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Abstract 

Background

Despite widespread recognition of the value of lived experience 
involvement (LEI) in healthcare research and increased LE involvement 
activity, we lack established implementation methods and 
instruments for reporting and evaluating impact. We present a 
protocol for an innovative LE-led Impact Log tool and LEI framework, 
which may help to address some fundamental barriers to LEI. The 
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Impact Log will be implemented within a five-year multidisciplinary 
transdiagnostic research project on severe mental illness and is also 
designed for wider adaptation and use. We include a short literature 
review on LEI impact, to provide in-depth background.

Methods

The Impact Log framework is designed to integrate inclusive impactful 
LEI throughout all research stages, and to use a short accessible form 
to record and evaluate impact across three domains: design and 
delivery; interpersonal and environmental aspects; systems and 
processes. Impact Log tool and LEI design and implementation is led 
by LE study leads and specialist LE advisory panel, with combined 
research experience and LE, fully integrated within the wider research 
team. All Hub research participants will be offered accessible 
opportunities for remunerated lived experience input, and there will 
be outreach to ensure diverse representation, aided by the Hub’s 
charity partners. Data collection and analysis will be LE led and will 
include iterative analysis to inform continuing development. Diverse 
formal and informal dissemination throughout the project will 
maximise wider stakeholder engagement.

Conclusion

The potential value of this research is to implement a novel tool and 
framework for facilitating, recording and evaluating LEI in complex 
mental health research, which can be adapted for wider use. 
Strengths in design are LE leadership and cross-cutting LE research 
integration, incorporation of multiple domains, and a focus on 
facilitating diversity and inclusion within LEI. Potential limitations for 
this project and wider adaptation may include limited resources, risk 
of bias and health challenges.

Plain Language summary  
We have provided a brief lay summary to help people without a research 
background understand our project.  
 
This article explains our plan to develop and test a new way of 
understanding how research changes when people with personal 
experience of a mental health condition are part of the research-team. 
We are mental health researchers, including many with direct 
experience of bipolar and psychosis, working alongside other 
researchers, clinicians and charities. Our research project aims to 
better understand what is happening in the brain, body, lives and 
experiences of people with bipolar and psychosis. Many people 
believe research is better when it includes the views of people with 
direct experience of the health condition being studied. This is called 
“lived experience”. We have developed a structured approach to 
ensure that people with lived experience are meaningfully involved in 
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our research. We have also created a simple tool, called the Impact 
Log, to record when lived experience members contribute and help us 
understand how their involvement influences the research.
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Abbreviations
LE: Lived Experience
LEI: Lived Experience Involvement
BG Hub: Brain and Genomics Hub
LEAP: Lived Experience Advisory Panel

1. Introduction
The value of Lived Experience Involvement (LEI), sometimes known as “service user”, “consumer”, “public and patient”
involvement or “participatory” methods, is increasingly recognised and incorporated into design and delivery of health
research and service development. The term “co-production” generally refers to transformative and equitable inclusion of
people with LE of relevant health condition/s as collaborative partners, sharing leadership and decision-making.1

Caregiver perspectives, sometimes known as “indirect” LE, are also recognised as valuable, although concerns exist
that this indirect viewpoint might supplant direct LE voices, particularly in mental health contexts where substitute
decision-making and structural disempowerment are common.2–4

LEI, initially viewed as an alternative approach, challenging dominant methodological and epistemological paradigms, is
progressively becoming absorbed within mainstream medical research, with mental health often leading both structural
adaptation and scale of inclusion. Clear evidence of systemic change and increasing LEI exists,2,5,6 with LEI increasingly
identified as a research requirement by funders, policy-makers, and publishers.3,7–12

Initially, LEI was motivated by ethical and disability-rights drive towards inclusion and representation in medical and
policy decisions, exemplified by the “nothing about us without us” principle.11,13 More recently, the epistemological
value of LEI is emphasised, understanding “expertise by experience” as a distinct form of knowledge, inaccessible to
those without direct personal LE.4,5,9,14 This is accompanied by recognition of LEI’s transformative potential for
systemic and relational change, including increased empowerment and structural inclusion of people with LE and
attitudinal shifts, such as stigma reduction amongst researchers, clinicians, and the wider community.2

While this increased emphasis on LEI is welcomed, it remains a relatively new branch of research, with significant gaps to
address relating to methodology, systems, and culture to facilitate true integration of complex and impactful LEI.15,16 A
key challenge is addressing a need for standardised and replicable methods, while ensuring that the authenticity and
diversity of LE voices is retained – how can we create frameworks reflecting established academic models, while
simultaneously retaining flexibility and openness for articulating voices and perspectives from outside these established
models?11,14,17–22

A major challenge is preventing tokenistic LEI.3,7,9,10,16,23–26 This requires recognition of distinct LE roles, skills, and
contributions, alongside structural adaptation creating opportunities for LE leadership, decision-making, adequate
resources, and cross-cutting involvement.5,6,8,23,24,26–30 Greater inclusivity and representativeness is needed, particularly
from groups underrepresented both demographically and relating to particular mental health conditions and
severity.5,6,8,14,16,18,19,21–23,31 We need, for example, to involve more people living with severe conditions including
bipolar and psychosis. We must also ensure that LE involvement opportunities exist within biomedical and multi-
disciplinary research domains, not only within psychosocial and qualitative research.32,33

Systemic integration of LEI requires development of robust and reproduciblemethods for recording and evaluating scope
and impact, while also acknowledging that LEI remains a developing field, incorporating diverse approaches and
perspectives. Methods for recording and evaluation must be designed to capture breadth and complexity of impact and to
enhance understanding, while also being adaptable for diverse study types and environments.34,35 Currently, to our
knowledge, there is some guidance, but no widely used tool for recording and evaluating the impact of LEI which meets
these criteria.6,11,21,34,36–39 In the absence of a widely agreed evaluative framework for identifying and evaluating

REVISED Amendments from Version 1

This updated version (Version 2) of our text has been changed to accommodate a few suggestions made by our reviewers.
A key change is inclusion of the Impact Log forms as Tableswithin themain text aswell aswithin thedownloadable Extended
Materials to ease accessibility. We have also added a few points and small changes for additional clarity around particular
terminology and methodological approaches used within the paper.

Any further responses from the reviewers can be found at the end of the article
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meaningful lived-experience engagement, involvement and leadership across global health research, this study aims to
apply prospectively an Impact Log tool to understand how lived-experience expertise contributes to and influences
research processes and outcomes.

The primary aim of this protocol paper is to present a novel co-produced tool, the Impact Log, for evaluating the impact of
LEI. This is an exploratory project, implementing a LEI impact evaluation tool and also laying down a surrounding
LEI framework for future development and adaptation. The research setting is a complex multidisciplinary mental health
research project, the Brain and Genomics Hub (BG Hub) of the UKRI Mental Health Platform. To give an in-depth
overview of core contributory ideas in developing the Impact Log and its LEI framework, we now include a brief narrative
review defining, evaluating, and increasing the impact of LEI, to provide more detail on the background context for this
protocol.

1.1 A short literature review on defining, evaluating, and increasing the impact of LEI
Wepresent “impact” here as positive change on people, systems, or process. Previous reviews have noted that LEI impact
is often restricted to early research stages and lacks demographic and health diversity. Also noted is the need for increased
reporting, evaluation, and consistency, to capture different contexts and domains of impact, including
interpersonal.5,6,24,25,28,40–44 This review, conducted by the BG Hub specialist LEAP (Lived Experience Advisory
Panel), includes expert review; non-systematic literature search of peer-reviewed journal articles and grey literature;
additional reference searches (for more details on search and screening strategy; data extraction; narrative synthesis see
Supplementary Materials 5.1/2). We used an iterative deductive methodology, combining guidelines for narrative
synthesis in systematic reviews and thematic analysis,45–47 to identify themes and subthemes relating to defining,
evaluating, and improving LEI impact within extracted data.

We identified 91 peer-reviewed journal articles including reviews, studies, and methodological papers, and five grey
literature items, including two sets of guidelines, two comment pieces, and a workshop report. Most items originated in
Europe, North America, and Australasia, particularly the United Kingdom, Australia, and Canada. However, we also
included individual studies from Brazil, Ethiopia, Nepal, and Israel. Our results are summarised in Table 2 (Summary of
themes and subthemes for defining, evaluating, and increasing LEI impact), with a full table of themes, subthemes,
articles, and references for included articles included in Extended Materials 5.3/4.

Table 1. Author disclosed information on mental health LE and professional experience.

Author LE of
bipolar
and/or
psychosis

LE of
other
severe
mental
illness

LE of supporting
family/friend with
severe mental
illness

Mental
health
research
experience?

Mental
health
clinical
experience?

Experience
of MH
charity
sector
work?

B Yes No Yes Yes No Yes

B Yes Yes No Yes Yes Yes

B No No No Yes No No

B Yes No No Yes No Yes

B No No No Yes No Yes

B Yes Yes No Yes No No

B No No No Yes No Yes

B Yes No Yes Yes No No

B No No Yes Yes Yes Yes

B No No Yes Yes Yes No

B No No Yes Yes No No

B No No No Yes No Yes

B No No No Yes No Yes

B Yes Yes No Yes No Yes

B Yes Yes Yes Yes No Yes

B Yes No Yes Yes No Yes
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Table 1. Continued

Author LE of
bipolar
and/or
psychosis

LE of
other
severe
mental
illness

LE of supporting
family/friend with
severe mental
illness

Mental
health
research
experience?

