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Starting With My Story

| want to begin not with theory, but with myself.

| am a research assistant working within the PEACE+ Pathway. | am also a
person with lived experience of ADHD.

For much of mental-health research history, these two identities have been
kept apart. Service users have been positioned as subjects rather than
knowledge-holders (Beresford, 2002; Rose, 2017). The field is now recognising
that experiential expertise offers something distinct, especially for
neurodevelopmental conditions, where the gap between clinical description
and lived reality can be wide (Faulkner, 2017; Pellicano & den Houting, 2022).

Beresford (2002); Faulkner (2017); Pellicano & den Houting (2022); Rose (2017).

WHO | AM IN THIS WORK

Researcher

Neurodivergence and eating disorders
within the PEACE+ Pathway

Person with ADHD

Lived experience shapes how | notice,
design and disseminate




How My Needs Are Accommodated at PEACE+

Reasonable adjustments grounded in ADHD neuroscience and neurodiversity-affirming practice.

Collegial scaffolding Written instructions Sensory-friendly space

Consistent peer support functions as Working-memory deficits are robust in adult Sensory differences co-occur with ADHD
external scaffolding for executive function ADHD (Alderson et al., 2013); written (Bijlenga et al., 2017); fidget items support
(Barkley, 2012). records reduce retention load. attentional regulation.

Flexible hours Being understood

ADHD is linked to circadian variability Psychological safety (Edmondson, 1999)
(Hvolby, 2015); flexibility is a reasonable underpins neurodiversity-affirming
adjustment under the Equality Act 2010. workplaces (den Houting, 2019).

Alderson et al. (2013); Barkley (2012); Bijlenga et al. (2017); den Houting (2019); Edmondson (1999); Equality Act 2010; Hvolby (2015).



THE FRAME BEHIND THE STORY

What Is Co-Production?

A collaborative research approach in which people with lived experience and professional expertise work together to
conceptualise, conduct and disseminate research — sharing ownership and decision-making at every stage (Hickey
et al.,, 2018; INVOLVE, 2018).

Six principles of ethical co-production (Boyle et al., 2010):

° Recognising people as assets o Peer support and networks
° Building on existing capabilities e Blurring professional / service-user boundaries
e Reciprocity and mutuality e Facilitating rather than delivering

Quality and transparency in reporting are supported by GRIPP2 (Staniszewska et al., 2017).

Boyle et al. (2010); Hickey et al. (2018); INVOLVE (2018); Staniszewska et al. (2017).



WHAT THE DUAL PERSPECTIVE PRODUCES

Co-Produced Outputs at PEACE+

We have co-produced guidebooks, social media content and accessible resources — not the kind researchers assume patients want,
but ones that answer the questions people actually ask when they are scared, confused or exhausted. Those questions did not come

from a literature review. They came from the community.

QUESTIONS THAT CAME FROM THE COMMUNITY

{4 {4
What is happening to me/my loved one? What should | expect from services?

o o

What can help day-to-day? How can carers support without escalating

conflict?

Translating research into accessible, usable language is increasingly recognised as essential for real-world impact (Grimshaw et al., 2012).

Grimshaw et al. (2012).
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POSITIONING MY CONTRIBUTION

How My Dual Perspective Shapes My Work

Holding both insider and researcher positions has reshaped what | attend to, advocate for, and produce.

EN CE .

Spotting accessibility barriers

| notice when research outputs assume
neurotypical processing — dense text,
abstract phrasing, no visual scaffolding.
These barriers disadvantage readers with
attentional and executive-function
differences (Barkley, 1997; Kofler et al.,
2020).

Advocating for multimodal
formats

Animations, podcasts, infographics.
Multimedia reduces extraneous cognitive
load and supports learners with attentional
differences (Mayer, 2014), consistent with
audience-tailored knowledge translation
(Graham et al., 2006).

Barkley (1997); Faraone et al. (2021); Graham et al. (2006); Kofler et al. (2020); Mayer (2014).

Naming executive functioning

| bring an embodied understanding of how
time perception, working memory and
motivational regulation shape engagement
— ADHD-relevant dimensions consolidated
in the recent international consensus
(Faraone et al., 2021).



A WORKED EXAMPLE

Co-Producing the “Eating With ADHD” Animation

ADHD and eating disorders co-occur at significantly elevated rates (Nazar et al., 2016),
yet psychoeducational resources have not kept pace with the evidence. The animation
aimed to close that gap: explaining the relationship between ADHD and eating PEACE+
difficulties in ways that are validating, non-stigmatising, and designed for how

neurodivergent people actually process information. il ooty ARLIE

An animated explainer
[l Recognise ADHD-ED patterns

‘l [l Manage difficult environments
When the first draft of the animation returned, it was good. But there were things
in it I reacted to, not as a researcher reading a script, but as a person with ADHD
watching something supposedly about my experience.

[l Build supportive habits

[l Adapt to your own mind

ACCESSIBLE - SENSORY-AWARE -

That reaction is exactly what co-production is designed to capture. PRODUCED
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EDITS FROM LIVED EXPERIENCE

What Changed in the Animation — and Why

Each edit was small. Together, they mark the difference between a resource that talks about a community and one that speaks to it.

ORIGINAL DRAFT REVISED VERSION WHY THIS EDIT MATTERED

For many ADHD adults, snacking is a coping strategy. Pairing it with bingeing imports

L IR LIS shame onto a regulatory behaviour.
e e S G ) P T TS G Tl ?(fngves minimising, infantilising language for people already carrying shame around
Specific image: carrots “crunchy foods” (concept only) Avoids alienating viewers with ARFID or specific food intolerances.
Sparkling water as sensory regulator “Have a bath or shower” Removes a food cue from a sensory-regulation strategy.
“low sensory eating options” “personalised adaptations” Empowering and individualised rather than prescribing a sensory category.

“This kind of sensitivity doesn’t come from clinical training. It comes from knowing what those words feel like when you’re the one hearing them.”



BEING HONEST

Challenges, Lessons, and Reflections

CHALLENGES

m  Time and resource demands
Co-production done ethically is slow (Hickey et al., 2018).

[ ] Institutional hierarchies
Tokenism remains a live risk (Madden & Speed, 2017).

u Emotional labour

Drawing on personal experience is itself work (Faulkner, 2017).

m  Accessibility vs. rigour
Holding both demands continual negotiation.

WHY IT MATTERS

[ Lived experience surfaces blind spots
It re-shapes both what we ask and how we ask it (Filipe et al., 2017).

] Neurodivergent perspectives improve accessibility
End-users benefit when designers share their cognitive style.

[ Ethical co-production strengthens science

Epistemic rigour and service relevance reinforce one another
(Staniszewska et al., 2017).

m A personal lesson

Being trusted to bring my whole self into research has been
transformative.

Faulkner (2017); Filipe et al. (2017); Hickey et al. (2018); Madden & Speed (2017); Staniszewska et al. (2017).
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