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Introduction

Meaningful engagement of individuals with lived experiences in mental health research and
policy development has emerged as a transformative approach to designing relevant, impactful, and
ethical interventions (WHO, 2023). The 2024 Lived Experience Symposium on Meaningful Engagement,
organised by the University of Edinburgh, the PROMISE Project, and the Pan African Network of Persons
with Psychosocial Disabilities (PANPPD), brought together stakeholders from around the globe to explore
frameworks, methodologies, and the value of collaborating with people with lived experience in research,
particularly in Africa. This online symposium delved deeply into how lived experience can shape mental
health research, advocacy, and practice.

The importance of lived experience in research stems from a recognition that those who live with
mental health challenges possess unique insights that can enhance the effectiveness of mental health services
and policies. Previous research has often excluded individuals directly affected by mental health conditions,

relegating their role to that of passive subjects or ‘data points’ (Emerald, 2021). This symposium aimed to
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challenge that paradigm, focusing on integrating lived experience as a fundamental component in co-producing

knowledge and implementing effective mental health interventions.
The Scope of Meaningful Engagement

Meaningful engagement transcends mere consultation or tokenism, which has been prevalent in many
mental health initiatives. Authentic engagement implies active participation where individuals with lived
experience collaborate from idea generation to research development, implementation, and evaluation. This
inclusive approach ensures that their contributions shape the outcomes, making interventions more relevant,
ethical, and impactful (WHO, 2023).

The symposium aimed to advance the integration of lived experiences in mental health research by
exploring meaningful engagement practices that move beyond tokenistic participation. It sought to highlight
the transformative impact of co-production with individuals who have lived experience, particularly within
low-resource settings, to enhance the relevance, inclusivity, and ethical rigor of mental health interventions
globally.

Speakers at the symposium addressed critical components of meaningful engagement, including co-
production, ethical research practices, barriers to inclusion, and the cultural and social dynamics affecting
lived experience involvement in low-resource settings like Malawi, Ethiopia, and Zimbabwe. They also shared
insights from diverse global experiences, especially within the context of mental health research practices in
the Global South.

Key Presentations
Kate Martin: Co-production and Lived Experience as Expertise

Kate Martin, Head of Lived Experience at Wellcome Trust's Mental Health Program, underscored the
importance of lived experience as a form of expertise. In her presentation, she highlighted the transformative
impact of involving individuals with mental health challenges in research, emphasising that their perspectives
are crucial in the development of more effective interventions for conditions such as anxiety, depression, and
psychosis.

Martin's reflections offered a profound insight into how co-production can shift from a tokenistic
approach to a truly collaborative model. Drawing on her work with Wellcome’s global lived experience team,
she articulated the following key points:

1. Defining Lived Experience: Lived experience represents a form of expertise gained through direct
experiences with mental health challenges. This knowledge is invaluable, providing a personal and emotional

understanding of mental health conditions that professional training cannot replicate.
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2. Self-Identification and Inclusivity: Individuals are encouraged to self-identify their experiences

without formal diagnoses. This inclusive approach opens the door to a broader range of perspectives, recognising
that lived experience is multifaceted and subjective.

3. Collaboration and Co-Production: Meaningful engagement requires individuals with lived
experience to be involved throughout the research process, from conceptualisation to implementation. This
ensures that research is done with individuals rather than on them.

4. Global Lived Experience Team: Wellcome's lived experience team, composed of individuals from
various countries, including South Africa, Rwanda, Indonesia, and the UK, ensures that mental health research
is globally relevant and culturally sensitive. Their input is integrated into Wellcome’s mental health initiatives,
from program design to funding decisions.

5. Embedding Lived Experience into Decision-Making: By placing lived experience at the heart of
decision-making processes, Wellcome ensures that research is scientifically rigorous and socially and culturally
relevant to the people it is meant to help.

Kate's presentation emphasised that lived experience should not be confined to storytelling but should
be seen as expert knowledge that informs research and advocacy. She stressed the importance of recognising
lived experience contributors as equal partners in the research process, a sentiment echoed by many speakers
throughout the symposium.

