another
for healthcare professionals with two research partners. During
the workshops, workbook activities were discussed in the same

Workbook heading

Outline of included activities

Establishing co-

Content and output
priorities

Based on guiding principles of co-production, the aim of this
production rules +roles  section was to cultivate a comfortable environment for all
participants to contribute with equal weight and importance

Participants were asked to rank the importance of content
headings and suggest additional outputs they deemed useful

FIGURE 1

Section 1: Shared care
prescribing

Section 2: Reasonable
adjustments in primary
care

Section 3: Practical
support for ADHD
Section 4: What does
ADHD look like?
Section 5: Information
for healthcare
professionals
Lookinginto the future
and feedback

Activities were designed to clarify the definition of shared care
in patient-friendly language and identify solutions to address
key challenges for patients

Participants added the personal impact of a lack of reasonable
adjustments in care to atemplate letter to GPs as a means of
requesting reasonable adjustments

Activities involved building tools for patients to use to support
access to care (e.g., appointment passports)

This activity invited participants to design a poster for GP
surgeries to show how ADHD can look in different people
Participants were asked to identify key MAPfindings that should
be brought to the attention of healthcare professionals and
policy makers

Participants were given the opportunity to feedback about the
MAP study, the co-production process, and future research
priorities emerging from MAP findings

Workbook headings and a brief outline of the activities.
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Section 1: Shared care prescribing

an W thool

WOrkKoook

In the MAP study, we found deficits and variation in shared care prescribing across the
country. The below exercises will inform resources to help standardise shared care
prescribing across England and provide useful resources for patients on facilitating the

setting up of shared care agreements.

Knowledge about Shared Care Agreements

How would you describe shared care to someone with ADHD if they hadn’t heard of it

before?

[Enter your thoughts here] [The text box will expand when you stort typing]

Section 2: Reasonable adjustments in Primary care
Our qualitative study found that patients would often benefit from reasonable adjustments
to accessing care, such as being able to email the surgery to request appointments.

Suggested reasonable adjustments

Add to the list below of reasonable adjustments that people with ADHD might find useful.
This list can then be used as a useful guide/checklist for patients to add to the letter they

send to their GP.

to their Summary Care Record

e.g., Adding preferences/odditional information

e.g., It means patients would not hove
to explain certain preferences to every
clinician they see

e.g., Allowing potients to have

relotives/supporters to GCt as 0 proxy contact

[Enter more reagsonoble odjustments here]

FIGURE 2 | Screenshots of workbook activities.

order that they appeared in the workbook. One person with
lived experience and three healthcare professionals were unable
to attend the workshops, so they either met separately with a
researcher or filled in the workbook independently and
returned it via email. During individual meetings partners dis-
cussed the workbook and reflected on workshop feedback.

The workshops were recorded and transcribed verbatim, and
researchers kept detailed records of reflections on workshop
content. Researchers discussed the workshops after each one to
reflect on key findings and content. Content from the work-
shops, meetings and workbooks were transformed by REO1 into
outputs. All workbook responses, researcher reflections, and
relevant quotes from workshop transcripts were combined into
a single ‘master’ workbook. The data for each section in the
workbook was grouped based on similar experiences or
sentiment.

Relevant and prioritised sections of the workbook, as deter-
mined by research partners in an activity at the start of the
workbook, were moved to a PowerPoint file and reformatted to

the first iteration of the downloadable resource for young peo-
ple with ADHD and their supporters. Key messages for
healthcare professionals were distilled from the master work-
book and moved to a Word document, where they were
grouped and reformatted. Where possible wording provided by
research partners was retained, to reflect intended meaning,
unless content was confusing or not concise. REO1 highlighted
any adapted content and requested additional feedback from
research partners on these changes during Phase 3. The first
draft of the downloadable resource and messages for healthcare
professionals were sent to research partners for further feed-
back in Phase 3.

2.5 | Phase 3: Refining Co-Production Outputs

Outputs were shared with those research partners who had
indicated that they would like to feedback on the co-production
outputs, and with LE07, who was recruited after the workshops
were concluded. These research partners fed-back on content to
ensure it reflected their views, and on the visual appearance of
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the outputs. Recommended changes were applied to the outputs
by REO1.

Final outputs were shared with all research partners following
the final stage of co-production to ask them to share with their
networks.

3 | Results

Here we present the findings from our co-production work, de-
tailing reflections on the co-production process and resulting
outputs.

3.1 | Co-Production Process

Table 1 shows participant characteristics. We reached our target
sample sizes, and our sample was representative with regards to
role, gender, ethnicity, and NHS region. However, due to par-
ticipant time constraints, healthcare professionals had to be
consulted in separate meetings, so that the HP workshop only
consisted of two research partners.

