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Introduction
The session brought together researchers, Patient and Public Involvement (PPI) practitioners, NHS and local authority staff, and public contributors to reflect on (dis)trust in health and social care research. Six speakers offered distinct but closely connected perspectives, drawing attention to how everyday research practices, institutional structures, power imbalances and histories of exclusion shape who participates, how they participate, and degrees of trust. The discussion that followed broadened these themes, grounding them in practical challenges around funding, language, ethnic and disability inclusion, institutional responsibility, and the burden placed on participants.

Speaker Summaries

Mary Ledgard, Public Contributor, Inclusive Involvement in Research for Practice-led Health and Social Care Theme NIHR ARC East of England, University of East Anglia
The Importance of Clarity of Roles
Mary emphasised that clarity of roles is a fundamental prerequisite for meaningful public and patient involvement. She argued that when roles are poorly defined, involvement risks becoming tokenistic or confusing, leaving contributors uncertain about their responsibilities, limits of influence, or expected contributions. Lack of clarity can undermine confidence and trust, particularly for people who are new to research settings or who have previously experienced exclusion.
Mary’s contribution highlighted that role clarity is not merely administrative but relational and ethical. Clear roles support accountability on both sides: researchers are clearer about what they are asking of contributors, and contributors can more easily judge whether their involvement is worthwhile, fair, and respectful of their time and expertise. This framing positioned role clarity as a foundation for trust rather than a bureaucratic exercise.

Lara Williamson, Postgraduate Researcher, Inclusive Involvement in Research for Practice-led Health and Social Care Theme NIHR ARC East of England, University of East Anglia
Trusting Relationships Beyond Rapport
Lara focused on the nature of trusting relationships and warned against equating them solely with rapport-building. While friendly interactions and good communication are important, she argued that trusting relationships are built over time through consistency, reliability, and demonstrated respect. This includes following through on commitments, being honest about constraints, and acknowledging and trying to mitigate power imbalances rather than glossing over them. 
Her contribution challenged superficial approaches to engagement that prioritise positive tone over substance. For Lara, credibility is fragile and trusting relationships emerges from long-term relational work that takes time and energy to create and maintain. This perspective underscored that trust cannot be rushed or presumed, it also considered how trusting relationships operate at different levels, from individual to institutional, and that this context might mean that someone could trust someone else at one level but not another. Lara concluded that inclusivity requires sustained genuine commitment to improving inclusive trusting relationships. 



Fiona Poland, Professor of Social Research Methodology, Inclusive Involvement in Research for Practice-led Health and Social Care Theme NIHR ARC East of England, University of East Anglia
Orientation, Consent, and Navigating Research Spaces
Fiona drew attention to how research environments themselves can be excluding. She highlighted the importance of orientating people properly within meetings, projects, and decision-making processes, and ensuring that consent is genuinely informed rather than assumed. Research meetings often rely on implicit norms, specialised language, and unspoken expectations that can marginalise contributors who are unfamiliar with academic or clinical cultures.
Her contribution stressed that inclusion requires attention to these micro-level practices. Orientation is not simply about providing information once at the start, but about ongoing support that enables people to understand what is happening, why it matters, and how they can contribute meaningfully. Fiona’s focus reinforced the idea that accessibility is an ongoing process rather than a one-off adjustment.

Sally Burrows, Senior Research Associate, Inclusive Involvement Theme NIHR ARC East of England, University of East Anglia and University of Essex
Distrust as Rational and Dynamic
Sally reframed distrust as a rational and contextually grounded response rather than a problem to be fixed. Drawing on Gypsy, Roma and Traveller perspectives and wider sociological theory, she highlighted that communities may distrust research and institutions because of historical and ongoing experiences of discrimination, surveillance, and harm.
She emphasised that distrust is dynamic rather than static: it changes in response to experience, behaviour, and context. From this perspective, building trust is not about persuading people to overcome distrust but about recognising its legitimacy and addressing the structural and relational factors that produce it. Sally’s contribution encouraged researchers to take responsibility for how their practices may reproduce inequality, rather than locating distrust solely within participants.