Mental
health
clinical
experience?

Experience
of MH
charity
sector
work?

B No No Yes Yes Yes No

B No No No Yes Yes No

B No No No Yes Yes Yes

Table 2. Summary of themes and subthemes for defining, evaluating, and increasing LEI impact.

Theme Summary of themes/subtheme

How is impact defined and understood?

Theme 1: Change to research/service
processes and outcomes

Impact was understood as an increase in quality, relevance, and
impact of research and interventions; systemic changes to
related institutional structures, processes, and policies,
manifesting in areas such as leadership and resources; and
changes occurring throughout all stages in the design and
delivery of research or services.

Theme 2: Interpersonal and cultural change This focused on manifestation of impact through changed
attitudes, such as stigma reduction and increased acceptance
amongst researchers and clinicians towards mental illness and
LEI.

Methods of impact evaluation

Theme 1: Methodologies for assessing
impact

This was the most dominant theme, within which the most
dominant subtheme was “qualitative reflections”. This
emphasised the need to gather primarily reflective and
qualitative data, often without clarity about whether these
reflections should come from LE or non-LE researchers.

Theme 2: Process indicators This suggested that impact could be measured through
assessing tangible systemic changes.

Theme 3: The need for alternative ways of
understanding impact

This referred to measuring impact from outside conventional
psychiatric evaluative frameworks or through examining
evidence of critique and change to conventional models and
reduced stigma.

Theme 4: Assessing impact of co-production
on outcomes and dissemination

This suggested that impact could be measured through
assessing tangible changes in quality of outcomes and
dissemination.

How to increase impact: (multiple diverse subthemes)

Theme 1: Changing systems and
environment

A common suggestion was environmental adaptation to
facilitate support, power-sharing, building trust and flexibility.
This included systemic changes to research structures, suchas LE
leadership, co-authorship, establishing academic LE posts,
changes to language, offering payments for involvement work,
and sustainability. Other subthemes were the need to provide
training for both LE and non-LE researchers and to report and
evaluate LEI, to increase transparency, adoption, and
recognition.

Theme2: Recognising thevalue anddiversity
of lived experience involvement

The most common subtheme was the need for true integration
of LE researchers, moving away from tokenism and stigma, with
clarity, transparency, security, and clear communications
surrounding roles and expectations. Another recurrent
subtheme was the need for LEI to extend through all stages of
research or service design and delivery. Two other subthemes
related to making LEI more representative, through including
diverse demographics and health conditions and through
creating safe and valued spaces for LE contributors to maintain
authenticity and facilitate critique.

Abbreviations:LEI = Lived Experience InvolvementLE = Lived Experience
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Our review highlights wide recognition of the importance of facilitation, reporting, and evaluating impact of LEI impact
and that this will require major systemic change including: feasible and equitable LE employment, through broader
support and flexibility, and specifics such as reimbursement, leadership, and authorship. Conventional research practices
are viewed as insufficient to facilitate truly representative, diverse, and authentic LEI involvement and allow its full
potential impact. We must recognise the importance of interpersonal and cultural shifts resulting from LEI, including
changes in researcher attitudes and models, power structures, and inclusion. A key related theme was the importance of
integrating qualitative experiential reflections, with some suggestions that impact should be evaluated through explicitly
assessing evidence of critique and conceptual change.

In conclusion, it appears that there are three well-established core domains relevant to all aspects of impact, which should
all be captured in the design of LEI strategies and impact evaluation tools to reflect the true breadth and complexity of
impact. These domains are: change in design, delivery, and outcomes; systemic change in processes and environment;
interpersonal and cultural change within the research community.42 However, our review also highlighted the well-
recognised challenge and conceptual divide. Despite recognised needs for standardised and replicable methods for
implementing, recording, and evaluating LEI, close adherence to conventional research models risks compromising
LEI’s authenticity and value. There may not be a perfect solution. Nevertheless, work on LEI must be cognizant of this
challenge and transparent about any resulting limitations.

2. The Brain and Genomics Hub LEI Impact Log protocol
2.1 Methods/Design
Aims

TheBGHub Impact Log project aims to implement a novel tool to collect data related to impact of LEI on research design,
delivery, processes, interpersonal and environmental aspects, adaptable for diverse research contexts. Impact Log
development is LE-led and co-produced. We hope that Impact Log data analysis will help expand understanding of
the nature and evaluation of LEI “impact” in complexmental health research. The Impact Log tool will be implemented in
the BG Hub, a 5-year multidisciplinary and transdiagnostic study of bipolar disorder, schizophrenia, and schizoaffective
disorder. It is embedded in the Hub’s wider LEI framework, with core aims of increasing LEI diversity and inclusion and
facilitating impactful LEI throughout all research stages. We hope that this framework will facilitate increased LEI in
complex and multidisciplinary mental health research, including biomedically-orientated components and research on
severe mental illness.

The Impact Log tool draws on principles from participatory research and realist evaluation, alongside a broadly
constructionist understanding of LE expertise. Participatory traditions inform our recognition of experiential, interper-
sonal and relational dimensions of impact. Realist principles guide our distinction between contribution, influence,
change and impact, recognising that LEI may activate mechanisms that shape research processes and outcomes.
This blended positioning clarifies what constitutes evidence within the Impact Log while maintaining flexibility and
adaptability in how the tool is applied.

Study setting: The Brain and Genomics Hub

The BG Hub is a transdiagnostic co-produced investigation of clinical, social, developmental, biomedical (neuroscien-
tific/genomic), and LE factors relating to severe mental illness, aiming to transform understanding, diagnosis and
management. One of six newMental Health Platform researchHubs, established in 2024 by theMRC andUKRI, it unites
an interdisciplinary community of researchers and clinicians from South Wales and the Southwest of England, led by
Cardiff University alongside Swansea, Exeter, Bath, and Bristol Universities, the charities Adferiad and Bipolar UK.

Psychotic and bipolar disorders are associated with high disease burden, severely reduced quality of life and premature
mortality of between 10–20 years compared to the general population.48–50 Nevertheless, understanding of these
conditions remains relatively limited. Unlike other areas of medicine, psychiatric diagnosis is based exclusively on
symptom groups, not yet informed by aetiology or supported by biological markers. Often, symptoms overlap across
diagnostic categories and diagnoses change, while individuals with the same diagnosis may have markedly different
clinical profiles, treatment responses, and outcomes. This diagnostic heterogeneity, instability, and overlap continue to
hinder mental health research and delivery of effective, personalized care.51–54 To improve outcomes, we must deepen
transdiagnostic understanding of aetiology, identify early risk markers, and develop better predictive tools.

Page 7 of 31

Wellcome Open Research 2026, 11:562 Last updated: 19 OCT 2026



The BG Hub has two major research programmes:

1. The Bipolar, Schizophrenia, Psychosis Research Initiative (B-SPRINT) — a recruited cohort study.

2. The Brain and Genomics Hub e-Cohort — a population-level data study using anonymised linked records.

B-SPRINT will recruit a cohort of individuals with schizophrenia, bipolar disorder, and schizoaffective disorder (target
N = 600). Data collection will include self-report questionnaires, detailed lifetime symptom interviews, cognitive tasks,
biological samples for genomics and biomarkers, MEG andMRI brain imaging, and consent for linkage to routine health
and social records for retrospective and longitudinal analyses. Once collected, secure and anonymised data will be made
available to other researchers. The BG Hub e-cohort study aims to identify early signs and risk factors and will use
de-identified data from the SAIL Databank via the DATAMINDHub, which securely links health, education, and social
care records for people living in Wales.

Study design: the BG Hub Impact Log

BG Hub LEI

The Impact Log has been co-produced within a broader framework of LEI aims and activities. Please see Figure 1: BG
Hub LEI and Impact Log Structure.

The BG Hub is implementing a complex LEI model to overcome certain common barriers to LEI impact. LEI research
opportunities are often restricted to a few individuals, with input limited by time, budgets, and assumptions about where
LEI may not be feasible or valuable. There is restricted demographic diversity across age, sex, and ethnicity. LE is often
defined broadly, and studies often involve people without direct LE of the relevant condition, particularly with severe
mental illness.

The BG Hub works with institutional, LE, and charity partners to recruit diverse participants broadly representative of
regional demographics, and build a participant “community”, offering LEI opportunities. B-SPRINT consent includes

Figure 1. BG Hub LEI and Impact Log Structure.
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options for consent to being contacted about LEI opportunities: “I agree to let the study team contact me about
opportunities to take part in both paid and unpaid lived experience advisory work. This includes opportunities where
my lived experience of bipolar, psychosis, schizophrenia or schizoaffective disorder may be helpful in terms of giving
advice to the research team in relation to the design, analysis and dissemination of this and future studies”.

We will develop varied and accessible LEI opportunities, aiming to involve a minimum of 120 (20%) diverse study
participants in remunerated work. We included “unpaid” opportunities to allow, for example, for future surveys where
budgetary and logistical constraints maymake payment impractical. However, all substantive LEI will be remunerated in
accordance with NIHR guidelines.55 For LE core research team members, remuneration follows current institutional
salaries.

