Rackeb Tesfaye  
Hello everyone. 

Alyssa Favreau  
Hello and welcome to week eight of Audio distancing, the Broad Science minisode series about communicating inclusive science in the time of COVID-19.

Rackeb Tesfaye  
[bookmark: _GoBack]Mm hmm. We're your hosts. I'm Rackeb Tesfaye. 

Alyssa Favreau  
And I'm Alyssa Favreau.

Rackeb Tesfaye
And as you noticed, we decided to social distance from Audio Distancing for the past two weeks but we are glad to be back and refueled.

Alyssa Favreau  
Yeah, back and refreshed and ready for it. And as we enter into uncertain phases of what people are calling a "gradual resumption of activities," and I'm using heavy air quotes there. 

Rackeb Tesfaye  
What is going on? 

Alyssa Favreau  
Yeah, these phases have been difficult to understand, to say the least. And this emphasizes the need for better, inclusive, accessible communication regarding COVID-19.

Rackeb Tesfaye  
Yes, because the pandemic is not over.

Alyssa Favreau  
Indeed it is not. And in the interest of keeping this conversation going, let's get right to it and introduce our next guest.

Rackeb Tesfaye  
Yes, so Dr. Bella Starling is a public engagement professional and Director of Public Programs at Manchester University Hospitals in the UK. 

Alyssa Favreau  
And as academic research is often distant to the public, it's more crucial than ever for the public to trust in and be involved with research. So we spoke to Bella about her role in fostering community engagement with research and building relationships between healthcare professionals and the people that their work will ultimately impact.

Rackeb Tesfaye  
You transitioned from being a researcher on the bench in a lab to what is known as, in the UK, a public engagement professional—and I believe we have different different terms for it in in Canada, such as a knowledge translation expert. So for those unfamiliar with the term, can you explain what a public engagement professional is exactly?

Dr. Bella Starling  
Okay. So great question. And I really must start by apologizing for the jargon because it's just, public engagement professional. What's that? Basically my job is to bring together people and patients and carers and anyone really within the research process. So I work a lot with patients and communities and researchers so that we can work together to produce better health research and better health. So I could one day be running a discussion group within a community centre in the southwest of Manchester, which is an area with fairly low socioeconomic indicators, and the next be working with patient advocates and expert patients in high-level committee meetings within a major research center. So across the whole of research, the whole of health research, finding ways in which we can work in partnership with people and patients.

Alyssa Favreau  
And you're probably going to hate this question. But how does that differ from PR, or public relations?

Dr. Bella Starling  
Great question as well. So public engagement has evolved to have a different identity, I think, to public relations. Public Relations in the UK can be seen a little bit negatively in terms of perhaps promoting spin and a bit more marketing, rather than a genuine dialogue between members of the public and the research professions. So that's how I would distinguish public relations from public engagement. But I do agree with you that the terminology is confusing, and just the other day I was tweeting about this and saying that, actually, probably we just need to be talking much more directly about what we do rather than trying to give too many definitions that can get confusing.

Rackeb Tesfaye  
And you had mentioned how your work can take you to various different regions within Manchester, working with different populations. Can you maybe give some more examples of the public engagement and involvement activities that you work on, especially during the pre-COVID time, if we can even remember what that was.

Dr. Bella Starling  
Sure, my that seems like a long time ago. 

Rackeb Tesfaye  
Yeah.

Dr. Bella Starling  
Pre-COVID we were doing a major project around lung health. So a lot of the researchers that we work with in Manchester are lung specialists. So they work a lot with COPD, which is chronic obstructive pulmonary disorder, lung cancer, etc. etc. And there's an area of Manchester that is very close to the airport. It's called Wythenshawe. It has pretty poor health outcomes, partly because of pollution and partly because of socioeconomic indicators. And it's right slap bang next to the hospital which specializes in respiratory health, in lung health, and does a lot of research in lung health. So what we did was bring the two together. So we did a whole load of activities, bringing researchers in lung health together with the communities in Wythenshawe. We played harmonica. We did some graffiti art with young people all around clean air. And we engaged with lots of community groups in libraries and within a community centre there called the Tree of Life Centre. And it was a lot of fun. People learned a lot about health conditions and lung health. But really importantly, they also learned that they could have a voice within health research, and some of the people that we engaged in those creative and fun ways are now working really closely with researchers to bring those public perspectives into the lung health research work. And also our researchers are much more in touch with the communities whose research ultimately will benefit. And they're learning too, and they're learning all about the concerns and priorities that some of these communities might have for research. 

Alyssa Favreau  
And I think it really speaks to—I believe you've called your work a "catalyst for social and scientific change" in the past. And I think that that's such a crucial distinction, that it's not just about communicating the research coming out of academia, but also for changing the framework of that research itself.

Dr. Bella Starling  
I think, for quite a long time we've been quite good as a research community [at] communicating science, but we've been less good at really thinking about the outcomes of how we work together and how we communicate together. And I think there's a real shift, at least in the UK, and I'm sure elsewhere towards that much more collaborative way of working and thinking about what the outcomes are of that collaborative way of working. 