“Unfortunately, due to current workload demand I did
not feel I had enough time to give more in depth responses
and answers to some of the sessions or to the workbook.”

HPO3

Feedback from research partners about taking part in the pro-
cess was mostly positive. However, several noted that the long
workbook was intimidating to work through alone. Positive
workbook comments included that it created a helpful structure
for the workshops and that working through it together enabled
partners to bounce ideas off one another and combine their
individual and varied experiences into one place. This helped to
identify solutions with the potential to work for a broader
audience.

“Well, I found today'’s discussion absolutely excellent. I've
found the workbook and given that I haven't got ADHD, I
found it quite big”

LEO3

“It's really helpful to go through [the workbook] together
and also other people's ideas are really helpful.”
LEO2

The co-production process was valuable for researchers to gain
a better understanding of the potential impact of the MAP study
findings on stakeholders. Research partners were able to pro-
vide their perspectives on challenges within primary care and
offer their opinions on possible solutions and recommenda-
tions, informed by research evidence. Stakeholders reported
feeling valued because their suggestions and opinions were held
in the same regard as other research partners, regardless of role.
The ability to share experiences with peers who may have had
similar experiences also allowed research partners to feel vali-
dated. Some believed that sharing their negative experiences
might benefit others in the future.

“I felt that my views and suggestions were validated and
listened to and that the researchers really valued my
input.”

HPO3

Both lived experience and healthcare professional research
partners stated that it was difficult and saddening to hear real
life examples of ways the NHS is currently under-resourced and
how ADHD is still poorly understood by some clinicians. But
reflected it was beneficial to hear insights from other perspec-
tives, which they said they would be able to use when acces-
sing/delivering care.

“I enjoyed being able to give the voice of GPs managing
ADHD on daily basis. I also valued the opportunity to
give a perspective from the ICB [Integrated Care Board].
At times I continue to feel frustrated that there is still so
much work to be done for ADHD.”

HPO1

When written responses to the workbook from each participant,
researcher reflections, and quotes from workshop transcripts
were combined into a master workbook, researchers were able
to identify and group patterns of similar suggestions. Where
possible, the wording used in each output directly reflects terms
used by research partners (e.g., people with lived experience or
healthcare professionals), with changes made only to improve
clarity for the reader. Outputs were further refined during
Phase 3, in which the resources were sent to research partners
for suggestions and edits to wording and formatting.

The finished outputs are hosted on the MAP study website (see
Figure 3), and the SAND website for people to download. In
addition to outputs for people with lived experience and
healthcare professionals (described below), research partners
delivered a presentation about their experiences of co-
production to the University of Exeter's Collaboration for Aca-
demic Primary Care (APEx). This presentation shared with re-
searchers the importance of co-producing outputs with
stakeholders, common barriers to conducting this type of
research, and lessons learned from MAP co-production.

3.2 | Outputs for People With Lived Experience
The completed workbooks and workshop contents which were
relevant to young people with ADHD and their supporters have
been developed into a downloadable resource. This can be
viewed in Appendix S2.

The resource contains a “roadmap” of ADHD care pathways,
which highlights points on the pathway which research part-
ners and MAP findings indicated were places that many people
come across challenges. These challenges form the headings for
subsequent pages which present tools, resources, and tips for
patients for overcoming barriers to care. The order and struc-
ture of the resource was determined by a workbook priority
setting exercise and from sections that had the most engage-
ment from research partners during workshops. The content is
directly from people with lived experience and was verified by
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MAP

Home  Meetthe Team  Research Progect Resources FAQ

Resources for people with ADHD and their supporters

Our co-production work has helped us create a resource out of MAP findings which you may find beneficial if you are

trying to access healthcare for ADHD. In the guide below, you will find

» A simple roadmap of the stages of receiving treatment for ADHD in the UK

* Instructions and support for setting up reasonable adjustments with your GP

e An explanation of the different options for accessing care in the UK

» Top tips for getting shared care agreements in place for your medication

Shared care — What is it?

Options for ADHD care

NICE gutatons for ADMD sarven prrvaios vre that of parerey Neve ¢ Tgh o o
e

Reasonable adjustments

[ e A
ADHD roadmap
28 = g ==

Click here to download!

FIGURE 3 |

healthcare professionals to make sure that recommendations
were actionable and appropriate to share with patients. The
collaborative design process helped to ensure resources align
with lived experience and healthcare professional expectations
(as represented in this study). Researchers then added infor-
mation from verified sources and MAP findings and structured
the resource to maximise accessibility. Changes made during
Phase 3 included adapting wording, adding icons and images,
and changing the background colour and formatting.