Given the BGHub complexity, we also include what we have termed “dual expertise”, which refers to people combining
LE/ “expertise by experience” with research and/or clinical expertise.56,57 Our dual-expertise researchers bridge the gap
between the research and wider community, enhancing inclusive, accessible LEI for people without prior research
experience and supporting non-LE researchers. There are six to nine dual expertise researchers with LE of bipolar and
psychosis within the BG Hub leadership team and its Specialist LEAP (Lived Experience Advisory Panel - for details of
LEAP demographics see Authors’ Contributions). There may be occasional membership fluctuations due to changing
commitments amongst LEAP members. Career development opportunities and training will be available, with the
Specialist LEAP offered opportunities to broaden research experience and other LE advisors offered an introduction to
research.

Although the group is small, we have aimed to ensure that a range of health and demographic characteristics are
represented in our LEAPmembership. To demonstrate demographic diversity within the LEAP, the eight BGHub LEAP
researchers/authors provided some basic demographic information, with options to choose not to answer particular
questions and providing consent that this information would be collated and described collectively. Reporting of this
information was checked with all LEAP researchers as part of the manuscript publication process. Four LE researchers
(50%) are aged between 25–34; with three between 35–44 and one researcher aged 45–54. Gender of LE researchers
included male, female, trans-female, and non-binary. Disclosed sexuality was almost evenly split between researchers
identifying as heterosexual/straight and bisexual. Half the team identified as white, with three other ethnic groups
represented. Three researchers identified as having no religion, while five distinct religions/beliefs were named by the
remaining researchers. Finally, under ‘additional information’ one researcher identified LE ofmood disorder not captured
in Table 1: “Author disclosed information on mental health LE and professional experience”.

Charity partners

Two BG Hub charity partners, Adferiad and Bipolar UK, are represented within Hub leadership, including
co-investigators. Bipolar UK provides bipolar-related peer support, education, advocacy and research, with many staff
having LE. Adferiad is a member-led charity providing support for people with mental ill health, addiction, and
co-occurring complex needs across Wales, with established LE networks. Adferiad supports LEI in research to enhance
inclusivity, representativeness, and impact.

Impact Log development

Initial adaptation of the Impact Log for the BG Hub

The BG Hub Impact Log tool is based on versions designed and used by TG and TK in the multidisciplinary five-year
Wellcome Trust-funded Mental Health and Justice project [For more details see Extended Materials 6]. Based on the
initial iteration’s success and feasibility, the BG Hub team planned to use an adapted version of this pilot Impact Log to
gather data on LEI impact. The Impact Log tool idea and original form was shared with the LEAP and wider BG Hub
team. Please see Table 3 (Adaptations to theMental Health and Justice Impact Log) for a list of initial adaptations made to
the Mental Health and Justice Impact Log.

Form development

Following initial consultation and piloting, initial versions of the co-designed BGHub Impact Log forms were approved
and for the BG Hub there are three forms refined (See Tables 4-6 and, for formatted and downloadable versions, see
Extended Materials 1–3 for the Impact Log forms):
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1. The “Specialist LEAP” Form, for LEAP members with combined LE/research expertise, who will regularly
contribute, as BG Hub research team members (see Table 4).

2. The “Lived Experience Involvement” Form, for people with LE participating in individual BG Hub involve-
ment activities, with no expectation of specialist research experience (see Table 5).

3. The “Researcher” Form, for BG Hub research team members not working as LE researchers and (unless
undisclosed) lacking direct LE (see Table 6).

Table 3. Adaptations to the Mental Health and Justice Impact Log.

1 To ensure that a broad understanding of impact is reached, the impact LEI is understood as impact on
study design and delivery, on all people involved in co-producing research, and on the research
environment.

2 To ensure that a full range of perspectives on LE impact are reflected, Impact Log data will be collected from
everyone involved in any form of LEI activity, including non-LE research team members, the BG Hub LEAP,
and LE advisors taking part in individual research activities.

3 To ensure that people feel able to respond openly and honestly about their views, forms will be anonymous.
All identifying information will be removed before analysis so that data is anonymised and non-identifiable.

4 To ensure data security, Impact Log data will be collected and stored in accordance with the BG Hub wider
data protection protocols.

5 To maximise ease and accessibility, data will be collected via a simple electronic form, with paper versions
made available if requested, and any data collected on paper transferred into secure data storage by a study
team member.

6 Tomaximise rigour in governance, theusability of data, and its potential impact, theBG Impact Log formsand
process will be included in the BG Hub study protocol and Ethics Committee assessment.

7 To ensure that a mixture of reflective and standardised data is collected, Impact Log forms will include a
mixture of quantitative (closed) and qualitative (open) questions, amenable to mixed-methods analysis.

Table 4. Lived Experience Involvement IMPACT Log Form.

Introduction

We would like to ask you some questions to help us understand more about the impact that lived experience
involvement can have on research. You have recently taken part in a lived experience involvement activity for the
Brain and Genomics Hub and helped with research as someone with lived experience. We will ask you a few
questions about your experience. This will include questions about what was discussed, how the group worked
together, and your experience of taking part.

This form should take nomore than 5minutes to complete. The answers you givewill be stored securely and kept
anonymous. The Brain and Genomics Hub research team will be analysing the information provided by you and
others in order to:

1. Helpus understandmore about how lived experience involvement in theHub isworking, andwhether there are
things we need to improve.

2. Help us provide information for other researchers and the wider community about the difference that lived
experience involvement can make in research, and what areas need to be worked on more.

Data access and privacy

The information you supply will be anonymously stored on Cardiff University secure servers in line with Brain and
Genomics Hub ethical approvals (REC reference: 25/WA/0027). Your data will only be accessed by approved
members of the Brain and Genomics Hub research team and approved collaborators, in accordance with the
Hub’s data access governance processes.

Please read each statement below and indicate whether you agree.

You are free towithdraw from this study at any timewithout giving a reason. If you no longerwish to have
your data stored, please contact the study team at brainandgenomicshub@cardiff.ac.uk.
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Table 4. Continued

1) Have you read and understood the information presented above, read the privacy
notice, and consent to Cardiff University collecting your data?

○ Yes

○ No

2) Do you consent to your anonymised data being shared with researchers within the
wider Brain and Genomics Hub for purposes of analysis and dissemination?

○ Yes

○ No

3) Do you consent to your anonymised data being used in reports and publications that
may arise from this work?

○ Yes

○ No

The questions wewill now ask are being used to understandmore about how your involvement as someone with
lived experience has impacted on the lived experience involvement activity you took part in. We are doing this to
record and evaluate how lived experience involvement is impacting on research within the Brain and Genomics
Hub and to understand more about whether any changes and improvements could be made.

All questions are optional – the text questions are there for you to give more detail if you wish.
If there are any questions you do not want to answer or cannot answer at all or fully, don’t worry and just
move onto the next question.

4) Date of the lived experience involvement activity you took part in?

5) Who did you meet with when you took part in this lived experience involvement
activity?

6) What questions or topics were the main focus of this lived experience involvement
activity?

Did you feel you were given the chance to contribute to this lived experience involvement activity?

• If you agree that you did have the chance to contribute, please tick either ‘strongly agree’ or ‘agree’.
• If you feel did not have the chance to contribute, please tick either ‘disagree’ or ‘strongly disagree’.
• If you do not feel strongly that you agree or disagree, please tick ‘neutral’.

7) I felt I was given the chance to contribute to this lived experience involvement activity.

○ Strongly disagree
○ Disagree
○ Neutral
○ Agree
○ Strongly agree

8) Can you explainwhy yougave this answer aboutwhether you felt youhad the chance
to contribute?

Doyou think the researchquestions or topics for this livedexperience involvement activitywere explained
well?

• If you agree that the research questions or topics were explained well, please tick either ‘strongly agree’ or
‘agree’.

• If you feel that the research questions or topics and question(s) were not explained well, you should tick either
‘disagree’ or ‘strongly disagree’.

• If you do not feel strongly that you agree or disagree, please tick ‘neutral’.

9) I felt the research questions or topics and question(s) for this lived experience involvement activity were
explained well

○ Strongly disagree
○ Disagree
○ Neutral
○ Agree
○ Strongly agree

10) Can you explain why you gave this answer about whether you felt research
questions or topics were explained well?

Did you feel that your opinion was listened to during this lived experience involvement activity?

• If you agree that your opinion was listened to, please tick either ‘strongly agree’ or ‘agree’.
• If you feel that your opinion was not listened to, please tick either ‘disagree’ or ‘strongly disagree’.
• If you do not feel strongly that you agree or disagree, please tick ‘neutral’.
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Table 4. Continued

11) I felt that my opinion was listened to

○ Strongly disagree
○ Disagree
○ Neutral
○ Agree
○ Strongly agree

12) Can you explain why you gave this answer about whether you felt that your opinion
was listened to?

13)What do you hopewill be acted on or changed because of your contributions to this
lived experience involvement activity?

14) Has taking part in this lived experience involvement activity had any impact on your
well-being?

15) Is there anything else youwould like to say, as someonewith livedexperience, about
your experience of taking part in this lived experience involvement activity?

Table 5. Brain and Genomics Hub Specialist LEAP Impact Log Form.