Lucinda Manda Taylor (mandal@kuhes.ac.mw): Ethical Considerations in Engaging Lived Experience in
Low-Resource Settings

Lucinda Manda Taylor, an Associate Professor at Kamuzu University of Health Sciences in Malawi,
focused her presentation on the ethical implications of engaging individuals with lived experience in mental
health research, particularly in low-resource settings. Lucinda, a co-principal investigator and local lead
investigator in a Wellcome Trust-funded project, Psychosis Recovery by Improving Services and Engagement
(PROMISE), emphasised that ethical engagement must go beyond procedural compliance to truly respect and
empower individuals with lived experience.

Key themes from Lucinda’s presentation included:

1. The PROMISE Project: A multi-phase initiative in Malawi designed to improve early intervention
for psychosis by equipping community health workers with tools to detect early symptoms and refer individuals
to appropriate care.

2. Ethical Engagement: The ethical involvement of individuals with lived experience requires respect,

cultural sensitivity, and inclusivity. Lucinda emphasised that co-production in mental health research must
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ensure that individuals feel empowered and valued, not objectified or tokenised.

3. Cultural Sensitivity: Involving individuals from diverse cultural backgrounds, especially in African
contexts, requires an understanding of local customs, beliefs, and practices surrounding mental health.
Lucinda’s work has demonstrated the importance of engaging with community leaders and using culturally
relevant methods such as Photovoice to capture lived experiences.

4. Challenges and Gender Inclusivity: Lucinda identified challenges in achieving gender balance in
research participation, noting that cultural norms often inhibit women from participating fully. However,
gender inclusivity is essential to capture the breadth of lived experience, as men and women usually experience
mental health conditions differently.

5. Ethical Research Practices: Confidentiality, informed consent, and privacy are critical to ethical
engagement. Lucinda advocated for an approach that respects participants’ autonomy and protects their dignity
throughout the research process.

Lucinda’s reflections on the PROMISE Project offer valuable insights into how ethical co-production
can lead to more inclusive and impactful mental health interventions, particularly in low-resource settings
where the voices of marginalised populations are often overlooked.

Charlotte Hanlon (chanlon@ed.ac.uk): Challenges in Including Lived Experience in Low-Resource
Settings

Charlotte Hanlon, a prominent researcher in mental health from Ethiopia, presented the evolving role
of individuals with lived experiences in research and policy development in Ethiopia. Charlotte, with over 15
years of experience in collaborative mental health research in Ethiopia, shared insights from her involvement
in the EMERALD: Emerging mental health systems in low- and middle-income countries and Strengthening
Care Opportunities through Partnership in Ethiopia (SCOPE) projects, which aim to improve mental health
services in underserved areas.

Charlotte’s key learning points included:

1. Evolution of Participation: Over the years, the role of individuals with lived experience in mental
health research has evolved from passive subjects to active co-investigators. This shift has required deliberate
efforts to engage them meaningfully, particularly in rural Ethiopia, where access to mental health services is
limited.

2. Barriers to Participation: Poverty, stigma, low literacy levels, and lack of access to mental health
care remain significant barriers to participation for individuals in rural Ethiopia. Charlotte emphasised that

addressing these barriers is critical to fostering meaningful engagement.
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3. Participatory Action Research: Involving individuals with lived experience in participatory action

research has been instrumental in overcoming some of these barriers. For example, the nominal group
technique allowed participants to voice their opinions and prioritise their needs in a way that circumvented
traditional hierarchies.

4. Empowerment through Capacity Building: Charlotte highlighted the importance of providing
information on mental health conditions, human rights, and care expectations to empower individuals with
lived experience. This approach enhances their participation in research and helps combat self-stigma.

5. Innovative Methods: Charlotte shared her experience using the Photovoice methodology, which
allowed participants to use photography to document their recovery journeys. This method proved a powerful
tool for mobilising individuals and creating a sense of ownership over the research process.

6. Unexpected Positive Outcomes: Charlotte noted that participatory processes often lead to
unintended yet positive outcomes, such as forming grassroots mental health associations by individuals with
lived experience who become advocates for themselves and their communities.

Charlotte’s presentation underscored the importance of intentional and resource-intensive efforts to
ensure meaningful engagement of individuals with lived experience in mental health research. While challenges
remain, her work in Ethiopia offers a model for fostering inclusion in low-resource settings.

Eleni Misganaw (eleni4mentalhealth@gmail.com): Empowering Individuals with Lived Experience in
Global Mental Health Research

Eleni Misganaw, a researcher and advocate from Ethiopia, discussed the importance of early and
sustained involvement of individuals with lived experience in global mental health research. Eleni emphasised
that genuine engagement requires more than just participation in isolated aspects of research—it demands
active involvement from the earliest stages of project development.

