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Patients and members of the public will be able to more easily take part
in impactful research thanks to a new tool developed by the University
of Birmingham's work on long COVID.

These resources are detailed in a paper published today in Nature
Medicine from researchers working within the University of
Birmingham's Institute of Applied Health Research, the NIHR
Birmingham Biomedical Research Centre (BRC) and NIHR Applied
Research Collaboration West Midlands, reporting the evaluation of
patient and public involvement and engagement (PPIE) for the Therapies
for long COVID in non-hospitalized individuals (TLC) Study.

Researchers can use the new tool to guide in the planning,
implementation and evaluation of projects that work with patient and
public groups. The tool draws on best practice and enables researchers to
follow checklists to ensure that all aspects of PPIE work are
incorporated into research design.

As the long-term effects of long COVID are yet to be fully understood,
involving individuals with lived experiences of the condition was key to
the success of the study.

The paper covers the impacts and outcomes of PPIE throughout all
stages of research, reflecting on areas of success and
improvement—from the development of the grant application and study
set up, to study design, the co-creation of data gathering tools and
interventions, and the dissemination of the findings.

Researchers faced especially tight time and resource constraints, as the
TLC study was conducted in the context of urgent population-level
medical need and its outcomes would inform national policy. However,
by adopting a flexible approach with public contributors and providing
different opportunities and modalities to get involved, the group
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succeeded in maximizing patient involvement within the constraints of
the study timeline.

As a legacy of this work, the TLC Study Group created two checklists
with key and desirable considerations for PPI to be used in all studies.
These are based on items that were deemed the most important by
patient partners and researchers involved in the project, and cover all
stages and aspects of research.

The full list of domains on the checklists comprises: development of
grant proposal, project set-up, study design, undertaking research,
dissemination of study findings and engagement, practical
considerations, membership of PPIE group, and evaluation of PPIE. By
using this tool, other medical researchers will now be able to better plan,
implement, and evaluate PPIE for future studies.

Professor Melanie Calvert, Director of the University of Birmingham's
Centre for Patient-Reported Outcomes Research (CPROR), co-lead of
the BRC Patient Reported Outcomes research theme and co-PI for the
TLC study, said, "Patient partners play a central role in our research
team, helping us understand what matters to them and ways to make our
research more inclusive and accessible. Building relationships is key, but
it takes time and there is a lot to consider to ensure meaningful
engagement."

"Together with our patient partners, we have summarized key
considerations for patient and public involvement in health research.
Although we provide checklists, this should not be a tick box
exercise—our work aims to support a considered approach to working in
partnership with patients and the public to influence and shape research,
that can in turn inform care and improve health outcomes."

Dr. Lee Aiyegbusi, Associate Professor at the University of
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Birmingham's CPROR, co-lead of the BRC Patient Reported Outcomes
research theme, and PPI lead of the TLC study, commented, "The active
involvement and engagement of patient partners has had tangible and
substantial impacts on the TLC study. We hope that other researchers
can draw on our experience and use the checklists which we have
developed and reported in this article to facilitate patient and public
involvement and engagement in future health research."

Patient partner Flic Jeyes said, "Research is fantastic in moving the
world forward and providing us with evidence to prepare us all for
tomorrow. Including PPI in research ensures that studies focus on real
life needs, as lived and breathed by real people, and have a tangible
impact for the communities we live in."

"Working with the University of Birmingham as a PPI partner to the
TLC study I have felt empowered to contribute, while being encouraged
to respect my own needs and limitations as someone living with long
COVID. I have been able to grow in confidence, offer suggestions that
influenced the direction of the study, and learnt to balance that with a
long-term health condition."

  More information: Aiyegbusi, O.L. et al. Considerations for patient
and public involvement and engagement in health research. Nature
Medicine (2023). DOI: 10.1038/s41591-023-02445-x. 
www.nature.com/articles/s41591-023-02445-x
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