Introduction

We would like to ask you some questions to help us understand more about the impact that lived experience
involvement can have on research. You have recently taken part in a Specialist Lived Experience Advisory Panel
(LEAP) activity for the Brain and Genomics Hub. We will ask you some questions about your experience of
contributing to research as someone with both lived experience and research or clinical experience. This will
include questions aboutwhatwas discussed, how the groupworked together, and your experience of taking part.
This form should take nomore than 5minutes to complete. The answers you givewill be stored securely and kept
anonymous. The Brain and Genomics Hub research team will be analysing the information provided by you and
others in order to:

1. Helpus understandmore about how lived experience involvement in theHub isworking, andwhether there are
things we need to improve.

2. Help us provide information for other researchers and the wider community about the difference that lived
experience involvement can make in research, and what areas could be developed or improved.

Data access and privacy

The information you supply will be anonymously stored on Cardiff University secure servers in line with Brain and
Genomics Hub ethical approvals (REC reference: 25/WA/0027). Your data will only be accessed by approved
members of the Brain and Genomics Hub research team and approved collaborators, in accordance with the
Hub’s data access governance processes.

Please read each statement below and indicate whether you agree.

We are interested in how your responses to the LEAP Impact Log Forms have progressed over the project.
To do this, we have assigned you a personal identifier number (Impact Log ID) so we can combine all the
information you have provided. If you give us permission to do this, please input your Impact Log ID number
below (or leave blank if you do not wish to have your data combined).

You are free towithdraw from this study at any timewithout giving a reason. If you no longerwish to have
your data stored, please contact the study team at brainandgenomicshub@cardiff.ac.uk.

1) Impact Log ID:

2) Have you read and understood the information presented above, read the privacy
notice, and consent to Cardiff University collecting your data?

○ Yes

○ No

3) Do you consent to your anonymised data being shared with researchers within the
wider Brain and Genomics Hub for purposes of analysis and dissemination?

○ Yes

○ No

4) Do you consent to your anonymised data being used in reports and publications that
may arise from this work?

○ Yes

○ No
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Table 5. Continued

The questions wewill now ask are being used to understandmore about how your involvement as someone with
lived experience has impacted on the specialist LEAP activity you took part in. We are doing this to record and
evaluate how lived experience involvement is impacting on research within the Brain and Genomics Hub and
understand more about whether any changes and improvements could be made.

All questions are optional – the text questions are there for you to give more detail if you wish.
If there are any questions you do not want to answer or cannot answer at all or fully, don’t worry and just
move onto the next question.

5) Date of the lived experience involvement activity you took part in?

6) Who did you meet with when you took part in this lived experience involvement
activity?

7) What questions or topics were the main focus of this lived experience involvement
activity?

Did you feel you were given the chance to contribute to this lived experience involvement activity?

• If you agree that you did have the chance to contribute, please tick either ‘strongly agree’ or ‘agree’.
• If you feel did not have the chance to contribute, please tick either ‘disagree’ or ‘strongly disagree’.
• If you do not feel strongly that you agree or disagree, please tick ‘neutral’.

8) I felt I was given the chance to contribute to this lived experience involvement activity.

○ Strongly disagree
○ Disagree
○ Neutral
○ Agree
○ Strongly agree

9) Can you explainwhy yougave this answer aboutwhether you felt youhad the chance
to contribute?

Doyou think the researchquestions or topics for this livedexperience involvement activitywere explained
well?

• If you agree that the research questions or topics were explained well, please tick either ‘strongly agree’ or
‘agree’.

• If you feel that the research questions or topics and question(s) were not explained well, you should tick either
‘disagree’ or ‘strongly disagree’.

• If you do not feel strongly that you agree or disagree, please tick ‘neutral’.

10) I felt the research questions or topics and question(s) for this lived experience involvement activity were
explained well

○ Strongly disagree
○ Disagree
○ Neutral
○ Agree
○ Strongly agree

11) Can you explain why you gave this answer about whether you felt research
questions or topics were explained well?

Did you feel that your opinion was listened to during this lived experience involvement activity?

• If you agree that your opinion was listened to, please tick either ‘strongly agree’ or ‘agree’.
• If you feel that your opinion was not listened to, please tick either ‘disagree’ or ‘strongly disagree’.
• If you do not feel strongly that you agree or disagree, please tick ‘neutral’.

12) I felt that my opinion was listened to

○ Strongly disagree
○ Disagree
○ Neutral
○ Agree
○ Strongly agree

13) Can you explain why you gave this answer about whether you felt that your opinion
was listened to?

14)What do you hopewill be acted on or changed because of your contributions to this
lived experience involvement activity?
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Table 5. Continued

15) Has taking part in this lived experience involvement activity had any impact on your
well-being?

16) Is there anything that you would like to say about the experience of taking part in
lived experience involvement work as someone who has both lived experience and
experience of mental health research or clinical work?

17) Is there anything else youwould like to say, as someonewith livedexperience, about
your experience of taking part in this lived experience involvement activity?

Table 6. Researcher Impact Log Form.

Introduction

We would like to ask you some questions to help us understand more about the impact that lived experience
involvement can have on research. You have recently taken part, as a member of the research team, in a lived
experience involvement activity for the Brain and Genomics Hub. We will ask you a few questions about your
experience of working with people with lived experience on research activities within the Brain and Genomics
Hub. This will include questions about what was discussed, how the groupworked together, and your experience
of taking part.

This form should take nomore than 5minutes to complete. The answers you givewill be stored securely and kept
anonymous. The Brain and Genomics Hub research team will be analysing the information provided by you and
others in order to:

1. Helpus understandmore about how lived experience involvement in theHub isworking, andwhether there are
things we need to improve.

2. Help us provide information for other researchers and the wider community about the difference that lived
experience involvement can make in research, and what areas require additional work and focus.

Data access and privacy

The information you supply will be anonymously stored on Cardiff University secure servers in line with Brain and
Genomics Hub ethical approvals (REC reference: 25/WA/0027). Your data will only be accessed by approved
members of the Brain and Genomics Hub research team and approved collaborators, in accordance with the
Hub’s data access governance processes.

Please read each statement below and indicate whether you agree.

We are interested in how your responses to the Impact Log Forms have progressed over the project. To do
this, we have assigned you a personal identifier number (Impact Log ID) so we can combine all the information
you have provided. If you give us permission to do this, please input your Impact Log ID number below (or leave
blank if you do not wish to have your data combined).

You are free towithdraw from this study at any timewithout giving a reason. If you no longerwish to have
your data stored, please contact the study team at brainandgenomicshub@cardiff.ac.uk.

1) Impact Log ID:

2) Have you read and understood the information presented above, read the privacy
notice, and consent to Cardiff University collecting your data?

○ Yes

○ No

3) Do you consent to your anonymised data being shared with researchers within the
wider Brain and Genomics Hub for purposes of analysis and dissemination?

○ Yes

○ No

4) Do you consent to your anonymised data being used in reports and publications that
may arise from this work?

○ Yes

○ No

The questions we will now ask are being used to understandmore about how your involvement as someonewith
lived experience has impacted on this activity. We are doing this to record and evaluate how lived experience
involvement is impacting on research within the Brain and Genomics Hub and understand more about whether
any changes and improvements could be made.

All questions are optional – the text questions are there for you to give more detail if you wish.
If there are any questions you do not want to answer or cannot answer at all or fully, don’t worry and just
move onto the next question.
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Table 6. Continued

5) Date of the lived experience involvement activity you took part in?

6) Who did you meet with when you took part in this lived experience involvement
activity?

7) What questions or topics were the main focus of this lived experience involvement
activity (if you were the research team member presenting the main question/topic
for discussion, please can you state this)?

8) How do you think that lived experience involvement has impacted on the specific
research issues or topics which were the focus of this lived experience involvement
activity?

9) Do you anticipate that there will be additional future impact?

Did you feel you were given the chance to contribute to this lived experience involvement activity?

• If you agree that you did have the chance to contribute, please tick either ‘strongly agree’ or ‘agree’.
• If you feel did not have the chance to contribute, please tick either ‘disagree’ or ‘strongly disagree’.
• If you do not feel strongly that you agree or disagree, please tick ‘neutral’.

10) I felt I was given the chance to contribute to this lived experience involvement activity.

○ Strongly disagree
○ Disagree
○ Neutral
○ Agree
○ Strongly agree

11) Can you explain why you gave this answer about whether you felt you had the
chance to contribute?

From your perspective as a researcher, do you think the research questions or topics for this lived
experience involvement activity were explained well to the people with lived experience who were asked
to be involved?

• If you agree that the research questions or topics were explained well, please tick either ‘strongly agree’ or
‘agree’.

• If you feel that the research questions or topics and question(s) were not explained well, you should tick either
‘disagree’ or ‘strongly disagree’.

• If you do not feel strongly that you agree or disagree, please tick ‘neutral’.

12) I felt the research questions or topics and question(s) for this lived experience involvement activity were
explained well

○ Strongly disagree
○ Disagree
○ Neutral
○ Agree
○ Strongly agree

13) Can you explain why you gave this answer about whether you felt research
questions or topics were explained well?

Did you feel that the research questions raised by the research team during this lived experience
involvement activity were focused on enough?

• If you agree that there was sufficient focus on the research questions raised by the research team, please tick
either ‘strongly agree’ or ‘agree’.

• If you feel that there was insufficient focus on the research questions raised by the research team, please tick
either ‘disagree’ or ‘strongly disagree’.

• If you do not feel strongly that you agree or disagree, please tick ‘neutral’.