Katherine Deane, Associate Professor in the School of Health Sciences, University of East Anglia
Disability and Systematic Exclusion
Katherine focused on disability and the systematic exclusion of disabled people from research. She highlighted evidence showing that a significant proportion of clinical trials explicitly exclude disabled people, often without adequate justification. This exclusion has profound implications for equity, knowledge production, and the relevance of research findings to real-world populations.
Her contribution challenged assumptions about who research is “for” and whose bodies, experiences, and needs are considered standard. Katherine argued that exclusion is often embedded in routine design decisions, such as eligibility criteria and accessibility arrangements, rather than resulting from overt discrimination. Addressing this issue requires structural change in how studies are designed, reviewed, and funded.

Laura Watts, Senior Research Associate, Inclusive Involvement Theme NIHR ARC East of England, University of East Anglia
Distance, Power, and Institutional Structures
Laura reflected on the distance between principal investigators and participants, particularly in large or complex research projects. She highlighted how institutional hierarchies and organisational separation can weaken relationships, obscure accountability, and make it harder for participants’ voices to influence decision-making.
Her contribution linked individual experiences of involvement to broader structural conditions, suggesting that meaningful PPI cannot be divorced from questions of power, governance, and responsibility within research institutions. Laura’s perspective reinforced the idea that inclusion is shaped not only by individual attitudes but also by how research systems are organised.


Key Themes from the Discussion

Language, Identity, and Respect
One strand of discussion focused on language, particularly the term “patient.” Participants noted that while some people prefer alternative terms, others actively want to be called patients, especially in NHS contexts. The discussion highlighted that inclusive practice involves recognising diversity of preference and avoiding one-size-fits-all language policies. Respect lies in offering choice and being attentive to context, rather than assuming what terms are empowering or acceptable.

Structural Barriers to Sustained PPI
Several contributors highlighted structural barriers to meaningful involvement, especially short-term funding and temporary contracts for PPI coordinators. When those responsible for building and maintaining relationships are employed on time-limited contracts, continuity is undermined and trust is difficult to sustain. This was seen as a significant contradiction in a system that values long-term trust but funds involvement work in short-term cycles.
This led to broader reflection on precarity within research teams and how it affects not only staff but also public contributors, who may experience repeated disruption as projects and personnel change.

Institutional Responsibility for PPI
There was strong agreement that PPI should be treated as a core institutional function rather than an optional or project-specific add-on. Participants argued that universities and research organisations should support PPI infrastructure in the same way they support finance, human resources, or governance. This would signal that involvement is integral to research quality and ethics, rather than something dependent on individual champions or specific grants.

Exclusion, Inequality, and the Burden of Participation
Building on earlier contributions, the discussion returned repeatedly to issues of inequality and burden. References to work on burden of treatment and participation highlighted how research and healthcare can be unnecessarily disruptive to people’s lives, particularly those already managing illness, disability, or social disadvantage.
Participants questioned what can reasonably be expected of contributors and how responsibility for reducing burden should be shared by researchers, institutions, and funders. This reinforced the idea that inclusion must be balanced with care and realism about people’s capacities and circumstances.

Branding, Communication, and Power
A lively discussion emerged around mandatory branding requirements, particularly in NIHR-funded projects. Some participants expressed frustration that enforced corporate branding can stifle creativity and may not resonate with all communities. Others noted that branding and visual identity communicate meaning beyond the obvious and can either reinforce or challenge power dynamics.
The discussion highlighted tensions between funder requirements, institutional identity, and community engagement, suggesting the need for more reflexive thinking about communication practices.

Signs of Progress and Ongoing Challenges
Despite critical reflections, participants also recognised signs of progress, particularly growing recognition of PPI in early translational research and biomedical research centres. However, there was consensus that substantial work remains to embed inclusive, trust-based practices across the research lifecycle.

Conclusion
Overall, the session underscored that trust, inclusion, and meaningful involvement are not achieved through isolated techniques or good intentions alone. They require sustained relational work, structural support, and critical attention to power, inequality, and institutional practice. The speakers’ contributions and subsequent discussion collectively highlighted the need to move beyond procedural approaches to PPI towards models that are relational, reflexive, and embedded within research systems themselves.
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Accessible research checklist.pdf
Checklist for accessible research

Information
Key documents: Outline of project, information sheet, consent form, summary of results

Information sheet outlines access accommodations Essential

Web site to W3C WAI standards (www.w3.org/WAI/) Essential

Electronic docs —word and pdf format Essential

Hardcopy documents Available on request

Large print documents - (18 point) Available on request

Easy read (www.openingdoors.org.uk) Budget needed

Videos of key documents (with closed captions) Essential
(YouTube)

