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[bookmark: _Toc216794522]Report Summary
This report explores barriers and facilitators to engaging women from underserved communities—particularly ethnic minority and marginalised groups—in Patient and Public Involvement (PPI) within maternal health research. The aim is to inform inclusive strategies for future research and training, particularly within the MIHERC project.
[bookmark: _Toc216794523]Key Findings
· Global Theme: Not feeling valued or understood is the primary barrier to engagement.
· Organising Themes:
· Representation: Tokenism, lack of diversity, accessibility challenges.
· Researcher Role: Cultural competence, facilitation skills, and creating psychologically safe spaces.
· Participant Experience: Negative past experiences with health services and perceptions of academia as intimidating. 
· Partnerships: Desire for involvement from project inception, transparency, and co-authorship.
[bookmark: _Toc216794524]Insights
· PPI involvement should be from project inception to avoid being tokenistic.
· Recruitment should use community networks, culturally sensitive approaches, and clear communication.
· Accessibility requires flexible formats, plain language, and trauma-informed practices.
· Building trust and relationships is critical; researchers must acknowledge positionality and power imbalances.
[bookmark: _Toc216794525]Recommendations
· Involve communities from project design stage; co-create research priorities.
· Ensure diverse research teams and partnerships with trusted community organisations.
· Provide training for researchers in cultural awareness, unconscious bias, and emotional safety.
· Maintain feedback loops and offer fair payment and recognition.
· Create safe, inclusive spaces for participation and avoid coercion.
[bookmark: _Toc216794526]Key Learning
Inclusive PPI should be messy (flexible), human (relationship-focused), and honest (transparent). These principles improve engagement and outcomes for all, not just underserved groups.


Themes arising from Patient and Public Involvement with people from underserved communities: Summer 2025 – “Messy, Human and Honest”
[bookmark: _Toc1667008235][bookmark: _Toc216794527]Introduction
This report draws together the information gathered during an NIHR undergraduate internship in relation to inequalities in maternal health research. The internship is situated within the Centre for Midwifery and Women’s Health (CMWH) and the Centre for Seldom Heard Voices at Bournemouth University, key partners in the Maternal and Infant Health Equity Research Centre (MIHERC). This investigation explores what the challenges are for individual circumstances, and what might better support women in unique circumstances to engage with Patient and Public Involvement (PPI) and research to ensure research is informed by a diverse range of voices and  improves future outcomes for all.
[bookmark: _Toc144730422][bookmark: _Toc919149077][bookmark: _Toc216794528]Terminology
The project team acknowledges that there is a great deal of conversation and controversy around the language which professionals use to describe those who are from ethnic minority backgrounds. We used the terms ethnic minority[footnoteRef:1] to refer to racial and/or ethnic groups that are in the minority in the UK population. We used the term under-served groups because it is not just people who come from different ethnic backgrounds that have challenges accessing services as this also impacts those with disabilities and those who are neurodivergent.   [1:  Currently used by government documentation: https://www.ethnicity-facts-figures.service.gov.uk/style-guide/writing-about-ethnicity/
] 