3.3 | Outputs for Healthcare Professionals

A key finding from this co-production work is that healthcare
professionals “are feeling a bit broken”—HP01. Healthcare
professional research partners fed back that the initial language
used to deliver key messages to healthcare professionals
made them feel that their voices were not being heard and that

Screenshot of MAP website, where people can download co-produced resource.

they felt blamed for the negative consequences faced by young
people. Time was taken during the workshop to ensure that
language used throughout the rest of the process and in the
below recommendations was more acceptable to healthcare
professionals.

People with lived experience stressed that it was important for
healthcare professionals to understand the impact of their in-
teractions on patients’ lives. All research partners agreed that
individual healthcare professionals should not be expected to
overhaul their routines or practice. However, lived experience
partners spoke about the negative consequences of stigma faced
by patients and emphasised that positive communication should
be at the forefront of key messages for healthcare professionals.

Below are five recommendations for healthcare professionals
generated by research partners. These are: strategies to support
informed decision making by patients, using digital notes so that
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patients do not need to repeat their histories, increasing aware-
ness of preconceptions and beliefs around ADHD, working to-
wards equitable access for all patients with ADHD, and providing
a structured space during appointments in which patients can
address healthcare concerns.

3.3.1 | Informed Decisions

We encourage healthcare professionals to inform patients about
prescription policies and shared-care agreements with private pro-
viders before referral for ADHD diagnostic assessments. It is
important to understand the profound impact not receiving treat-
ment can have on young people and their supporters’ lives. While
healthcare professionals must adhere to practice policies and may
be unable to prescribe to patients with private diagnoses, explaining
these limitations to patients beforehand helps them to make in-
formed decisions. Accessible information available on practice
websites and from practice managers, clinical staff and adminis-
trators can help to avoid unintended consequences of patients being
left without access to NHS prescriptions and monitoring.

“It can be incredibly expensive trying to fill private pre-
scriptions if you meet a barrier with shared care.”
LEO1

“I saved up for quite a while to get that diagnosis, and I
know I would be heartbroken if I went to a GP, and they
Jjust rejected [my diagnosis]. It feels like you either have to
pick between money or time, and time is something you'll
never get back, but potentially you'll get money back.”
LEO2

3.3.2 | “Tell Us Once”

Individuals with ADHD may find it challenging to repeat their
histories to new healthcare professionals if they cannot see the
same GP consistently. Making use of digital notes and clinical
coding to implement a “tell us once” policy, so that patient
histories are accurately and concisely described, can ease
transition between healthcare professionals for patients.

3.3.3 | Preconceptions and Beliefs

By acknowledging and addressing preconceptions and stigma
which may negatively impact individuals with ADHD, health-
care professionals may be able to create a more supportive and
understanding environment. Research partners commonly
brought up the following two points that they want healthcare
professionals to understand. These relate to the different ways
ADHD can present across the lifespan and with different popu-
lations, and to the fact patients learning about ADHD can most
usefully be viewed as a positive attempt to understand and self-
manage their condition.

— Heterogeneous presentations of ADHD across popula-
tions, especially those which have non-typical presenta-
tions (e.g., female patients diagnosed at a later age).

Patients may have developed strategies to mask or cope
with ADHD which means they may appear to be coping
with symptoms.

“Patients who look like they're coping may still have ADHD...

they will have found ways of coping with it, but believe them

when they say that they [believe that they have] ADHD”
LEO3

— The tendency to hyperfocus on learning about ADHD may
help patients to manage anxiety or self-manage their ADHD.

“It's important that GPs are aware that a [patient with
ADHD)] is already an expert in whatever it is that's wrong
with them... It's not that they think that they are superior.”

LEO3

3.34 | Equity, Not Equality

Characteristics of ADHD can hinder patient attendance and en-
gagement with appointments. Offering accommodations like a
5-min grace period for patients with ADHD can ensure greater and
more consistent access to healthcare. Promoting fairness despite
characteristics of ADHD, which may create barriers to access.

In addition to findings about patient-healthcare professional inter-
actions, both groups of research partners suggested that waiting
rooms are a potential practical barrier to accessing care, which often
feels overlooked. Consideration of creating quiet spaces for patients
who were waiting might reduce barriers to primary care.

3.3.5 | Taking Up Space

Patient-led appointments, where patients control the direction
of conversations, and have time to explain themselves, can
benefit individuals with ADHD. For example, allowing patients
to explain their reasons for booking an appointment, rather
than asking questions which may distract them, or taking the
consultation in a direction patients do not feel is relevant. This
may require longer appointments, which would count as a
reasonable adjustment.