British Sign Language interpretation Budget needed
(www.deafconnexions.org.uk/)

Other language translations (take care with validated Budget needed
outcomes - WHO translation guidelines)

Travel & Venues
Use Checklist for Accessible Meetings Yes/No

Cover travel costs (ideally pre-pay) Budget needed

Consider providing interventions / assessments in Researcher travel
participant’s home budget needed

Caring responsibilities

Offer child or elder care (or cover costs) Budget needed

Ensure costs of carers of participants are covered (time | Budget needed
and travel)






Quality Patient Engagement Criteria

https://innovations.bmj.com/content/5/1/43

Shared purpose Consider

Respect and accessibility Consider

Representativeness of stakeholders Consider

Roles and responsibilities Consider

Capacity and capability for engagement (payment for Consider and
lay adviser time: £25/hour) Budget needed

Transparency in communication and documentation Consider

Continuity and sustainability Consider

Protocol Design

Ensure cultural competency of design Patient engagement

Outreach to under served communities and their Consider
gatekeepers

Pace interventions and assessments — allow breaks Patient engagement
and consider duration

Allow assistance in completion of assessments Consider

Diversity measures (DAISY, NIHR) Consider

Acceptability, adherence (amount, barriers, Consider
facilitators), patient costs, suggestions for change

Alternate outcomes e.g. art, video Consider

Provide refreshments Budget needed

Pay all out-of-pocket expenses and consider paying for | Budget needed
participant’s time.

www.accessingbrilliance.org




https://innovations.bmj.com/content/5/1/43
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accessible meeting checklist.pdf
Checklist for Accessible Meetings

Highlighted items are most critical

Getting into and around venue

Step free entrance? (Thresholds <3cm high)
If accessible entrance isn’t usual front door, clear signs needed

Yes/No

1m wide routes from step free entrance to bar/food service area, to toilet,
guiet room, and to room for event?

Yes/No

Does lift or stair lift work?
Provide info on weight limit on venue description.
Venue knows to contact your team if lift goes out of order.

Yes/No/Not
applicable

Access in the room for the event

Is there step free access to room for the meeting or event?

Is there a PA system? If not, can you bring one in?

Good lighting on speaker

Step free access to any stage

Hearing loop / hearing technology

Good ventilation (<800ppm CO, or typically 10 I/s/person)

Temporary issues? e.g. building works, that need alternate access routes

Refreshments

Is there a lowered counter for serving people in wheelchairs?

Yes/No/Not
applicable

Is the card payment machine reachable if you are seated in a wheelchair?
(NB can it be reached if you cannot raise your arms above shoulder height)

Yes/No/Not
applicable

Is there a hearing loop / hearing technology at the serving counter?

Yes/No/Not
applicable

Is there information on allergens in any food or drink served?

Yes/No/Not
applicable

Can they provide separately wrapped food to prevent cross-contamination?

Yes/No/Not
applicable

Are there facilities to reheat pureed food?

Yes/No/Not
applicable

Will they provide straws on request?

Yes/No/Not
applicable






Toilets

Is there an accessible toilet?

Yes/No

Step free access to accessible toilet?

Yes/No

Check no extra furniture stored in toilet. This includes free standing
baby changing tables.

Clear/
Cluttered

Red alarm cord? (Check this is not tied up, the alarm works, and that
the alarm will be responded to)

Yes/No

Check which side the toilet transfers to (as you face it) and provide that
information on your venue guide

Right / left /
centre

Is the accessible toilet well signposted? (If not put up signs)

Yes/No

Does it have bins suitable to accommodate incontinence pads?

Yes/No

Are the toilets clean? (All types and genders)

Yes/No

Does the venue have a Changing Place accessible toilet? (If not, is there
one nearby that will be open at the time of the event?)

Yes/No

Fire Safety

Have you had a discussion with the venue’s fire officer about safe
evacuation of people with impaired mobility/hearing/vision? (May

restrict numbers e.g., a maximum number of wheelchair users allowed).

Travel & Parking

Is there accessible parking nearby? (Please provide info on location and
number of spaces for venue guide)

Is the venue near public transport links?

Map of car and public transport routes to venue / video showing venue
entrance from car park, bus stop etc

Quiet Room

Is it possible to have a quiet room?

Is access to the quiet room step free?

www.accessingbrilliance.org
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