[bookmark: _Toc770658649][bookmark: _Toc216794529]Background 
[bookmark: _Toc216794530][bookmark: _Hlk146102733]What is Public Patient Involvement (PPI)
PPI brings diverse groups of people with lived experience and professional expertise together to gain a better understanding of any barriers or challenges people are facing in a particular situation as well as ensuring research is being conducted to meet the needs of the public (NHS 2022). Medical Research Charities Group (2018 pg. 4) highlights that PPI happens “when individuals meaningfully and actively collaborate” in various points of a research project and share their knowledge to others (Hall et al. 2025). Furthermore, PPI can add value to research, contribute to the community and, acts “as a catalyst ... to tackle challenges” (Smith et al. 2024 pg. 44). Mah et al. (2025) states that it has a role to play as it allows public contributors to feel valued and gain new skills and researchers to feel reassured that their work is meaningful and not a waste of time. However, Boylan et al. (2019) suggest that researchers’ attitudes towards PPI are mostly negative due to its complex nature, academics’ disregard for its credibility, and the emotional labour that researchers experience when facilitating PPI. However, in recent years the NIHR and others have done a lot of work to change attitudes for example on having clear guidance on payment for involving people in research (NIHR, 2025). 
It must be noted that PPI is done ‘with’ not ‘to’ members of the involvement team meaning that people with experience, share their knowledge which contributes to the development of future research (NHS – Health Research Authority ca. 2025). Dews et al. (2023) suggest that meaningful PPI takes place when people can not only contribute but also make an impact on the research being conducted. They also concluded that for PPI to be credible it mustn’t be tokenistic and external partners must feel valued and important.
Arumugam et al. (2023) share the benefits for PPI in research for drug and therapy development and claim that it also promotes having conversations with patients in practice. Co-production can also take place in the form of knowledge sharing, priority setting, creating research questions and co-delivering research activities (UK Research and Innovation 2025). PPI can help support the development of “health and wellbeing services”, “policy making and strategic decisions” in addition to working with communities to obtain feedback on decisions (NHS – North-West Coast Strategic Clinical Networks 2016).
[bookmark: _Toc1035703334][bookmark: _Toc216794531]PPI with people from minority groups in the UK
A small number of recent articles have looked at PPI with different ethnic groups. Strong relationships (Werner et al. 2025), trust and rapport (Farooqi et al. 2022), using personalised approaches, culturally sensitive researchers, accessible locations and transport options (Pardhan et al. 2025) are just some of the facilitators people from marginalised communities and ethnic minority populations have said make PPI successful. Moreover, groups of individuals from these communities have also shared that due to accessibility issues and stigma of various health conditions and diagnoses (Farooqi et al. 2022; Werner et al. 2025), lack of knowledge, trust and understanding (Faisal et al. 2025; Woda et al. 2018), and language barriers (Pardhan et al. 2025) they are less likely to engage in PPI or research. Each of these papers looked at a different ethnic group. Whilst there were no major similarities, differences or discernible patterns shown between the facilitators and barriers each ethnic group identified, when Farooqi et al. (2022) and Faisal et al. (2025) gathered the views of South Asian men and women (amongst other ethnicities) they discovered that one key factor to non-engagement is lack of knowledge and understanding of research.   
Due to the limited literature available and the need for a clear PPI strategy as part of the inequalities in maternal health research project the internship set out to explore the barriers and facilitators to research engagement in ethnic minority and under-served groups.
[bookmark: _Toc216794532][bookmark: _Toc1318286104]The Method of Contribution 
A range of ways of contributing to the project was offered to support individual choice and hearing from a diverse range of people. Methods included, small group on-line and in-person workshops, individual conversations, and contributing via email. For all methods a conversational style approach was used, using the same questions as prompts for discussions and sharing of insights, experiences and perspectives. 
[bookmark: _Toc216794533]Justification of using an Appreciative Inquiry approach and traditional PPI approach
We chose to incorporate a combination of two different approaches into the workshops. We started the conversations with Appreciative Inquiry (App Inq.) based questions and then intertwined questions using a traditional PPI approach. App Inq. focusses on identifying good practice and exploring innovative ways to bring about change using a strengths-based approach (Cooperrider et al. 2007; Shuayb et al. 2009). Our aim was to encourage positive, uplifting and empowering conversations; creating a safe space for individuals to share their experiences and focus on what needs to be put in place to support their engagement with research projects. We selected this App Inq. approach to create change for women from under-served communities as it is now recommended by the NHS as a way of finding the positive aspects of a situation and exploring ways to build on them for continuity (Russo ca. 2025). More traditional PPI shows the participant as an expert in their own experiences, and using this approach allows researchers to get an in-depth understanding of what is happening for them and create meaningful research that can change and influence future research and practice (HSC R&D Division Northern Ireland; Turk et al. ca. 2016). 
We, therefore combined these two approaches in the workshops with the aim of conducting a meaningful PPI project where the public contributors take the lead and we learn from them, whilst also incorporating the App Inq. approach to create a safe and inclusive space for our strengths-based questions to encourage public contributors to share their experiences. 
[bookmark: _Toc216794534]Recruitment
With support from BU PIER Partnership Officer (experienced in involving people from underserved communities to contribute to research) a range of ways was used to invite people to take part. To align with the MIHERC Project women from minority ethnic backgrounds, those with disabilities and those who are neurodivergent were targeted. The women were reached  through placing an involvement opportunity on VOICE® -global BU Voice. Other contributors were reached through connections made via facilitators of other projects at BU, links with community organisations, and peer sharing across informal community networks. Different methods of reaching women (online, word of mouth, community links) were used to support inclusion of a diverse range of voices, including those who do not engage digitally, and people new to involvement in research.  
Any woman expressing a desire to take part who was unable to attend any of the planned workshops or requested an alternative way of contributing was offered a choice of individual conversation or responding to the question prompts via email. This flexible approach enabled more people to share their experiences with us, it also gave us another opportunity to listen and learn from them. In response to being given this option, one participant stated: 
“I would be delighted to contribute in written format and really appreciate the opportunity to stay involved in this way, please do send through the prompts or questions when convenient”. 
This format also gave women that may not feel comfortable in group settings, the chance to contribute in a way that best suits them. Lastly, we sent out a questionnaire to BU academics within the Health and Social Sciences faculty to get their views on why they think women from ethnic minority/migrant communities struggle to engage in health research, what academics could do to counteract this, what barriers academics face when engaging in PPI and what meaningful PPI involvement looks like for them. 
[bookmark: _Toc1443640465][bookmark: _Toc216794535]The selection process and planning the workshops
[bookmark: _Ref201587426][bookmark: _Hlk146101879]We invited expressions of interest to contribute to this piece of work. From these expressions of interest everyone who identified as coming from an underserved community was invited to take part. Due to the interest in the project with over 20 people applying to take part in an on-line workshop via VOICE® we ran three separate online workshops at varying times of the day. Groups were small enough (max 10) for everyone to be able to contribute as much or as little as they wished and to reduce the possibility of anyone feeling intimidated or uncomfortable. 
[bookmark: _Toc216794536]Structure of facilitation team and facilitating the workshops
The facilitation team was initially constructed of three white females. The third author shared that they felt uncomfortable with the idea that all the facilitators were white, delivering a PPI workshop to women from in particular ethnic minority/migrant communities and that this might not provide an environment of psychological safety and could bring about power imbalances linked to privilege. This is supported within the literature by Bains et al. (2023) when they stated that there are positive links to improved engagement to research studies when a member of the research team approaches you with whom you share your race and/or ethnicity. However, there is also research suggesting that whilst some find it comforting and supportive, others think that having an individual from their own community facilitating a workshop where theywant to discuss a personal issue, is worrying and a factor for disengagement (Farooqi et al. 2022). We, therefore, sought colleagues from across our faculty and were able to create a more diverse facilitation team. 
At the beginning of each workshop plenty of time was given for everyone to introduce themselves, ask any questions and the facilitators endeavoured to create a safer space sharing that people could contribute in the way they wished (verbally or via the chat) and that they could do whatever they needed to feel comfortable in the space (e.g. cameras off/ taking a break) and to share only what they felt comfortable to. In each activity we used question prompts to generate meaningful conversations. These questions included “what would make being involved in research, meaningful to you?”, “When I say the words ‘inclusive involvement’ what do you picture or think about – can you describe this image?” and “If we had limitless funding what areas of health research would you make a priority to research and why?” We included any comments that were made in relation to feeling uncomfortable within our data, as this was also very relevant when it comes to recommendations for involving women from underserved groups in research. There was no method for people to anonymously contribute in a workshop but all responses were anonymised for the purposes of the report.
[bookmark: _Toc216794537]The questionnaire with academics engaged in PPI
PPI is about collaboration and considering all perspectives in the design of the research. Therefore, in addition to asking members of the public about how health research could be improved and the barriers and challenges they face, we also decided to send a questionnaire to Bournemouth University academic staff within the Health and Social Sciences faculty, to ask for their views as we were curious as to whether the academic colleagues perceived the challenges in the same way as the workshop public contributors. We asked 4 open questions:
1) Why do you think women from ethnic minority/migrant communities struggle to engage in health research?
2) What could academics do to counteract these challenges?
3) What do you think are the barriers academics face when engaging in Patient and Public Involvement (PPI)?
4) What would a research project look like if the PPI involvement was exactly as envisioned in the above quote? 
[bookmark: _Toc216794538]Data Analysis
Twenty-three women took part in one of the different public involvement activities offered. We only had one response from the academic survey, however the answers mirrored those of public contributors in the conversations we had.
The data were collated and thematic analysis was undertaken using an adaption of the thematic networks process (Attride-Stirling, 2001). This method starts with a coding framework, for which we used the question themes. In the analysis, basic themes, organising themes, and one global theme were identified. The lead author and second authors coded independently. Any disagreements were resolved through conversation. 
The authors where possible have tried to use the words of the women who have contributed throughout this report. 
[bookmark: _Toc216794539][bookmark: _Hlk146101931]Identified Themes
The global theme identified was Not feeling valued and understood. Although the question prompts were related to engaging in research, the feedback went as wide as engaging with the health service itself, wanting full PPI engagement through to how researchers should run focus groups and interviews. 
There were four organising themes that we identified with associated basic themes (see Table 1):  
	Global theme 
	Not feeling valued or understood 