Critical points from Eleni’s presentation included:

1. Early Engagement: Eleni stressed that involving individuals with lived experience from the
brainstorming stage of research ensures that their perspectives shape research questions, methodologies, and
interventions. This approach avoids tokenism and ensures that lived experience informs every aspect of the
research process.

2. Diverse Stakeholders: Eleni called for the inclusion of a wide range of stakeholders with lived
experience, including caregivers and family members, as they often provide crucial support for individuals

living with mental health conditions.
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3. Capacity Building: Building the capacity of individuals with lived experience to engage in research

is critical. Eleni highlighted the importance of training programs that equip individuals with research skills,
allowing them to contribute meaningfully as co-researchers.

4. Sustained Involvement: Eleni noted that sustained involvement is necessary to ensure that individuals
with lived experience remain engaged throughout the research process. She pointed to research projects that
successfully maintained engagement through regular meetings, feedback loops, and collaborative decision-
making structures.

5. Global Collaboration: Eleni encouraged greater collaboration between researchers and individuals
with lived experience across borders. She noted that shared experiences of marginalisation and stigma unite
individuals globally, providing opportunities for cross-cultural learning and solidarity.

Eleni’s presentation highlighted the importance of embedding lived experience in every stage of the
research process, from conceptualisation to dissemination. Her call for early and sustained involvement
resonated with the audience and reinforced the need for a long-term commitment to meaningful engagement.

Discussion

The symposiums discussions emphasised that meaningful engagement with lived experience is
an ethical imperative and a practical necessity for designing effective mental health interventions. Several
takeaway messages emerged:

1. People with Lived Experience are Experts: All the speakers emphasised that the lived experience
of people with mental health challenges is a crucial form of expertise. This knowledge adds emotional depth
and personal insight that complement professional or clinical perspectives, making research and interventions
more relevant and impactful.

2. Meaningful and Inclusive Engagement: Co-production and participatory approaches are essential
to ensure that research is conducted with individuals rather than on them. This includes engaging individuals
from the earliest stages of research and maintaining their involvement throughout. Inclusive practices encourage
self-identification of experiences without requiring formal diagnoses, ensuring that diverse voices are heard.

3. Overcoming Barriers to Participation: Presenters highlighted several barriers to engagement,
including stigma, poverty, gender inequality, and limited access to mental health services. These challenges are
particularly prevalent in low-resource settings such as Malawi and Ethiopia. Addressing these barriers requires

cultural sensitivity, gender inclusivity, and intentional capacity-building efforts.
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4. Empowerment through Capacity Building and Collaboration: Capacity-building efforts that

provide individuals with mental health conditions the tools to participate as co-researchers empower them to
take ownership of their roles. Collaboration across local, national, and global networks fosters solidarity and
learning, enabling lived experience advocates to influence research and policy development effectively.

5. Ethical and Sustainable Involvement in Research: Ethical engagement goes beyond procedural
compliance, requiring respect, privacy, and confidentiality throughout the research process. Sustained
involvement—through feedback loops, ongoing meetings, and collaborative decision-making structures—
ensures that the contributions of individuals with lived experience are valued over time.

In sum, each speaker’s message emphasised the importance oflived experience, meaningful engagement,
empowerment, overcoming barriers, and ethical involvement. They reflected the shared vision of co-production
and highlighted the need for inclusive, collaborative mental health research.

Conclusion

The 2024 Lived Experience Symposium on Meaningful Engagement highlighted the transformative
potential of involving individuals with lived experience in mental health research. The symposium’s
presentations and discussions underscored the importance of co-production, ethical engagement, and cultural
sensitivity in fostering meaningful participation. As mental health research continues to evolve, the inclusion
of lived experience as a form of expertise will be critical to developing interventions that are relevant, effective,
and respectful of the dignity and autonomy of individuals facing mental health challenges.

Moving forward, researchers must commit to embedding lived experience in every stage of the
research process, from conceptualisation to implementation. This commitment will ensure that mental health
interventions are designed with, not for, individuals with lived experience, ultimately leading to more inclusive,
impactful, and sustainable solutions to the global mental health crisis.
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