“[I find appointments| very doctor led and... it's very easy
for a person with ADHD to get sidetracked. There's been a
lot of times, for example, I've left an appointment and I
felt like I've not been able to discuss the specific thing I
wanted to bring up.”

LEO2

4 | Discussion

41 | Summary

Using co-production methods informed by a critical realist
perspective this study aimed to develop resources to support
young people with ADHD in accessing primary care and to
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produce key messages for healthcare professionals. Engaging a
diverse range of stakeholders, including healthcare profes-
sionals and people with lived experience of ADHD, we collab-
oratively explored the types of support and guidance that might
be produced, where they could be directed, and formats most
beneficial to stakeholders. Our findings may enhance the ability
of both service users and professionals to access appropriate
support, improving access to primary care for young people
with ADHD.

4.2 | Developing Co-Production Methodology
While key principles of co-production research including
sharing of power, building trusting relationships, and including
diverse perspective have been clearly articulated [24, 31], the
operationalisation of co-production methodology in applied
health research is less well clearly defined [31]. Research indi-
cates that rather than following an ‘off-the-shelf approach,
methods need to be context-driven, appropriate for the research
question and consider the specific needs (e.g. characteristics,
life-stage, challenges) of those involved [32]. Methods for deli-
vering co-production research working with individuals with
ADHD, considering their related attentional and organisational
needs, are not presented in a repeatable or implementable
manner [33]. This research was shaped by the patient and
public engagement work underpinning delivery of the broader
MAP study and was delivered in line with MAP ethical
approvals. It was delivered by a team with experience of col-
laborative working involving researchers, individuals with
ADHD, and healthcare professionals. Methods used were in-
formed by a critical realist stance and facilitated by researchers
experienced in qualitative research methods, including reflec-
tive thematic analysis, which helped us to find creative ways of
delivering this research and sharing findings [34, 35]. This
publication aims to progress co-production research involving
individuals with ADHD by clearly communicating methods
used and lessons learned.

4.3 | Extending the Impact of “The Failure of
Healthcare”

Previous research has indicated a “failure of healthcare” for
young people with ADHD [36]. Findings from this co-
production point to a broader issue. That the healthcare system
is not only failing to meet needs of individuals with ADHD, but
that it is also placing healthcare professionals working in gen-
eral practice under high levels of stress, as they struggle to
deliver care and support for young people with ADHD in a
system under pressure [13, 16]. While our understanding and
knowledge of ADHD has improved over the past few decades,
the healthcare system is out of date with advancements in our
understanding of patient needs and under-resourced for the
current demand on service [14]. In this paper, we make rec-
ommendations for healthcare professionals based on an un-
derstanding of challenges young people with ADHD face,
intended as a temporary solution to improve delivery of care for
patients with ADHD. However, we stress that individuals and
practices cannot meet increasing demand, deliver additional
care, and undertake ADHD-specific training to increase

knowledge, without proportionate funding and systemic re-
forms, such as standardising ADHD healthcare nationally.
Primary Care Networks and Integrated Care Boards do not have
the resources or support needed to transform care for this un-
derserved population without national policy change.

4.4 | Digitising Outputs

MAP [16, 21], and CATCh-uS study [37] findings, alongside
wider research, indicate an opportunity for digital technologies
to improve access to care [38, 39]. Previous research emphasises
the importance of co-producing digital health-information
resources with active involvement of all stakeholders in devel-
opment, design, and subsequent evaluation [40]. In addition, it
is crucial to understand how digital resources will integrate into
current care pathways. A broad approach is needed to ensure
digital healthcare information is curated, trusted, and easily
accessed via trusted systems, such as the NHS England website,
or GP practice IT systems. This foundational co-production
work is a first step towards creating digital resources for young
people with ADHD and includes and exploration of content and
delivery preferences of stakeholders.

4.5 | Recommendations for Co-Production With
Stakeholder Groups

Previous research indicates that involving stakeholders in
design processes can contribute to more useful and meaningful
resources and interventions [28, 41]. This study also highlights
the importance of co-production with stakeholder groups in
generating meaningful insights and recommendations.

Similarly to other research, we found time was a barrier to
participation in co-production activities [42]. One way we
overcame this was by offering flexibility in the mode of delivery
for workshops (i.e., allowing research partners to send com-
pleted workbooks if they could not attend, or having one-to-one
meetings to discuss the workbook). This proved beneficial,
allowing for broader participation, and accommodating differ-
ing schedules, which is particularly important when consider-
ing populations of both healthcare professionals and individuals
with ADHD. Unfortunately, the workshop for healthcare pro-
fessionals being poorly attended, leaving research partners
feeling that the discussions during this meeting would have
benefitted from a wider range of experiences and backgrounds.