	Organising code  
	Basic Themes 

	Representation 
	Tokenism 

	 
	Outreach and Access 

	 
	Inclusivity and diversity 

	 
	Accessibility 

	 
	Intersectionality 

	The Researcher  
	Relationship with the Researcher 

	 
	Genuineness of the Researcher 

	 
	Facilitation skills

	 
	Planning, organising and communications skills 

	 
	Creating a Safe space 

	Experiences of participants as participants or public contributors 
	Previous experiences with health services 

	 
	Perceptions around academia  

	
	Feeling Valued 

	PPI/ Partnership 
	Included from project inception 

	 
	Feedback to community/outcomes shared 

	 
	Co-authorship 


[bookmark: _Toc204087015]Table 1 - Thematic network Analysis
[bookmark: _Toc216794540]Representation
There were six basic themes under Representation: 
1. Tokenism 
2. Outreach
3. Inclusivity and diversity 
4. Accessibility 
5. Intersectionality
[bookmark: _Toc216794541]Tokenism
The women emphasised the need for tokenistic practices to be eliminated in health research. They spoke about being coerced into previous projects and often being the only person of colour or from an ethnic background. They recalled how meaningless it felt to be used as a reason to tick the diversity box and that during such experiences they started to question whether or not their viewpoint, knowledge and expertise would actually help answer the research question or whether they had just been included so that researchers could say they had a diverse group of people involved. 
They also touched on faults of current systems to engage the public in research. Surveys on the backs of shopping receipts, whilst seen as an easy way to reach a vast range of people for research, were felt not to generate any real change. Again, women were left to question if this method is genuine. Having experienced tokenism in research women stressed the importance of intersectional, safe community engagement that was not tokenistic.
[bookmark: _Toc216794542]Outreach
The theme of Outreach addresses the way people are recruited into studies and how and why they get involved. 
The women suggested that research opportunity advertisements should look more human and relevant to the people the researcher is trying to engage. They could include examples of personal lived experience stories of people who have successfully engaged in health research. Ensuring that the advert stresses the value of lived experience expertise of the topic that is being explored:
“has to be in line with your lived experience. I think that it…gives it more clout and more credibility” 
In addition, researchers need to ensure that location accessibility and details of payment are clear and transparent. In terms of getting involved, knowing how and where to get access information about research projects is important. The women made a point to say that whilst there was research they felt was relevant to them going on across the country, you have to know where to look to get involved and know who is leading it, for example getting involved through Voice® or connections made through other projects.  Another comment on advertisement for research opportunities was to put posters for upcoming projects and adverts for research opportunity on networks like Voice in combination with adverts in GP surgeries, community settings and for all organisations to have a platform showcasing all their research opportunities for easy access by members of the public.
The women explained that connecting with people through community organisations, charities, informal community networks, and radio stations or TV channels would be a good way to recruit public contributors. They suggested that going to places where they routinely congregate may help researchers gain better engagement into their study from women from ethnic minority, migrant and other underserved communities. Community organisations, worship leaders and charities may have a pre-built trust with members of their community. The women detailed that, in their experience, when researchers partnered with a local community organisation to conduct PPI, people might be more willing to engage and contribute to a workshop than if the researcher ran it alone; emphasising the benefit of researchers making use of events that are already in place to engage women, such as a regular community coffee morning. When reaching out to communities, researchers should also be aware of any stigma attached to any conditions or diagnoses within the communities they are working with. 
In the questionnaire to academics, one respondent noted that it was a challenge to find “the groups that women actually participate in” highlighting the importance of building and maintaining ongoing relationships within local communities. 
[bookmark: _Toc216794543]Inclusivity and diversity 
One public contributor mentioned that it: “is not just about the diversity, but it's also I guess about equality.” This comment was made in relation to over-representation because whilst researchers are seeking diversity by including a wide range of people from marginalised communities, dominance of a single community excludes members from other communities. Moreover, people needed to feel included for the project to be truly inclusive as one participant noted: 
“No one being excluded on the basis of ideological or other arbitrary criteria.” 
One woman shared they had previously been excluded from a research project being informed that due to their autism:
“they’re not a healthy participant”
The women also highlighted the need for a diverse range of voices to inform all stages of the research, this included involving new voices into the group to complement more experienced public contributors who it was felt can often dominate the involvement space at the cost of diversity. The women spoke of the frequent under-representation in tv adverts or tv shows and that this generated feelings of being excluded often passed down through generations, but that when tv shows or website logos show clear diversity where everyone can see themselves included in that space, it felt more welcoming and accessible for all. This is what they wanted to see in relation to PPI and research. 
The women expressed a desire for research to be relevant and truly inclusive. They shared that they wanted to see a change from past methods where most decisions were made by men and guidelines were written by people without lived experience, and there was an absence of co-production or an opportunity to co-author research outputs. They noted that women from different cultures have different approaches towards health and some may not have the knowledge to mitigate, care or prevent a particular health condition as one participant noted:
“we cannot generalise any research from Western to other culture. Each culture specifically has its own uniqueness and its own paradigm”
The women identified certain language and cultural barriers in place that made navigating health services more difficult for women from ethnic minority/marginalised communities such as fear of exposing themself for surgery. They went on to express a desire for culturally sensitive and culturally-informed care. This included researchers avoiding the assumption that demographic characteristics are good indicators of who is vulnerable to exclusion, as exclusion can be both complex and contextual requiring processes and systems to be put in place to prevent systemic bias within research. 