14) I felt that that there was sufficient focus on the research questions raised by the research team

○ Strongly disagree
○ Disagree
○ Neutral
○ Agree
○ Strongly agree
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Initial piloting included the BG Hub Participant Journey Day, a day-long remunerated visit to the B-SPRINT study site
during the B-SPRINT project design phase, for eight people with LE, whowould fit BGHub inclusion criteria, but had no
prior BG Hub knowledge. They were led through the experience of the planned study process and provided feedback,
including a paper version of the pilot LEI Impact Log form, with requests for feedback on layout, content, and usability.
Answers and feedback showed positive engagement with the Impact Log process, which could be comfortably completed
within five minutes. Participants also highlighted the importance of providing digital versions.

Following these stages, the current Forms begin with a section requesting consent and a section requesting details of date,
topic, and people involved in LEI activity. People are then asked three pairs of questions about opportunities to contribute,
adequacy of explanations given, and the extent to which they felt their opinion was listened to. Each pair includes a
quantitative question using a Likert scale to gauge extent and a free text question asking for an explanation of this rating.
Finally, for people with LE, there are four open questions including reflections on anticipated impact, any impact onwell-
being, and more general reflections. Researchers are given questions asking about how LE involvement has impacted on
the specific aspect of the research process which they brought to LE advisors and the impact of participating in LEI
activities on them as researchers. LEAP and research team members engaged with ongoing BG Hub LEI activities on an
ongoing basis are assigned an optional unique identifier number to include on their Impact Log forms, to allow
longitudinal analysis of Impact Log data.

Data management and analysis

Data collection, consent, and storage

Digital versions of the Impact Log Forms were created using REDCap software, with all Impact Log data stored securely
on Cardiff University servers, following data security protocols and B-SPRINT ethics permissions. A request for
informed written consent is included as mandatory questions at the start of each Impact Log form. Data is only accessible
to members of the BG Hub research team with permissions and an appropriate institutional login. Any Specialist LEAP
members or Charity partner representatives choosing to be involved in Impact Log data analysis will be trained in data
governance and given data access via secure Cardiff University servers.

Impact Log forms will be distributed to anyone involved in BG Hub LEI activities after completing the activity, usually
via a secure link or QR code. Initial consultation has shown that a digital form is generally preferred. However, it will be
made clear that written forms are available if preferred. For researchers and LEAPmembers, forms will be circulated after
initial actions have been implemented, to facilitate reflection on any implemented or planned changes resulting from this
LEI activity. Impact Logs will be distributed and completion tracked by TG, the BG Hub LE lead. TG will not complete
Impact Log forms, tomitigate risk of bias, given that TGwill be viewing and tracking all forms and leading on Impact Log
development and analysis.

Data analysis

Two types of data analysis are planned. All Impact Log data collected through the BG Hub will be analysed in the final
year, including longitudinal analysis of “Specialist LEAP” and “Researcher” forms, if digital identifiers have been
included. There will also be iterative informal and formal analysis of Impact Log data at various stages. Results of early
analysis will be used to facilitate research team reflections on how the BGHub LEI process is working and evolving, and
whether any adaptations to LEI or the Impact Log should be considered. A key part of analysis will be evaluation of the
Impact Log tool itself, examining how well it is working, recording dates and contexts for circulating Impact Log forms,

Table 6. Continued

15) Can you explain why you gave this answer about whether you felt that there was
sufficient focus on the research questions raised by the research team?

16) What impact (if any) has taking part in this research activity involving people with
lived experience had on your understanding, beliefs, and priorities about severe
mental health conditions?

17)What general impact (if any) has taking part in this research activity involving people
with lived experience had on you as a researcher?

18) Is there anything else you would like to say about your experience, as a research
team member, of being part of this lived experience involvement activity, that has
not been mentioned above?
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monitoring response rates and ease of use, recording any modifications made during the course of the project, and
surveying users of the Impact Log at various stages.

Given that the Impact Log tool is a novel tool which does not incorporate established outcome measures, analysis of
Impact Log data will be an exploratory process. Analysis will focus on assessing impact across the three domains
identified in our aims: impact on research design, delivery, and outcomes; systemic impact on research processes and
environment; interpersonal and cultural impact within the research community. To achieve this, Impact Log data will be
considered in relation to the wider research context of LEI activities being evaluated. It will be considered both in itself
and in relation to records of LEI activities, suggestedmodifications and evidence of whether and how thesemodifications
were adopted, including factors relating to non-adoption, as well as examining and documenting further downstream
consequences. Analysis will be led by the BG Hub LE lead, with assistance from specialist LEAP and other BG Hub
research teammembers. To ensure greater inclusivity and representativeness, we also aim to involve LE advisors from the
wider study community in analysis and dissemination, following a framework to be developed by the specialist LEAP.

Data will be extracted into Excel for cleaning and analysis, given Excel’s suitability for mixed-methods analysis of non-
complex data. Using Excel also allows for maximal accessibility for LEI in data analysis. Finally, a qualitative analysis
tool, such as NVivo, may be used, and access to NVivo software will be provided for all researchers involved.

As the forms combine quantitative and qualitative questions, it is anticipated that we will analyse quantitative data
descriptively using standard statistical methods, and qualitative data using thematic analysis. Quantitative and qualitative
data will be analysed separately and then brought together to contextualise and explore patterns observed in the numerical
responses. Where appropriate we will use regression models to analyse longitudinal changes in ratings, using statistical
software decided in collaboration with the LEAP, and narrative synthesis to describe how themes or experiences evolve.

Dissemination

The BGHub Impact Log has two key dissemination objectives: to contribute to ongoing development and dissemination
of LEI activities and their impact within the BG Hub; and, to inform design and delivery of other mental health research,
and the training of mental health researchers and clinicians. Our hope is that the Impact Log and surrounding LEI
framework can work as an adaptable blueprint for complex and impactful LE involvement in research.

Impact Log materials and evolving analysis will be shared internally within the BG Hub to support ongoing use and
development of consistent LEI across workstreams. Impact Logmaterials, forms and guidance will also bemade publicly
available, enabling replication and adaptation elsewhere. Along with Impact Log data, study documentation (e.g.,
protocols, consent templates, and other participant-facing materials) will be hosted on DATAMIND, the designated data
resource sharing platform of theUKRIMental Health Platform. This data will be accessible via a data access committee to
bona fide researchers. The availability of the data onDATAMINDpromotes transparency and reproducibility andmay be
particularly useful for early career researchers seeking to conduct similar research.

Impact Log findings will be communicated in multiple formats and tailored to different audiences. Formal academic
dissemination will include peer-reviewed publications and conference presentations. For applied settings, findings will
be integrated into CPD activities such as internal training sessions or knowledge-exchange events for clinicians,
researchers and LE experts.

Informal and public-facing dissemination will focus on accessibility and engagement. Key findings will be summarised
through infographics, plain-language summaries, social media posts, and short animated or recorded videos designed for
lay audiences. These formats will be developed collaboratively with LEAP members to ensure alignment with LE
communication preferences and priorities.

Overall, the methods and data generated by the Impact Log initiative have broad application scope and significant
potential to be useful for clinicians, researchers, experts by experience, lay audiences, and ethics committees. Our
dissemination strategy maximises reach and utility of the Impact Log methodology and findings. By sharing materials
openly and in multiple formats, we aim to support public understanding, enhance research and clinical capacity, and
contribute to the evolving definition of meaningful LEI impact in research.
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Lived experience perspectives on the Impact Log design and dissemination process

To understand more about LE experiences of participating in this project, a Specialist LEAPmember, JK, created a short
anonymous survey and conducted analysis, asking Specialist LEAP members about experiences of contributing to the
Impact Log design and dissemination process, and reflections on its potential significance. Four main themes emerged:
the importance of collaboration; the value of integration within the research team; the Impact Log’s potential as a
methodological resource; the value of the Impact Log for increasing transparency in research and demonstrating the value
of LEI. See Table 7 for “Themes and selected illustrative quotes for each theme”. For full results see ExtendedMaterials 7.

Table 7. Themes and selected illustrative quotes for each theme.

Theme: Selected illustrative quotes:

The importance of collaboration Bringing in lived experience perspectives adds dimensions
and ideas to the research thatmight otherwise be overlooked
if researchers worked in isolation. That diversity of
perspective not only enriches the process but also makes any
tool, or team, or project, stronger and more impactful.

The LEAPmeetings have been a great opportunity to hear the
views and experiences of other researchers with lived
experience and I think our voices together are really powerful
and add unique insights into the project.

The value of integration with the research team Working alongside the academic team has really helped
equalise that power imbalance that is inherent in researcher-
LEAP relationships.

But the LEAP and Impact Log publication team are well
integrated into the wider study team and making what is
recognised to be an immensely important contribution to the
work within the project.

Co-production initiatives are so often hampered by tokenism,
power imbalances, and failures to be representative. But the
LEAP and Impact Log publication teamarewell integrated into
the wider study team andmaking what is recognised to be an
immensely important contribution to the work within the
project.

The Impact Log as a methodological resource I amhopeful that the IL [Impact Log] tool can provide a tool-kit
and framework which others will be able to adapt and use
within their research, so that we move forward in making
co-production a more methodologically developed
component of research, as well as being a tool which
recognises the interpersonal components of co-production
work and the difference this can make to everyone involved.