Another recommendation to overcome time-pressures faced by
research partners is using virtual-meeting environments [42].
Our virtual-workshop environment offered convenience and
accessibility for research partners, who could join from the
comfort and privacy of their own homes. Online research can
improve geographic diversity among research partners and offer
cost-effectiveness and flexibility, however there may also be
disadvantages for those living in homes which are not com-
fortable or private, or which lack suitable devices and connec-
tivity. Hence the offering virtual-only options should be
carefully considered in terms of impact on underserved groups
[43, 44]. In this research, we successfully gained perspectives
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from stakeholders located in four of the seven NHS regions
through virtual working.

The workbook was designed to facilitate workshop structure,
which helped keep meetings to time and to ensure discussions
remained on topic. However, feedback from research partners
indicated that the workbooks contained an excessive amount of
text, which may have contributed to a lack of engagement in
Phase 3. In future, we recommend using tools to retain struc-
ture in meetings which are more concise, and making use of
tools such as built-in polls in Microsoft teams, as suggested by
Ward et al [42].

Despite low retention rates for Phase 3, quality of engagement
and contributions was high. During workshops and meetings,
and in completed workbooks, research partners went into detail
and depth to complete each activity. Accessing the workbook
before workshops and being able to return this after the
workshops gave research partners time to reflect on their own
responses, share learning with others, and then reflect on
responses from across the group. Benefits of this process were
clear in the returned workbooks, for example when research
partners mentioned other partners in their answers. These
findings reflect those from previous research which focussed on
the virtual delivery of co-production methods [45, 46]. However,
in contrast to Benson et al., we found that complex tasks where
research partners had to draw images and insert their ideas into
pre-formatted letters were less enjoyable and led to less en-
gagement [45]. This may highlight challenges of working with a
population with ADHD, who can struggle to follow detailed
instructions and maintain attention during complex tasks,
although it could also reflect the digital format used.

4.6 | Strengths and Limitations

This study benefitted from insights and perspectives from
multiple stakeholders. We heard from people with lived ex-
perience of ADHD, and gained knowledge and insights from
healthcare professionals, ensuring that tips and recommenda-
tions generated were feasible in the context of primary care in
the United Kingdom. Additionally, our lived experience sample
was relatively diverse, varying by gender, ethnicity, and geo-
graphical region. All lived experience research partners (except
one) were able to attend the workshop, meaning they could
discuss and share experiences, and help tailor content to suit
diverse audiences. Unfortunately, our healthcare professional
sample was less diverse. All healthcare professionals and re-
searchers were from South West or Midlands. Given the vari-
ability of ADHD services in the United Kingdom, it would have
been beneficial to have a broader range of geographic repre-
sentation. In future research, sampling from a broad range of
geographic locations and job roles within primary care may
help improve workforce diversity in the samples.

Another limitation is that while we used purposive methods to
achieve a diverse sample, to include people with a good under-
standing of research engagement, we focussed on research partners
already involved with ADHD research at Exeter. While this sup-
ported co-production principles of building strong and trusting re-
lationships [24], and enabled richer data to be collected, it may have

limited the generalisability of our findings. This could contribute to
generated resources being less useful for a research-naive popula-
tion. Strengths of our approach are that research partners were
already familiar with research, and likely to have been more con-
fident contributing. They were also already familiar with each other.
This is especially important as previous research indicates that
online environments can slow down formation of trusting re-
lationships [47].

A strength of this project was the involvement of stakeholders
from design to dissemination of research. The study design was
presented at RAG meetings where members were able to offer
feedback on the methods. In addition, all research partners had
the opportunity to help write this paper and share findings at a
Primary Care seminar at the University of Exeter. This publi-
cation has been strengthened by co-authorship from a multi-
disciplinary team including clinical, research and lived ex-
pertise and experience in ADHD, nursing, public health, pri-
mary care, computer science, and commissioning.

5 | Conclusions

In this study, we highlight how co-production methods can add
valuable context to study findings and help researchers share
learning in ways which maximise impact for a variety of audi-
ences. Our co-production workshops revealed that healthcare
services are not only failing individuals with ADHD, but also
general practice staff who are responsible for delivering care
and often lack support when dealing with this long-term health
condition. Our recommendations focus on short-term solutions
to difficulties accessing care, but national policy updates are
needed to address deeper challenges faced by this underserved
group. We welcome the announcement by NHS England of an
ADHD Taskforce and are hopeful that this research will con-
tribute to and inform systems level change.
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