[bookmark: _Toc216794544]Recruiting for Diversity
When asked what would make public involvement in research more inclusive, emphasis was placed on diversity of the people involved. Diversity was seen as very broad and needed to consider people of different ages, races, ethnicities and cultures, those who speak different languages and have different levels of education, people with different gender identities, come from varied socioeconomic backgrounds, class groups, homeless and vulnerably housed, have visible and invisible disabilities, those who are neurodivergent, part of the LGBTQIA+ community, and people with multiple diverse lived experiences and part of hidden groups within society. The women shared that seeing diversity like this would enable them to ‘feel’ the research was inclusive and that they were valued. This is a vital point to make as many of the women involved recalled being the only (or one of the only) person of colour or from a minority ethnic background within a project.
The women we spoke to shared that health research, doesn’t always reflect lived experience authentically as lived experience is shaped by a complexity, and requires a resilience and that is not always supported by research systems. Additionally, it was shared that research and different services do not always reflect the needs or realities of women from marginalised communities and many women from these communities struggle with not seeing themselves represented in either the facilitating research team or in the materials advertising research opportunities, and resources on social media. One participant also added:
“its no good saying, why don’t women take part? If women aren’t targeted when you want them to take part” 
In the workshops, there were discussions about which groups of people tended to get overlooked for involvement opportunities and who gets selected regularly. It was felt that those with experience of PPI are often favoured by researchers whereas individuals with mental health or physical health conditions (on top of not necessarily feeling safe to contribute) may get overlooked during the selection process with researchers being seen to choose the tried and tested safer and easier option. Similarly, the women highlighted that many other women in different situations and circumstances are completely overlooked because of the bias, racism and gender divide that exists within health services/research. The women shared that many who are categorised as ‘hard to reach’ (a term they did not want to see or hear) are in reality being “marginalised by a system that is not built around them”
To support this, one of the workshop facilitators commented that 
“hard to reach groups are not hard to reach – researchers just need to think outside the box in order to reach them and do things differently” 
The women spoke about the importance of ensuring that each public contributor/participant is right for the research project and that there is “honesty on both sides” and that throughout this process, as this would make public contributors feel “contented, happy and fulfilled”. 
[bookmark: _Toc216794545]Accessibility 
This theme crosses over with some of the insights under facilitation skills about how researchers gather data and the materials used. However, accessibility goes further and covers issues such as the importance of being inclusive through the use of flexible and accessible methods of involvement including online, in-person or written, audio or paper-based. Public contributors also detailed that avoiding jargon or academic language and using plain English that can be translated if needed, was significantly more inclusive and accessible. 
It was stressed that involvement needs to be inclusive with respect to how neurodivergent people are approached (with visual or auditory cues for example) and how those speaking different languages can be welcomed within the involvement space. Public contributors discussed the use of accessible materials (different formats and languages and sensory friendly resources) as well as interpreters and the advantages and disadvantages of using these within workshops and research projects (as discussed in ‘The Researcher’). Other accessibility considerations include flexible timings (to be inclusive of those working shift patterns or with child-care or other care commitments), trauma-informed practices and childcare options. Online opportunities were seen to be a very inclusive option particularly for people with mental health issues or disabilities. However, whilst many people can access the internet, there are some who cannot, or choose not to and there are some who do not want to contribute online. There are also other barriers, associated with in-person activities. One response to the researcher questionnaire identified a key barrier was that it was “usually made logistically difficult for them to participate”.  Only having one option for engaging can make research inaccessible for many and a barrier to inclusive involvement. 
The accessibility theme also covers the ability of those involved to be themselves in the space created. It was seen as essential that this inclusive space would demonstrate mutual respect and be “built with access and equity in mind”. There would be equal access for all, bringing different parts of society, different socioeconomic classes and hidden groups together and to the forefront so needs can be established. The women spoke about the space being one where:
“no one has to hide any part of themselves”
“inclusion means more than presence; it means belonging and safety”
“I could contribute as myself not a filtered version”
“inclusion isn’t about who is there it is about who is willing to stay and contribute”
It would also be a space where emotional safety (cultural and psychological) is at the forefront of researchers’ minds. This was identified as especially important when engaging with women with different religious and cultural backgrounds as they may need clarification of who will be there so they can feel safe in the space. 
[bookmark: _Toc216794546]Intersectionality
One contributor spoke about the different ‘layers’ we all have; that some people have disabilities, some are neurodivergent, some may face mental health challenges, yet many people just see the colour of their skin. This raised the importance of recognising the value of intersectionality. However, it was also noted that researchers should not take a tokenistic approach to intersectionality, including only those people who ‘ticked’ several characteristics, but should instead understand and value each person’s individual experience as unique.   
[bookmark: _Toc216794547]The Researcher
There were five basic themes that sat under the organising theme of ‘The Researcher’, related to how they conducted the research involvement activities:
1. Diversity of research team
2. Planning, organising and communications skills 
3. Relationship with the researcher 
4. Facilitation skills including: Non-judgemental, genuine, trauma-informed, cultural awareness 
5. Creating a safe space 

