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Introduction

The UK National Standards of Public Involvement are used as a framework for the ARC EoE Public,
Community, Involvement, Engagement and Participation (PCIEP) Strategy and includes ‘impact’. We
define ‘impact’ as “the changes, benefits and learning, gained from the insights and experiences of
patients, carers and the public when working in partnership with researchers and others involved in
NIHR initiative's” (NIHR Patient and Public Involvement Impact Working Group, 2019). Through this, we
seek improvement by identifying and sharing the difference that public involvement makes to
research.

The ARC EoE PCIEP Impact Case Studies are used to evaluate the impact of PCIEP on ARC EoE
research and to highlight the changes, benefits and learning gained from partnership working and
public involvement in ARC EoE.

Public contributors have been invited to co-produce the case studies and the perspectives of public
contributors are included in the case study.



Public Involvement Impact Case Study:

Young People’s Preferences for Using

Linked Data to Address Youth Mental
Health Questions

| What problem is this research addressing?

Around 20% of the UK population is under the age of 18, yet research and services for children are
often developed without input from them. As a result, there is limited understanding of their
priorities, including in areas such as mental health.

The aim of our public involvement exercise was to identify topics that young people believe should
be the focus of future mental health research. We aimed to identify variables to focus on when
using linked data and also to understand how to best share and present research findings so they are
clear, understandable, and accessible to young people.

The intended benefit of this PPI activity is to improve the relevance of research and ensure that it is
responsive to current lived experiences. We hope that this will improve the effectiveness of
subsequent healthcare interventions and strategies.

| How were the public involved in this research?

This PPI activity took place at the beginning of the research cycle to inform the development of
research questions and data analysis plans.

We engaged with 26 young people aged 11 to 18 across four one-hour group discussions focused
on mental health and research priorities. Each session began with discussing what research is, the
role of public involvement and how linked datasets can be used to explore mental health questions.
We used two virtual whiteboards to guide conversations, presenting a mind map of mental health
topics and asking for suggestions on any missing areas that the group felt were important. A second
mind map explored how research findings could be presented in ways that are clear and accessible
to young audiences. The McPin Foundation, a charity committed to involving the public in mental
health research, played a key role in connecting us with participants.



https://mcpin.org/

I What were the outcomes of public involvement in this project?

Before the PPI sessions began, the research team identified 10 topics that are important to young
people’s mental health, based on discussion of our recent research projects and respective expertise.
These were intended to spark discussion rather than be a comprehensive list, and included age,
gender, school, employment, COVID, substances, sources of help, criminal justice involvement,
specific mental health disorders and financial stress.

As a result of the PPI sessions, young people advocated for the investigation of 7 additional topics.
These included home and family life, social media, social life, the definition of mental health, current
events, peer pressure and culture. Young people highlighted that it was important for adults to
effectively communicate the difference between general wellbeing and diagnosable mental health
conditions. They identified a range of interpersonal stressors, including the impact of peer pressure
during adolescence and the complexities of offline friendships. These were discussed alongside
broader influences such as family circumstances, cultural background, and the ongoing effects of
national and global events. While there was strong interest in the impact of digital environments and
the positive and negative influences of social media, participants placed greater emphasis on the
need for research to focus on improving real-life communities and physical spaces. They also
identified potential causal pathways and relationships between these different factors, such as how
social media can exacerbate financial stress and how the effects of COVID may depend on a young
person’s age during the lockdowns.

We also received feedback on how best to share research findings. Young people emphasised that
reports of research findings should be tailored to their intended audience, highlighting the
importance of using multiple formats to meet diverse needs and learning preferences. They valued
concise written summaries and visually engaging graphs and infographics, as well as podcasts and
videos presented in accessible language. Participants also stressed the importance of considering
learning difficulties to ensure accessibility.

I How did public involvement influence the project overall?

We intend to use the insights gathered from this engagement activity to inform and shape future
mental health research projects, as it has helped to identify which areas should be prioritised. We
also plan to develop a short guide focused on communicating quantitative research findings in ways
that are clear, engaging, and accessible to young people.

| What was the feedback from public contributors involved in this project?

"[took partinthis project because mental healthis something | think more people
needto talk about, especially for young men. It was good to share our experiences
and know that we’re not alone in how we feel."

"What | learned from the experience is that mental health affects everyone in
different ways, and it’simportant to be open about it. | found it challenging to talk at
first, but once | started, | realized it felt good to be heard."



I What are the reflections and learning from public involvement in this
research?

What went well:

We found that McPin was incredibly helpful for recruiting young people to take part in a public
involvement activity with us. They advertised the project on their website and social media and we
had really quick responses from people with an interest in mental health.

Key challenges:

We conducted three out of four PPI groups online and a key challenge was being able to build
rapport with participants and ensure they felt comfortable to discuss mental health with an
unfamiliar group and research team. We asked all participants to fill in a brief screening
qguestionnaire about why they were interested in the project, if they had taken part in research
before and if there was any support they would like from the research team to improve their
experience. We also had informal 1:1 calls with all participants before the group session, to get to
know one another and let participants know what to expect.

What would we do differently?

If we did this project again, we could have spent more time exploring all functions available on the
virtual whiteboard and tested these across different devices, such as phones and Ipads. We found
that some functions were not easily accessible for participants joining on a phone.

What can we learn from this experience

Overall, we found that inviting young people to an interactive, open-ended discussion about
research priorities was a valuable and effective way to include their perspective from the beginning
of this research project. Those who took part had a range of lived experiences and were highly
motivated to engage with research as a route to improving services for young people. They added a
significant number of priorities to those generated by the research team, showing that collaborative
processes can be used to challenge assumptions, expand on existing ideas, and recognise priority
areas.
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For more information, visit the project webpage

Visit our website: arc-eoe.ninhr.ac.uk

Contact: ARCoffice@cpft.nhs.uk



https://arc-eoe.nihr.ac.uk/research-implementation/research-themes/measurement-health-and-social-care-mental-health-over-4
https://arc-eoe.nihr.ac.uk/
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