I think the Impact Log evaluation tool is going to be beneficial
in helping us operationalise something that is inherently
subjective and often difficult to convey.

This is relevant for all stakeholders of brain & genomics hub
project - including funding bodies. In a larger context, the
Impact Log evaluation tool can be utilized across the mental
health research field.

Increasing transparency/demonstrating the
value of co-production with the Impact Log

This kind of evaluation is really needed in LEAP advisory work,
because it allowsus tomovebeyond tokenistic involvement of
those with lived experience and identify where lived
experience input has the biggest impact, and where it could
be strengthened. In turn, that makes the process more
transparent, accountable, and ultimately more meaningful—
both for researchers and for the communities the research is
meant to serve.

Being able tomeasure and demonstrate this impact is a really
important part of co-designing research and is an important
part of the process of participating in research as someone
with lived experience.

Abbreviations:LEAP = Lived Experience Advisory Panel
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LEAPmembers emphasised the importance of collaboration within the LEAP andwider research team. Key themes were
the potential of LE voices to enrich the research process; the power of including diverse voices; and the learning that takes
place during co-production. Another key theme was the value of LE integration into the wider study team, and how
integration facilitates recognition and incorporation of LE contributions with potential to mitigate tokenism and power
imbalances in LEI.

Another theme was the Impact Log’s potential as a methodological resource. LEAP members emphasised its potential
utility across different stages of research and its potential to capture and operationalise the inherently subjective and
nuanced process of LEI. They also highlighted its potential utility beyond the BG Hub and how formal recording and
evaluation of LE involvement in mental health and wider medical research might help embed LEI as a core method-
ological component. This might extend to other stakeholders including, for example, funding bodies.

Finally, LEAP members emphasised the Impact Log’s potential to increase transparency and accountability within
research and demonstrate LEI’s value. They suggested that the Impact Log tool might help researchers reduce tokenism
and identify areas where LEI has greatest impact and areas where LEI could be improved and strengthened. The Impact
Log was viewed as offering mutual benefits to the research project and, also importantly, to LE researchers by enabling
them to see the impact of their involvement, making the research process more beneficial and meaningful and supporting
their own development.

The implications of the LE perspective survey responses can be summarised as follows. First, the Impact Log tool has
potential value for all research stakeholders and could help to establish LEI as a key research component, presenting a
framework also usable, for example, by funding and policy institutions. Second, working explicitly to increase
integration and significance of LE roles within research projects, rather than framing LEI as supplementary, will increase
LEI’smeaningfulness and impact for everyone involved. Third, a tool to evaluate impact and identify any problems in the
LEI process will promote transparency and accountability and help identify and address areas where LEI is not working
well, potentially mitigating tokenism and sidelining of LE contributions.

3. Discussion
This protocol outlines the background, development and implementation plans for the BGHub Impact Log tool, together
with its surrounding LEI framework and research context. This tool will allow us to record and evaluate LEI impact across
three research domains: design and delivery; systems and process; interpersonal and environmental. The Impact Log and
LEI framework also provides a replicable tool, with easy potential adaptability for implementation and evaluation
elsewhere in medical research. We must emphasise that the Impact Log remains a novel tool. Both design and analysis
will involve iterative development, as we observe the tool and framework performing within the BG Hub research
context.

3.1 Strengths and limitations
A key strength of the Impact Log and LEI framework is explicit design to address widely recognised challenges in LEI,
particularly tokenism and gaps in structural integration, diversity, and acknowledgement of LEI’s complex and
multifaceted potential. LEI is fully integrated, with robust plans to ensure LE perspectives inform all research stages.
The core study team, including senior leadership, includes people with LE of the conditions being researched. The
strength and value of this collaborative integration is already evidenced in our survey of LE perspectives on Impact Log
design and dissemination (2.1.7).

LE leads, specialist LEAP members and other LE advisors have already had significant impact on major study design
decisions and involvement in early dissemination including the study launch, with structures in place to ensure these
contributions continue. Systemic adaptation and structural integration are further achieved by ensuring LE contributions
are swiftly and adequately remunerated, and training, support, and resources provided when needed. The BG hub is
underpinned by a dedication to demographic and health inclusivity and diversity. Our specialist LEAP exemplifies this
approach, with members from minoritised ethnicities, varied ages, gender and sexual minorities, and disabilities (see
Authors’ Contributions below for further details on LEAP demographics). This produces nuances within discussion
which would otherwise be neglected.Moreover, the broader LEI framework is designed to dedicate resources to ensuring
diversity and inclusivity are also embedded in wider LEI.

To our knowledge, the Impact Log and its LEI framework are highly innovative inmany regards. Amajor strength is high
potential for adaptation and implementation elsewhere, both within mental health and other areas of research, thereby
contributing towards methodological development in LEI.
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There are some potential limitations, however, relating to both the BG Hub context and wider implementation. Our
Impact Log framework depends on resource availability, including funding, people, and time, which may be challenging
elsewhere, particularly if LEI resources are limited during individual stages or throughout a project. Successful
implementation of the Impact Log will require sustained commitment to LEI and evaluation throughout research
delivery. This may be difficult, even within the BG Hub team’s deep commitment to LEI, particularly when time is
limited. Such challenges would be exacerbated by any team power imbalances leaving LE teammembers with less power
to press for prioritisation of LEI.

Ideally, implementation also requires people with LE and research experience embedded in the leadership team. This
might not always be possible. TG and TW had salaried positions supporting LEI in developing the BG Hub application,
enabling incorporation of the Impact Log and LEI framework into study design from the outset. Generally, however, a
well-known major barrier to successful LEI is lack of funding supporting LEI in initial project development and funding
applications, which could affect Impact Log integration.

Implementing the Impact Log involves continuing input of LE lead/s and other LE research team members. Ongoing
health challenges could therefore present difficulties, particularly in research on severe and chronic illness. Ideally,
contingency plans should ensure that LEI and impact evaluation can continue during any research team absences or
reduced work capacity. Nevertheless, resourcing this may be difficult and LE researchers may well feel uncomfortable
disclosing impact of health on work, if concerned about negative judgements about their research capacity.

Many factors might contribute to risk of bias in Impact Log responses submitted by LE and non-LE researchers,
especially if people have concerns about anonymity. Although forms will be analysed anonymously, respondents are
likely to be identifiable to the study teammember/s responsible for collation and analysis. The potential for identification
may be particularly high in smaller studies, with smaller LEAPs or fewer LE advisors, and in longer studies where LE and
non-LE teammembers submit multiple Impact Log forms, especially if linked by an Impact Log ID number. Anonymity-
based concerns may constrain respondents’ honesty, particularly for negative opinions, if people have concerns about
causing offence or impacting negatively on the project. Conversely, negative views, for example, about the research
model of a particular project, could potentially lead to negative bias in Impact Log responses. These risks may be slightly
mitigated by emphasising the importance of honest disclosure, balance, and the fact that analysis of forms is collective
with identifying details removed. Moreover, if people feel confident in their integration and status within the study team,
this may increase their confidence in providing honest answers, even if critical. Nevertheless, the potential for bias must
be recognised and considered throughout.

3.2 Future directions
The Impact Log will be used throughout BG Hub research to collect data informing ongoing tool development. We also
hope our protocol will provide sufficient information and materials for wide dissemination, adaptation, and timely use of
the Impact Log, and BG Hub team members already have plans to begin its implementation elsewhere.

The Impact Log tool and LEI framework involve many factors relevant for ongoing LEI discussions and methodological
development. Alongside its development and dissemination within the BG Hub, much work remains for BG Hub
researchers and others, exploringwidermethodological developments and creating future research projects enabling their
implementation and evaluation. Finally, we hope the Impact Log project might support advocacy for promotion and
integration of impactful, representative, and equitable LEI in medical research and practice.

Creating an Impact Log and LEI community – please keep in touch.

To develop the Impact Log further, we would like to know about people’s views and possible adoption of this tool,
building more collective understanding of its adaptability for different contexts. If you are considering using the Impact
Log, we would be very grateful if you might consider informing the corresponding author, TG, by email. Currently, there
is no formal feedback process, but we would like to start creating a network allowing for future possibilities.

Preprint
A first preprint of this article was posted on Medrxiv on 1st March 2026, and an updated version on 3rd August 2026.59

Ethics approval and consent to participate
B-SPRINT, including the Impact Log has received ethical approval from Wales REC 7 (reference: 25/WA/0027).
Participants will provide written consent when completing the Impact Log forms.
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Data availability
The Impact Log data collected during the BG Hub will be disseminated in accordance with the plans described above
under “Dissemination”. Given that the Impact Log forms will gather potentially detailed qualitative data, full publication
of the Impact Log forms dataset will not be possible. Secure access to Impact Log data may be possible via the Brain and
GenomicsHubDataAccess protocol, which is being finalised. Please contact the corresponding author tania.gergel@ucl.
ac.uk for further details. In addition, within the dissemination process, there will be consultation within the BG Hub
research team and LE advisors from the wider Hub community about the publication of sets of collated responses to
particular questions, with identifying details removed.