[bookmark: _Toc216794548]Diversity of the research team
Having a diverse research team, that if possible reflected the communities of relevance to the research topic being explored, was seen by the women as important. Moreover, from the outset they felt there was a need for honest self-appraisal when it came to who was best placed to carry out any given involvement activity. There was a strong communication of the need to understand that the researchers themselves may not be the right people to conduct either the PPI activities, or the broader research into certain topics and instead outsource this to a community group to carry out independently. Moreover, from the researcher questionnaire the value of understanding the recent history of the people they were working with was noted, that it was the responsibility of the researcher to take time to get to know their public contributors. 
[bookmark: _Toc216794549]Planning, organising and communications skills 
The women felt that how the research was planned and communicated to potential public contributors was vital, for example when it came to invitations they wanted:
“Invitations in plain English – translated if needed – shared via trusted groups – state clear research purpose and hypothesis – duration – what we want to achieve, aims and objectives, abstract and summary, start and end goal, tell communities the criteria”
Another contributor noted that having a person present who spoke the same language helped to remove the language barrier and the response to the researcher questionnaire also noted language was a barrier. 
There were some simple suggestions for things that researchers could do as part of communicating the research that might encourage people to feel it would be a safe space to be involved; for example asking if there are any barriers to engaging in the research, or what might help them to feel more comfortable to engage as one person noted:
“lots of barriers that don’t get spoken about unless people are asked about them and how they can be removed to allow people to come and do this”
There was a need for the facilitator to understand this was a process which had a beginning, middle and end. The women felt it was important that the researcher had an understanding of possible barriers and communicated this awareness in the initial invitation such as how the activity will run, where it will take place, flexibility around timings, reminder emails, medium and location to accommodate all needs, guidance around if online will people have cameras on/off, will chat be being used, will it be recorded or more sensitive points such as “is it ok to wear a veil?”.  
Moreover, they also wanted to know how their involvement will make a difference and how people from their community will benefit from the research, ensuring it is not just information for a report that no one will read or for the benefit of the researcher’s own career. 
[bookmark: _Toc216794550]Relationship with the researcher 
The women talked about the importance of having a relationship with the researcher undertaking the public involvement activity, the need for rapport and that they were more at ease engaging if they felt they could trust the researcher. One person reported: 
“I felt comfortable to attend thanks to [Name of Facilitator]’s support.......[Name of Facilitator] knows me really well and knows how to manage my neurodiversity”
Elements that brought about conditions of trust included: having had previous involvement with the researcher, feeling valued, being listened to, feeling that the researcher understood the value of ‘living experience’. The women talked about the need to feel that the researcher did not have a preconceived agenda, that they respected the need to support conversations to sometimes go ‘off track’ and also to be aware that some public contributors may require more support than others, particularly if they had not been involved in research previously.
The building of the relationship also linked back to diversity, in that for some it was important that the researcher was seen to reflect their community. However, for others the key was about having an understanding of the needs of the people involved, whether that be cultural needs, meeting the needs of people who might be neurodivergent, understanding the impact of disabilities and health conditions including those that are hidden. It was also seen as important not to over-promise, to clearly communicate and manage expectations and treat people as human first, recognising that many people might find taking part in group involvement activities quite intimidating as one researcher questionnaire response noted:
“group settings can be threatening to participants because there can be a history of being betrayed, of informing on others”.
[bookmark: _Toc216794551]Facilitation skills 
Many of the women talked about how facilitators should engage when leading involvement activities. Much of the focus of what was asked for was on core facilitation skills, for example the importance of summarising and paraphrasing:
“feedback as we are discussing (rewording what you said back to you) (validates what they said) and giving people time to think and speak”
A key point here was that there was a need to paraphrase with care, reflecting back what was shared to check meaning and not to reinterpret what was said through a researcher lens. Other points noted were: not using academic language or jargon, using graphics to help peoples understand the topic, being aware of their own unconscious biases, and not promising a ‘safe space’:
“researchers trying to guarantee a safe space is unachievable because in doing so you make it an intimidating environment with no room for human error – this excludes people”
They felt facilitators should have training and support to help them develop cultural awareness and not be “afraid” to ask difficult questions, as one person commented “it’s not what you ask, it’s how”. Other contributors also noted that researchers (in their experience) do not want to address the difficult topics with “difficult groups of people” because it was felt that individuals from ethnic minorities were seen by researchers as unapproachable. Another aspect highlighted was that facilitators should work in a trauma-informed way reflecting that many people, including people from minority ethnic and underserved communities, may have experienced trauma in their lives. 
There was also a plea that researchers really acknowledge and value living experience particularly of the topic they are researching, there was a real focus on understanding this was about collaborating with human beings, building relationships first and not about seeing people as ‘data’ and their involvement as a task that needs to be done. In relation to this, public contributors also highlighted that researchers should never make assumptions about age, other responsibilities or their reasons for involvement. They also raised the point that although they may come with a preconceived agenda, contributors may have different views, and facilitators should be flexible to adapt to that. 
Being genuinely interested in what people had to say was something that was also wanted, as was also being able to recognise what was being left unsaid, as these quotes exemplify:
“you can listen but can you process it and take it to heart and take action? - can you understand us more than just language?”
