Supplementary materials 3 - A summary of PPI meetings to discuss PPI advisers’ views of PPI impact 

The PPI lead facilitated two online meetings to discuss PPI impact in the study with RELAX PPI advisers (26th September and 1st October 2025). One meeting was held in the evening and the other at lunchtime to enable as many people to attend as possible. Altogether 11 PPI advisers came to one or other meeting, and one attended both. First there were introductions and informal updates about people’s work and children. Then there was an introduction to the meaning of ‘impact’ as used in the study’s PPI reflections survey, i.e., ‘an effect or influence on the quality, relevance, or ethical considerations in the research’ and potential impacts, or benefits, for you as PPI advisers. The suggested impact points listed in the GRIPP2 form (see Supplementary materials 1), that the PPI lead had drafted and circulated in advance of the meeting, were discussed. These are separated into impacts for the research, for PPI advisers, for the researchers and for the independent PPI lead. Generally, there was a sense that the table included most of the important points to capture. The groups mainly discussed their own experiences and impact for them, and impact for the research. 
There was a good deal of talk about motivation to become involved in PPI for the RELAX study and to maintain interest and commitment. People emphasised having felt welcomed, valued, and having had space to debrief their experiences. One said, ‘we created psychological safety in the group’. There was agreement that meeting digitally had made it easier and more accessible for people from across the UK to work together. One PPI adviser said of their involvement, ‘It was the light in the dark’ during a challenging period for her family, and another, a Black adviser, ‘It’s opened new doors for me … and I can tell people within my community “You won’t be taken advantage of”’. 
It was also appreciated that the RELAX team ‘created a paid opportunity for us all to meet together at the end of the study period’.  Others mentioned appreciating meetings never being held during school holidays or at school collection times. The informal 30-min debrief time and space after advisory group meetings was flagged as positive, and someone responded, ‘Yes I agree, I think it is really important to have had that debrief time and space available’.
Omar recounted her involvement from the start. She appreciated that Colette, the principal investigator (PI), had attended the local MNVP where she had introduced ideas for the study to maternity service users and healthcare professionals and asked ‘What might be the best way to do it?’. She also valued, at the start of the project, the research assistant had come out to community events organised by Breastfeeding Network and invested in relationships with local women. She shared how the Instagram Live event she had hosted, at which the PI spoke about the study during the recruitment period, had been viewed over 700 times. In contrast, a PPI adviser who had been recruited once the study was funded, felt that recruitment of the PPI advisory group had been too late in the process, as the full PPIE-AG missed out on shaping the study methodology at the outset. 
Another person, recruited from the original MNVP, said ‘We’ve had the opportunity to have a voice in so many different elements and determine the direction in so many different ways.’ She emphasised how the marketing collateral provided for PPI advisers (pens, mugs, posters, fliers) to promote the study to support recruitment had been helpful, and ‘excellent conversation starters’.
Many people felt joint ownership of the project. Two people recounted informal face-to-face conversations with the PI, for one at a local supermarket. These personal updates were shared with other PPI advisers. The sense of community and RELAX having become a collective enterprise seemed real. The comment above ‘we created psychological safety…’ suggests collective responsibility for running the group setting the tone for interactions. The PPI lead was also thanked for her role: ‘I’ve been very grateful to have had you there Mary both in professional and personal ways. You have been the best support in this and encouraged me to try something new and delve deeper into more opportunities.’ Another PPI adviser shared the struggles and rewards of jointly preparing a talk and co-presenting it at an international conference about PPI in RELAX (International Labour and Birth Research Conference, 2025).
Although individual PPI advisers would have liked the RELAX training to be accessible by smartphone, to have been more actively promoted in one of the participating maternity services, available to non-English speakers and offered earlier in pregnancy or before a planned conception, there was an understanding by the end of the project that an RCT testing a concept was more likely to give a clear result if conditions were fairly uniform, and thus to have the greatest chance of successfully changing service provision in due course. They understood that this was a necessary stage and hoped that the training could be offered more widely through the NHS as soon as possible, emphasising that, unlike a drug treatment, the chances of negative effects were remote. Summing up one person said, ‘RELAX has been my gold standard research study. I tell all research studies about it and how they conducted their research.’
In direct discussion, few criticisms were raised. One disappointment was that the possibility of developing peer researcher roles came to nothing, after exploration. ‘The only 'negative' for me is that there were times where it was talked about that we might be able to have more involvement, more roles and more paid hours but then they got scaled back or changed which was a shame. … I know I did get the additional coding work, so I felt lucky for that’.
Separately, Abigail Mensah shared reflections in writing about EDI and RELAX by email (November 20, 2025), reproduced below. Her thoughts and reflections are also published in the PPI Report published by ARC South London. https://arc-sl.nihr.ac.uk/sites/default/files/uploads/files/RELAX-study-report-Final.pdf 
‘Equity, Diversity and Inclusion in RELAX: What Worked and What Others Can Learn’  Abigale Mensah
Equity, diversity and inclusion shaped every stage of the RELAX project. Our public adviser group was multi ethnic, with many women bringing direct lived experience of perinatal anxiety. This mix created a richer understanding of how culture, identity and personal history can influence the way anxiety is felt, interpreted and described. It also helped us design language, examples and study materials that were culturally appropriate and sensitive to different forms of expression. Advisers challenged assumptions, flagged unseen barriers and helped us check that our ideas felt respectful and accessible for a wide range of women.
We found that EDI only works when it is explicit. Early conversations about values, expectations and personal comfort levels encouraged trust and made it easier for advisers to speak freely. Trauma informed practice mattered too, especially because some participants carried difficult memories linked to pregnancy or early parenthood. Small decisions, such as letting people keep their cameras off or offering content warnings, helped create a safer space.
For other researchers, a few lessons stand out. Plan for diversity from the start and budget for it. Share responsibility for learning about cultural competence, rather than placing the burden on advisers from minority backgrounds. Invite feedback often and be ready to adjust plans quickly. When EDI becomes part of the working culture rather than a separate task, it strengthens the research and the relationships behind it.’
In a separate email on 24th November Abigail went on to say the following.
‘During the RELAX study, cultural competency was present among PPI members, but I believe there was room for further development. In future projects, taking more time to learn about one another’s cultural backgrounds—such as understanding preferred pronunciations, communication styles, and avoiding cultural appropriation—would strengthen collaboration. For example, a dedicated CPD session could have helped both participants and researchers build shared cultural awareness and confidence. Although there were moments of uncertainty linked to cultural differences, I did not experience any frustrations or suspicions that affected the work. Importantly, there were no issues of power or power imbalance; the environment felt respectful, supportive, and genuinely inclusive.’