Extended data
Datasets generated and analysed in preparing this article are available in Extended Materials (https://doi.org/10.17605/
OSF.IO/NRCFY).58 These comprise the full set of responses for the survey “Lived experience perspectives on the Impact
Log design and dissemination process” (Extended Materials 7) and a table of themes and reference list for the narrative
review (Extended Materials 5.3/4). Given its length, the data extraction table for the narrative review has not been
included in the Supplementary Materials. However, it will be made available to researchers via the corresponding author
if contacted.
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Recommendation: Approved with Reservations 
Thank you for the opportunity to review this study protocol. I found this to be an interesting, 
timely and potentially very useful piece of work. The development of practical methods for 
documenting and evaluating the impact of lived experience involvement (LEI) is an important gap 
in research, and I particularly welcomed the strong lived experience leadership and co-production 
evident throughout this project. 
 
I also appreciated the exploratory nature of the Impact Log and noting its evolution will be 
iterative and ongoing. The authors appropriately acknowledge that this is a novel tool that does 
not incorporate established outcome measures and propose iterative evaluation and refinement 
during implementation. Overall, I am supportive of the manuscript, and my comments are 
primarily intended to improve clarity and strengthen the protocol. 
 
Minor revision points: 
1. The Impact Log itself and access to the Extended Materials 
 
My main difficulty in reviewing the manuscript was surprisingly fundamental: I was unable to 
access the Impact Log forms themselves. 
 
The stated primary aim of the protocol is to present a novel co-produced tool, the Impact Log, for 
evaluating the impact of LEI. The manuscript states that the three Impact Log forms are provided 
in Extended Materials 1–3; however, these materials were not available to me through the 
reviewer portal. While the manuscript provides a useful description of the forms and their 
principal questions, this doesn’t enable me to asses of the wording, structure, response options, 
accessibility, burden or relationship between the three versions. 
 
This is particularly important because subsequent aspects of the protocol—including the 
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proposed quantitative and qualitative analyses—depend upon the content and structure of these 
instruments. 
 
Could the journal editors/authors please ensure that Extended Materials 1–3 is available to 
reviewers and readers. My assessment of the Impact Log itself is necessarily limited without 
access to these materials. 
 
2. Clarify precisely what constitutes the “Impact Log” 
 
Could the authors please be consistent with their use terminology describing the 
intervention/tool. Across the manuscript, the terms Impact Log, Impact Log tool, Impact Log forms, 
Impact Log framework, and Impact Log and LEI framework appear to be used in overlapping ways. 
At some points, the Impact Log appears to refer to the three data-collection forms. Elsewhere, the 
“Impact Log framework” seems to encompass a broader methodology or process involving 
administration, tracking, analysis, feedback and iterative development. The manuscript also 
describes the Impact Log as embedded within a broader LEI framework. For example, the Aims 
section moves between the “Impact Log tool,” the wider LEI framework in which it is embedded, 
and the “Impact Log framework.” 
 
Could the authors please clearly define these components and terms earlier in the manuscript and 
then using this same terminology consistently throughout. 
 
3. Claims regarding replicability and wider adaptation 
The manuscript makes several statements regarding the Impact Log being replicable and readily 
adaptable to other settings. I agree that wider adaptation is an important and plausible aim; 
however, some of the language may currently be slightly stronger than the current evidence 
supports. 
The authors do appropriately emphasise that this remains a novel tool whose design and analysis 
will undergo iterative development during implementation. At this stage, then, statements that 
the Impact Log “provides a replicable tool, easily adaptable for use elsewhere” could be better 
framed in terms of its intended adaptability or potential for replication and adaptation, 
pending implementation and evaluation in other contexts. 
 
Overall assessment 
I enjoyed reading this protocol and am strongly supportive of the work, its premise and 
underlying aims. The lived experience leadership and co-production are substantive rather than 
peripheral, and the authors demonstrate thoughtful engagement with many of the persistent 
challenges surrounding LEI, including power, tokenism, diversity, accessibility and sustainability. 
 
My main concern is not with the overall approach but with the current difficulty in determining 
precisely what constitutes the Impact Log and, importantly, being able to see and assess the 
actual tool being presented. Addressing this, alongside greater consistency of terminology and 
the relatively minor methodological clarifications above, would considerably strengthen what I 
think is a promising and valuable contribution. 
 
Is the rationale for, and objectives of, the study clearly described?
Yes
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Is the study design appropriate for the research question?
Partly

Are sufficient details of the methods provided to allow replication by others?
Partly

Are the datasets clearly presented in a useable and accessible format?
Partly

Competing Interests: No competing interests were disclosed.

Reviewer Expertise: lived experience researcher in public health, primarily in suicide prevention 
and mental health

I confirm that I have read this submission and believe that I have an appropriate level of 
expertise to confirm that it is of an acceptable scientific standard, however I have 
significant reservations, as outlined above.

Author Response 30 Sep 2026
Tania Gergel 

General Response: Many thanks for this extremely helpful review and for your support for 
our project.  We have done our best to integrate all your suggestions and to make the 
Impact Log Forms much more easily accessible for readers – we hope that this will give you 
everything you need for a more complete review. We have responded to your comments 
individually below and all changes have been incorporated into the revised manuscript as 
tracked changes. 
 
Response to Minor Revision Point 1 We are very sorry that you were unable to view the 
forms as part of your initial review process and thank you very much for pointing out a lack 
of clarity/difficulty in locating the forms.  In the initial version, we included the Impact Log 
forms within the Open Access downloadable Extended Materials file and indicated that they 
are available as Sections 1-3 of the Extended Materials in the "Form development" section, 
with links to Extended Materials provided in the Extended Data Section at the end of the 
paper. However, we recognise that a) this may be insufficiently clear and b) given the 
centrality of the Forms to the protocol and our aims to reach a wide readership, it may be 
better if we include the forms as Tables within the main body of the text.  The editorial team 
at Wellcome Open have agreed that, for ease and given their centrality, they are in 
agreement about presenting the Forms as tables within the main text (as well as within the 
Extended Materials).  We have therefore added the Forms as Tables 4-6 in the main text, 
while also retaining a formatted and downloadable Word version in the Extended Materials.  
 
Response to Minor Revision Point 2.  Many thanks for pointing this out and for suggesting 
further clarification and consistency in the terminology we use to indicate the Impact Log 
tool and its surrounding LEI framework within the Brain and Genomics Hub.   We have been 
through the manuscript and, from the outset, now rephrased relevant sections with tracked 
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changes, so that there is a much clearer demarcation between the Impact Log tool and data 
itself and the wider LEI framework within which it has been designed and will be 
implemented within the Hub.  We hope that this makes things much clearer for our readers. 
 
Response to Minor Revision Point 3 many thanks for highlighting this – we have adapted 
this sentence to read “The Impact Log and LEI framework also provides a replicable tool, 
with easy potential adaptability for implementation and evaluation elsewhere in medical 
research”, and hope that this answers your concerns.  

Competing Interests: No competing interests were disclosed.

Reviewer Report 16 September 2026
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© 2026 Vijayasingham L. This is an open access peer review report distributed under the terms of the Creative 
Commons Attribution License, which permits unrestricted use, distribution, and reproduction in any medium, 
provided the original work is properly cited.

Lavanya Vijayasingham   
1 HealwithZeal Global CIC, London, UK 
2 HealwithZeal Global CIC, London, UK 

Thank you for the opportunity to review this protocol. I found this an important and timely piece 
of work. The prospective Impact Log is a useful contribution to an area in which lived-experience 
engagement is increasingly expected, but where approaches to documenting its contribution, 
influence and impact remain inconsistent. 
 
I am broadly supportive of the protocol and have a few minor editorial suggestions that I think 
would strengthen its conceptual and methodological framing and extend its relevance beyond 
brain and mental health. 
 
1. Clarify the gap and link this more directly to the study objective 
I suggest sharpening the gap-to-objective pathway. Despite growing recognition of lived 
experience as expertise, there remains no widely accepted gold standard for identifying and 
evaluating meaningful lived-experience engagement, involvement and, importantly, leadership 
across global health research. This gap extends beyond brain and mental health and gives this 
work potentially much wider relevance. 
 
The authors could articulate this more directly, for example: “In the absence of an established gold 
standard for identifying and evaluating meaningful lived-experience engagement, involvement 
and leadership across global health research, this study aims to prospectively apply an Impact Log 
to understand how lived-experience expertise contributes to and influences research processes 
and outcomes.” This would make both the need for the study and its potential contribution 
immediately clearer. 
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2. Strengthen the epistemological and methodological positioning 
The protocol provides useful operational detail, but I would encourage the authors to more clearly 
describe the epistemological and methodological foundations of the work. For example, is the 
study situated within social constructionism, recognising accounts of involvement and impact as 
situated and co-constructed? Does it draw on realist evaluation, particularly an interest in 
understanding what works, for whom, in what circumstances and through what mechanisms? Or 
might it be more readily recognisable to researchers as a participatory research or longitudinal 
case-study methodology? 
 
Greater clarity about ontology, epistemology and methodology would help readers understand 
what constitutes knowledge and evidence within the Impact Log, strengthen reproducibility, and 
clarify what claims can ultimately be made about “impact”. 
Relatedly, I suggest distinguishing more clearly between experience of engagement, contribution, 
influence, change and impact. Feeling heard is important but is not necessarily evidence that a 
contribution influenced a decision or changed the research. Charting the course and influence of 
lived experience voices (and indeed whose lived experience voices) within the process from design 
to dissemination is important.   
 