Humanity and depth of understanding (bring back heart and understanding to research) – “treating people as human being”
These quotes also link back to trust and a theme that we will discuss later about following up on promises and sharing outcomes. 
[bookmark: _Toc216794552]Creating a safe space
For many women there was a need for group involvement activities in particular to be managed well, and many elements were identified that went into making it a ‘safe space’. For example, one person talked about not wanting to be the “odd one out in the room” where everyone else knew each other and this was seconded by others who stated they would feel safe in a space where “no-one knew each other”. There was also a need to ‘manage’ the group so no one individual person dominated the conversation.  
Whilst this next comment overlaps between the ‘representation’ theme and ‘the researcher’ theme, focusing only on meeting the needs of participants via protective factors, is not truly inclusive. In the words of a public contributor
“The researcher needs to look at the person's nuanced needs”
There was a need to manage this skilfully with inclusive solutions supporting the creation of a space that was felt by all to be safe.
Another identified barrier was that sometimes if an interpreter is used and they are from the same community this can be a barrier to engaging for fear of a lack of confidentiality. One person shared how having some guidelines at the start of any group that would help to build a safe space:
“Additional house rules at start of project (that would create a more inclusive environment where everyone can be themselves – 3 questions  
What do you need from the project  
What do you need from other people in the space 
What do I need from myself”
And one statement at the end saying 
“if you think this project looks right for you but you’re not sure, do ask!”
[bookmark: _Toc216794553]Experiences of being Public Contributors or Participants 
The basic themes under experiences of participants all linked to previous experiences with health services and perceptions around academia that impacted on how valued people felt when engaging in research. 
[bookmark: _Toc216794554]Previous experiences with health services
A number of contributors shared how they felt either themselves or people from their ethnic minority community were unlikely to engage in research as they had had poor experiences of health services:
“It's not really nice when you experience this kind of discrimination and you can't change who you are”  
[bookmark: _Toc216794555]Perception around academia
There were a variety of comments made that all linked to peoples’ perceptions of research with academics being seen as holding the power. This was a potential barrier as for example people lacked the confidence to ask the researcher questions or say that “they were lost” and therefore chose not to engage rather than put themselves in a potentially uncomfortable position. One participant noted that it was “uncomfortable” to talk about sensitive topics in mixed groups where there was an “unfair and intimidating balance between clinicians and patients”. 
A consistent comment made by many of the women involved, was that academic institutions are not necessarily safe spaces for all. Outsourcing to other organisations to conduct PPI or doing so in partnership can not only make a safer space but bring women in from their communities that may not have engaged with a university before, because of the pre-built trust community organisations have with members of their own community. Alternatively, rather than inviting people in, researchers should consider holding events in community spaces.
A final point around how important it is for researchers to be reflective around their role was raised by a researcher’s response to the questionnaire who shared that: 
“To understand the impact we make on communities – we need to engage with peoples, listen to their experiences”.
[bookmark: _Toc216794556]Feeling Valued 
There were practical and emotional aspects to what people felt valued. People wanted their contributions to be “acknowledged, credited and paid fairly”, but they also wanted to feel a “sense of belonging” and not to be just invited but instead be “welcomed”. 
Public contributors shared examples of where they had been involved in research and had felt disrespected, undervalued, and one person even gave an example where the researcher had confused their ethnicity. Prior experience of being discriminated through engagement with health services, which are then experienced when being involved in research, reinforces feelings of not being valued. The impact of having had a negative experience of being involved in research was a reason for disengagement, but also there was a need to recognise this might be an experience: “understand that they have been hurt previously” and acknowledge this. The type of hurt referred to linked to not feeling they had been heard or that words had been taken out of context when it was published: “Most current research either generalises or erases our experiences”, or feeling that it has been a waste of time, as no feedback had been shared related to outcomes of the research: 
“Research can be extractive as feedback is rarely given after sharing experiences”
When this had happened to them women talked about feeling “invalidated”, “unsupported” and “misunderstood” by the researcher and also left with feelings of “isolation”.
There were other elements that were identified as important, including good aftercare, as this would encourage them to engage further. This was particularly important as one participant noted, there was a: 
“potential to retraumatise self by re-living the trauma when engaging in research for no change to happen”
[bookmark: _Toc216794557]PPI/Partnerships
This organisational theme explored the need for PPI to be seen as a partnership from the project’s inception all the way through to the publication of results. 
[bookmark: _Toc216794558]Included from project inception 
Engaging with research involving people and communities at the inception of the project was felt to be important, as was asking people what the subject of the research should be and not having pre-project discussions “behind closed doors”. There was a strong feeling that “people with lived experience should be involved as partners not (just) participants”, 
Another point under planning was linking resources for the project and not forgetting that when it comes to PPI, people should be offered payment for their time. This example shows how important it is for the research team to take this issue seriously and resource PPI adequately:
“researcher not wanting to spend more money on participants so they don’t engage with us – they put [the] budget together before talking to community first – if participant asks for more, the researcher just responds with “well don’t you want research done with your community?””
Several women talked about not being “used”. They wanted to not just understand how their input would help solve problems and address issues, but they also wanted the follow up information to be shared with them: “knowing my input will make an impact and shape outcomes”. Women used a serious of impactful words and phrases to describe what meaningful inclusion 
[image: A close-up of words

AI-generated content may be incorrect.]would be like. Figure 1 represents the words used when answering the question: How would inclusive research feel? Table 2 highlights key phrases that public contributors shared when answering the same question. 
Figure 1 - How would inclusive research feel?
	How would inclusive research feel?

	"would mean a lot to know I have helped make a difference”

	“not just invited but welcome”

	“my perspective is just as important”

	“no hiding my identity”

	“Confidence to challenge ideas and create solutions together”

	“Knowing what the outcomes of research are: feels inclusive”

	“Confident I would get a lot out of it”

	“the research will tell truth”


Table 2 - How would inclusive research feel?
[bookmark: _Toc216794559]Feedback to community/outcomes shared
A key point raised was the need for feedback throughout the lifespan of the project. People highlighted the importance of keeping everyone involved updated on what is going on and how their input is being used and what difference it is making. It was also shared that the report and paper should be fed back to different communities after completion. 
On updating those who contributed and maintaining a feedback loop, one woman mentioned that researchers should ensure that, even if nothing is happening with the project at that moment, people are told this so they do not feel unvalued. It was also mentioned that if nothing comes from a particular project and no change is made, researchers should make sure it starts more conversations with questions such as “how do we affect change?”.
[bookmark: _Toc216794560]Co-authorship 
When it came to PPI, Public contributors wanted a: “genuine commitment to co-creation”, which included being invited to take part in the data interpretation and also co-authoring papers. 
[bookmark: _Toc216794561]Topics for future research suggested by the women
We also asked contributors what topics they would want to see researched – we have included this list in Appendix 1 These appeared to be quite diverse and linked to people’s individual interests and experiences therefore, we have not included them in this thematic analysis 
[bookmark: _Toc216794562]Key Learning for the Maternity Health Inequalities Project and BU PIER
Not feeling understood was highlighted as a key barrier both to engaging with health and social care services and research. One contributor talked about research needing to be “messy, human and honest”, and this summed up some of the key themes we captured. The “messy” calls for an understanding that there is no ‘one size fits all’, and that lots of different approaches need to be taken to reach out to people and communities and work collaboratively to provide an inclusive, flexible experience. Being “human”, requires taking a relationship first approach; making connections, building the relationships and understanding how important these are to maintain meaningful engagement. “Honest” highlights the importance of being transparent throughout the research process; sharing with the people and communities involved what the aims and hopes of the research are, what might be possible and what is not possible, what resources are available and how their involvement will be rewarded and recompensed and maintaining communication regularly sharing updates and outcomes. Arguably, many of the factors shared during this work, that would help to make PPI and research more inclusive for people from under-served communities would also improve the experience of everyone involved in the research. Using expertise for BU PIER, we will use this information to inform the training given to BU academic colleagues and others within the MIHERC team who are looking to undertake PPI in research. There is also the potential to offer work in partnership with local organisations and offer training around engaging in research within the community. 
Through the ‘conversations’ undertaken for this piece of work the women emphasised the importance of the skills needed by anyone undertaking any PPI work. Many focussed on the need for a psychologically safe environment stressing that this needs to be established at the time of initial connection and well before for example people join an involvement activity. 
Simple techniques such as at the beginning of the group workshops asking people to introduce themselves by saying who they were, where they were calling from and what their role is in the workshop as this helps them feel that they have a role in the workshop and makes them feel valued and important. It also helps if the researcher addresses the power differential and in fact assumes a more humble approach for example making it clear at the beginning of each workshop that they were there simply to listen and learn. There appeared to be a challenge for researchers when it came to the balancing act of sharing what was said to accurately represent the voice of the public contributors with the need to interpret and analyse the data without changing or reinterpreting what was said. This is something that perhaps needs to be given more consideration by researchers, as public contributors felt that if this happened to someone they were less likely to take part in further research. Researchers need to understand that the way they conduct research does not just impact their own data collection, but could also impact whether or not participants take part in future research projects. 
Key aspects identified as contributing to creating a psychologically safe space was the requirement that those undertaking the involvement work demonstrated culturally competency; communicating and interacting effectively with people regardless of difference, and used a trauma-informed approach – recognising, and valuing individuals’ experiences, showing an understanding of the traumas they may have experienced, and responding without creating a new trauma. This may require researchers to undertake additional training prior to conducting PPI. Another key contributing factor was shared as being open to hearing what the contributors wanted to share; welcoming the unexpected -even when it might be challenging to hear with a willingness and confidence to explore without an agenda.
[bookmark: _Toc216794563]Recommendations
It was clear from the diverse group of public contributors from communities underserved by research that for PPI to be meaningful people felt that they should be involved from the very inception of the project, including project design. Therefore, as well as identifying key lessons we have drawn up a set of guidelines for the MIHERC Project to consider (see Appendix 2) for future practice in health research with those whose voices are seldom heard in research such as people from minority backgrounds and those who are neurodivergent or have disabilities. 
[bookmark: _Toc216794564] Reflections on undertaking this PPI project
A number of key issues were extrapolated from the information gathered. Through supervision and wider reading we discovered some limitations including the limited time frame within the internship that meant that we had six weeks to advertise, organise and hold all the workshops as well as report on our findings from wider reading and participant experiences. All of the women who contributed to our workshops were able to speak English, limiting the generalisability of our findings and potentially restricts the public contributors and/or participants’ participation and engagement levels. It is possible, that by only being able to undertake conversations in English led to some of the discussions being limited, however this was not observed and it was more likely that people who were not fluent in English were not able to access the study advertisements. Our limited timeframe also impacted the number of participants. With more time we could have held more workshops and reached out to more community groups to build trusting relationships with them. We could have done this by recruiting members of the public through other means of communication (other than the Voice Network) such as the local community groups they congregate in and sources of information they access. This may have encouraged women who wanted to engage but do not have the resources to do so for online workshops. A further limitation was also the lack of participation from academics in the survey. 
[bookmark: _Toc144730430][bookmark: _Toc1331123789][bookmark: _Toc216794565]Conclusion 
In conclusion, this PPI engagement project has evidenced real enthusiasm, eagerness, and motivation of women to be involved in a way that works for them. This needs to be properly resourced and working in partnership, with skilled and well supported PPI workforce. More work clearly needs to be done to build capacity of the research workforce to be able to safely and effectively work in partnership with people and communities, including those who are currently underserved by research, in order to contribute to the work to reduce health inequalities. It was also clear that there is still a long way to go to before under-represented communities feel comfortable engaging in PPI and research. However. with a few simple steps and some thoughtful planning academics can put measures in place to support a diverse and inclusive research strategy. 
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[bookmark: _Toc216794567]Appendix 1 – Topics participants proposed for future research 
· Young people and social media
· Asthma 
· Prevention of health issues arising 
· Diabetes 
· Cardiovascular/heart problems
· Women, health and baby
· Maternal health
· Miscarriage, pregnancy, periods, menopause
· Before, middle and end of abortions 
· Reproductive systems
· PCOS
· Ovarian cancer
· Wider determinants of health – research to tackle root causes 
· Climate change
· Poverty 
· Educational learning access
· Human rights
· Health
· Disease
· Mental disability support  
· Mental health and neurodiversity 
· Difficulties through healthcare systems 
· Crohns disease and colitis 
· Diet (help or hinder)- prevention and knowing your body 
· Understanding health conditions/disability as people are uneducated 
· Alternative therapies and holistic approach to chronic long-term conditions – early intervention, personalised care not standardised 
· Nutrition/diet 
· Trauma informed practice – applying at every stage 
· Cancer outcomes
· Neurodivergence in women/girls within global majority communities 
· Supporting carers and understanding their role (not just physical) 
· Seeing people more than just neurodiverse (they are parents, carers, disabled, from an ethnic minority too
· Chronic pain and autoimmune conditions
· Impact of cultural stigma/ health inequalities on mental health and maternal health 
· Eating disorders among disabled and racialised women
· Trauma informed and culturally safe care pathways
· Safeguarding and ethical practices in research (with carers, children and multiply marginalised communities)
· Prevention better than cure – holistic/alternative therapies
· Fertility and struggling to conceive (in addition to IVF – mental health and psychological support – holistic treatments such as supplements and lifestyle, herbal ointments, healthy diet)
· Things affecting women from marginalised communities - Impact of racism – access to care – impact of poverty in housing – trauma – living with long term health conditions
· Not just diagnosis – how you navigate the system – balance responsibilities – face stigma from community 
· Co-produced research 
· How overlapping factors shape outcomes of the researcher (not just gender, race and disability) 
· Move away from digital interventions 
· Use of chat bot on a health research website
· “I'd like health research to fill up all known chat bots that don't work. If you can sign a chat bot on a health research website that works, that doesn't keep sending me back to the beginning, Yeah, I'll be quite happy.” 
· Lyme disease and other small charities 
· Patient involvement from beginning in terms of design
· Our experiences as the experience of a 15-year-old girl is different from that of 55-year-old women
· Research that covers everyone
· No difference between journeys or positives or negatives
· Equity analogy where boxes are different heights, so everyone has an equal opportunity
· Sickle cell
· Would refer to the list of top 10 illnesses diagnoses to black women/diverse communities – “the ones affecting this community my most”
· COPD
· Alzheimer’s and dementia 
· Long covid (why it happened and what is being done to understand/treat this?) - ensure it is not forgotten about
· How can we make pregnancy a peaceful and happy time for everyone – there are “far-reaching knock-on effects for neglect in pregnancy”