3. Make reflexivity, positionality and document contribution more explicit in approach 
I particularly liked Table 1 and think the authors could make more methodological use of it. Rather 
than simply describing who is in the team, it could explicitly identify the different forms of 
expertise each team member contributes, for example, lived experience, clinical, methodological, 
disciplinary or implementation expertise, and also positionality of how their background histories 
and other aspects of identity contribute to their research or practice lens. This would strengthen 
reflexivity and positionality (again, commonly under-reported in mainstream research) by making 
visible the different knowledge assets within the team and acknowledging how these positions 
may shape what is asked, valued and interpreted. 
 
There is an interesting parallel here with the CRediT taxonomy in journal publishing, which makes 
different forms of scholarly contribution visible rather than relying on authorship position as a 
proxy. A similar principle could be valuable here: who contributed what, at which stage of the 
research process, and with what consequence? This could also provide a useful mechanism for 
tracking contributions longitudinally. 
 
4. Consider power and the ability to influence and lead; and integrate domains into a logic 
model or theory of change framework 
For me, an important opportunity is to move beyond measuring the presence or experience of 
lived-experience contributors towards understanding their power to influence research decisions 
and processes. 
 
Meaningful engagement should arguably distinguish between being invited to participate, having 
an opportunity to contribute, influencing a decision, sharing decision-making power, and having 
opportunities to initiate or lead work. 
 
This would align with emerging recommendations on meaningful engagement that move beyond 
representation towards examining whose priorities shape agendas and resources, whose 
recommendations are adopted, and whether engagement results in changes to decisions, 
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processes or systems.  
The authors might therefore consider capturing whether lived-experience recommendations were 
adopted fully, partially or not at all; whether contributors had influence over study design and 
process decisions; and whether they had opportunities to lead rather than only respond to 
researcher-defined agendas. 
 
The Impact Log could therefore consider capturing a progression such as presence → 
participation → contribution → influence → shared decision-making → leadership. Or: LE 
contribution → consideration → decision → adoption/non-adoption → change in research process 
or product → downstream consequence. Indeed, a logic model or theory of change framework can 
be developed to guide the implementation and evaluation, which will be very valuable to guide 
future adoption beyond brain and mental health. 
 
5. Negative experience, barriers and instances where lived experience did not influence 
decisions/outcomes are also important 
Importantly, I would also suggest capturing negative instances and diving deep into where lived-
experience contributions do not result in change to better understand how barriers manifest in 
real-time and across different settings. Understanding why a recommendation was not adopted, 
whether because of methodological, regulatory, resource, institutional or other constraints, may 
be as informative as documenting successful influence. It would provide insight into the 
conditions under which lived-experience expertise can and cannot influence research.  
 
Overall, I found this a thoughtful and important protocol that identifies and aims to address a 
significant gap in research, knowledge and practice. Ultimately, the most interesting contribution 
may be the opportunity to move beyond asking whether people with lived experience were 
present or felt heard, towards understanding whether, how and under what conditions their 
expertise and voice had the power to influence what was thought, decided and done. 
 
My suggestions are intended primarily to strengthen the conceptual and methodological 
architecture around the Impact Log and broaden its potential relevance across global health. 
 
References 
1. Key advocacy messages for meaningful engagement of people living with NCDs, mental health 
and neurological conditions. https://www.knowledge-action-portal.com/en/content/key-advocacy-
messages-meaningful-engagement-people-living-ncds-mental-health-and.  
2. PLOS Global Public Health, charting a new path towards equity, diversity and inclusion in global 
health. https://journals.plos.org/globalpublichealth/article?id.  
 
Is the rationale for, and objectives of, the study clearly described?
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Is the study design appropriate for the research question?
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Yes

Competing Interests: No competing interests were disclosed.

Reviewer Expertise: Global health, lived experience qualitative research, gender, chronic illness, 
meaningful engagement, research reflexivity

I confirm that I have read this submission and believe that I have an appropriate level of 
expertise to confirm that it is of an acceptable scientific standard.

Author Response 30 Sep 2026
Tania Gergel 

Overall response: Many thanks for your support for our research and for your extremely 
helpful suggestions. We have responded to your comments individually below and all 
changes have been incorporated into the revised manuscript as tracked changes. 
 
Response to Point 1: Many thanks for this valuable suggestion about giving clearer 
indication about a) the motivations; b) wider relevance beyond the mental health context.  
We have added an adapted version of your suggested sentence to the penultimate 
paragraph of Section 1, and have also added the phrase “, both within mental health and 
other areas of research,” in Para 4 of 3.1 Strengths and Limitations. 
 
Response to Point 2:  Many thanks for asking for further clarification re epistemological 
stance. We had cut any complex epistemological reflections in the initial draft due to both 
time and concerns about too much complexity. Also, we were careful not to align ourselves 
with one particular epistemological/methodological approach, as we draw on multiple 
approaches and want to remain adaptable. However, we recognise that a more explicit 
statement about some of the ideas we incorporate would be a useful addition.  We have 
therefore added the following sentence in the Aims section of 2.1 Methods/Design and 
hope it gives a succinct but helpful summary of the approach we have taken: “The Impact 
Log draws on principles from participatory research and realist evaluation, alongside a 
broadly constructionist understanding of LE expertise. Participatory traditions inform our 
recognition of experiential, interpersonal and relational dimensions of impact. Realist 
principles guide our distinction between contribution, influence, change and impact, 
recognising that LEI may activate mechanisms that shape research processes and 
outcomes. This blended positioning clarifies what constitutes evidence within the Impact 
Log while maintaining flexibility and adaptability in how the tool is applied.” Also, to further 
clarify and highlight our intentions to monitor whether and how suggestions arising from 
LEI are being implemented, so that we have evidence of impact on design, delivery, systems 
etc., we have added an additional sentence explaining some of this in the Data Analysis 
Section of 2.1 Methods/Design “It will be considered both in itself and in relation to records 
of LEI activities, suggested modifications and evidence of whether and how these 
modifications were adopted, including factors relating to non-adoption, as well as 
examining and documenting further downstream consequences.”. 
 
Response to Point 3:  Many thanks for your enthusiasm about the inclusion of Table 1, 
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which identifies relevant LE / other experiences of individual research team members. We 
were not able to make tracked changes on the manuscript section pertaining to this Table, 
as it is not included in the main manuscript, but inserted separately by the editorial team at 
Wellcome Open.  However, to make these points more explicit, and apparent/easy to find 
we will be requesting the following changes to the introductory ‘Public and patient / lived 
experience involvement’ section, indicated in track changes in the para below.   Public 
and patient / lived experience involvement Initial development of the Impact Log and LEI 
framework was by LE researchers and the further development and adaptations described 
below have been LE-led and co-produced by researchers with LE of bipolar and psychosis. 
The manuscript preparation has been LE-led and co-produced. This co-production strategy 
integrates researchers with and without direct LE within an equitable research environment 
recognising all forms of expertise. We therefore hope to provide an example demonstrating 
the potential of fully co-produced research, led by researchers with LE, despite the health 
challenges that we face. To highlight the level of LEI, we have added “Table 1[TG1] : Author 
disclosed information on mental health LE and professional experience”, which shows 
specific direct and indirect LE, alongside other relevant personal and professional 
experience for each author. Details of individual contributions from each author can be 
found under the Author tab for this article, demonstrating more specifically and extensively 
how extensively LE expertise and leadership has been embedded throughout this project. 
Full Further full descriptions of LE involvement in this work can be found throughout this 
paper and, in fuller detail, in the author contributions and details sections and in the GRIPP2 
form in Section 4 of the Extended Materials. . For a table showing LE and other relevant 
experience and expertise amongst the authorial team please see “Table 1: Author disclosed 
information on mental health LE and professional experience”. This article is framed within 
the conventional language and structures of medical research, in order to present a 
thorough and rigorous explanation of this protocol. We do recognise that this could present 
a barrier to adaptation of the tools presented below by people with LE who do not have 
research backgrounds. However, as detailed below, we will be working to provide accessible 
versions of this work for dissemination amongst non-specialist audiences. The Impact Log 
itself has been designed to maximize accessibility for users. 
 [TG1] We will ask Wellcome Open to hyperlink to Table 1 from this section. 
 
Response to Point 4: Thanks for suggesting that we outline more explicitly how we will 
capture impact on design/delivery, systems and leadership.  As detailed in our response to 
your Point 2 above, we have included an additional sentence explaining some of this in the 
Data Analysis Section of 2.1 Methods/Design “It will be considered both in itself and in 
relation to records of LEI activities, suggested modifications and evidence of whether and 
how these modifications were adopted, including factors relating to non-adoption, as well 
as examining and documenting further downstream consequences.”. We hope that this 
clarifies our intention to record and evaluate these impacts and how this will be carried out.  
We have not explicitly identified a Theory of Change framework at this point, as we were 
keen to minimise the use of too much technical terminology and were concerned about 
adding frameworks without extensive explanation.  However, we will be considering the 
Impact Log through a broad Theory of Change framework. 
 
Response to Point 5:  Many thanks for raising this important point. It is certainly our 
intention to examine negative instances, non-adoption, and barriers – but it seems that we 
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have not made this sufficiently explicit within the Version 1 manuscript.  We hope that the 
sentence added to the Data Analysis section detailed in our responses to Points 2 and 4 
above now covers this point, and we will certainly make sure these considerations are 
prioritised within the research. 
 

Competing Interests: No competing interests were disclosed.
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