[bookmark: _Toc216794568]Appendix 2 - Guidelines for Undertaking PPI for MIHREC Project

At project inception: The research team involve people and communities from the very beginning of the project considering: – what do they want researched? How would they want to be approached? 
In this phase research teams need to:
· Be inclusive of everyone and all communities. 
· Involve people with lived experience as partners not participants. This includes:  
· Recognising and valuing lived experience alongside academic knowledge, and understanding past harm as public contibuotrs may not be receptive if they have been harmed because research can unintentionally repeat dynamics ; 
· Taking account of intersectionalities;
· Not making assumptions, decisions or judgment based on stereotypes or own biases.
· Build strong partnerships with other collaborators that can offer lived experience, this will build trust overtime. 
· Create a research team representative of the communities you are engaging  with.
· Have an understanding of the barriers and facilitators faced by the groups  you are engaging with . 
· Have a genuine commitment to co-creation / co-authoring with the people and communites invovled  
· If no change is made after a project – start more conversations about it - “how do we affect change?”  
· Build good relationships with community organisations and ensure there is ongoing communication to enable both sides to reach out to each other (not just when a project is commencing) . 
· Feed research funding into the community and feed research back into the community once it is published/reported on. 
At the Selection  Phase: Diversity needs to be addressed in the planning phase before any data collection. It is recommended that: 
· Invovlement opportunities are targeted, ensuring that they clearly state the benefits, do not appear tokenistic and that a wide variety of distribution channels are used including the use of community groups. 
· There is a focus on ensuring accessibility and representation, including acknowledging trauma and systemic inequality and intersectionality. 
· Consideration is given to ensure individuals from a marginalised communities  feel safe to share their experiences. This includes:
·  making the environment welcoming (e.g. flexible timing and laughter and good food) (not necessarily in an academic institution);
· never coercing someone into a study or repeatedly ask them to be involved .
· The selection process should be thoughtful, transparent  and not tokenistic, as it needs to ensure the research reflects diverse voices.  
· The research team need to acknowledge their own positionality(ies) and also that they may not be the best person to interact with and engage a particular underserved/marginalised group. Outsourcing to other community organisations may achieve better engagement results because of an existing sense of trust.
· Communication about the study and required lived experience when selcting for PPI is clear, transparent and concise and shared via trusted community groups, channels and places of congregation for that community – the opportunity should be accessible.  
· Participants are given the space to share any accommodations they need or ask any questions prior to the workshop (through a one-to-one meeting or a comment box in the application process). For example, by adding 4 questions on to the application:  
· What do you need from the project? 
· What do you need from others in the space? 
· What do I need from myself? 
· If you think this project looks right for you but you’re not sure – just ask! 
·  Be aware of who t is being selected (will they be able to get to an in-person event, do they have access to the internet). 
· Ensure that communication is  two-way where those invovled can tell researchers what they want to focus on in the next meeting/workshop. 
· Build good relationships with participants through consistent (but not overwhelming) communication. 
· Be aware of pre-meeting barriers such as use of language, not seeing their community represented in health settings and not being heard or treated well .
At the  Involvement Activities Phase: When it comes to carrying out invovlemnt activites it was clear that a safe environment needed to be provide. Therefore, it is recommended that researchers ensure they have undertaken training in such topics as emotional safety, use of self, power imbalances, cultural awareness, unconscious bias, asking questions. The types of skills needed include:  
· Effective group facilitation skills: this includes the need to 
· Mitigate any potential power differentials where possible; 
· Ensure no words from  public contibuotrs have been taken out of context or flipped; 
· Create a safe space for people to feel comfortable sharing their experiences without trying to guarantee this safety (guaranteeing safety removes space for human error, this will make participants nervous and unlikely to engage) ;
· Be willing to adapt to all  needs and enable those invovled to lead the conversation – be adaptable to public contibutors not wanting to or feeling able contribute on the day. 
· Understand the work that the peopel invovled may need to do to get to the workshop online or in-person (making sure it is safe for them, battling any mental or physical health conditions, having to ask for accommodations) ;
· Bring humanity and a depth of understanding to research – treat everyone invovled as human beings;  
· Be transparent and give updates as to what is happening next. 
Project Closure Phase: To feel fully supported and engaged it is also important to ensure that researchers give feedback at the end of the project (and throughout if it is a longer study): The following questions could be helpful: 
· What are the outcomes; 
· What change did this generate; 
· What is happening now. 
Providing good aftercare can encourage the people and communities involved to engage in more research in the future. 
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