Rackeb Tesfaye  
Mm hmm. And because it goes against the status quo and the traditional academic framework—and you just mentioned that we are seeing a shift in perceptions—[but] we are still seeing a tend[ency] to push back on this type of engagement within academic or traditional academic structures. Often the message is, "This is not integral to the science, the research being done. Or this might be a type of soft science." So how do you approach those very traditionalist views on how research is conducted, particularly in a non-bidirectional way, and how do you convey how integral this work is and get buy-in from those researchers.

Dr. Bella Starling  
In the UK there's some funders, like the Wellcome Trust and the National Institute for Health Research, who are really promoting the message of public involvement, working in partnership with people and patients in research, and that's a really strong motivator for the research organizations that we work with. They know, or they're beginning to get the message, that they will not get funding for their work unless it has that public voice within it. And that's a real help to our work. 

Being embedded within a research centre, as someone who really can promote work in partnership with people—I've worked there for a long time and those relationships really do help in kind of influencing... That's not to say that you have to be somewhere for ages before you can make a change. That's not true. But it does help to really nurture those relationships, both with the communities that you're working with, and with the researchers that you're working with. The other thing is...I guess there's two things: There's always a kind of light bulb moment when researchers who have perhaps been a bit resistant to working in a slightly different way and exposing their work to a slightly different, non-academic critique even, where there will usually—if you persevere—be a light bulb moment when they go, "I would not have thought of that." And then the penny drops and they realize the value that these different voices can bring to research. So that's one thing. And the other thing that we've also realized is that researchers, and the research world, is by its nature, driven by evidence. So the more evidence that we can produce about the impact that working with members of the public and patients can have on making better research—and generally being better for society and an open and trustful society—then that is also a persuasive argument for researchers.

Alyssa Favreau  
Okay, now cut to COVID-19. I'd imagine that this makes your job pretty difficult. How have you been able—if you've been able—to maintain existing relationships and projects?

Dr. Bella Starling  
So someone was asking me about this the other day and I described it a little bit like, you know when you go over a hump in the road [and] your stomach sometimes gets a bit left behind? And then eventually it catches up with the rest of your body as you pass over the hump? It feels a bit like COVID has had an impact on public involvement in that way, in that I think in the rush to mobilize research, for the good of tackling COVID, that public involvement has kind of been left behind a little bit. I think we're rectifying that situation now, and there is much more organized ways of working remotely and digitally with patients and members of the public. So we're lucky in that we had a really well established program of working with community partners and patient partners. So we were able to move some of that online relatively painlessly. But it has its own challenges. And, you know, those are technological challenges. We work with a lot of Deaf experts by experience, and both the wearing of facemasks and digital technologies and some of the online platforms aren't always great at captioning, and that kind of thing. So that's been one challenge. We work a lot with Black and Asian communities, and of course there has been a really unequal effect of COVID on those communities, really distressingly so. And so we need to factor in all of those considerations and not placing any additional burden on anyone who might be in that situation or from those communities. So we've had some successes, and we're still learning in terms of some of our engagement. What I will say, though, is that radio and audio is still a really, really effective way of engaging with all the people that we work with.

Rackeb Tesfaye  
You know, beyond the existing projects and relationships, were assuming that there was a certain urgency to create novel approaches and communicate COVID-related information to communities. Which means communicating information that is uncertain, changing. In addition to, shall we say, wishy-washy policies, for lack of a better word. So how has that been for you and your team, in terms of getting creative, in terms of being innovative with all these barriers.

Dr. Bella Starling  
I guess we've had to be really considerate of the different needs of the different people that we work with through this experience. And not least researchers. Researchers have been massively mobilized, massively pressured, many of them have gone back to clinical environments. And you know it's quite a complex picture to manage, and some of the communities we've worked with, we've just been there to support and to talk and to not ask too much. Other communities, we've been able to take a much more proactive role. 

So we work a lot with young people, young adults, mainly aged 16 to 25. And we have a number of ways of working with those groups. So we have a young persons' research advisory group. I work on a project called AudioLab, which Rackeb knows really well, and works with young adults who are at social, economic, or education disadvantage. And we felt and they felt that they were really being left behind in the whole COVID situation. Many of them had been having exams canceled, not being able to go to school because of school closures, some of them being in vulnerable positions at home. So some colleagues and I, and the team, decided to build on this and what we're doing at the moment is co-producing a comic. So a graphic novel with some really big name comic illustrators, and they found it really useful in being able to talk about their experiences of COVID, what they would like to see happen post-COVID, what it's been like from a young adult's perspective, and really unpicking some of the research so as to then also be able to inform future research priorities. So that's a project that came out of nowhere. And the great thing about this is that we've started it off in the UK, and hopefully—touch wood, it depends on some funding, but—we're going to be extending that globally, including to India and South Africa. And we really hope that at the end of this there'll be this community of young people who can really interrogate science and contribute to science in the future, especially the kind of science that relates to pandemic situations.

Alyssa Favreau  
Similarly to in North America, data in the UK indicates that ethnic minorities—which are often referred to as Black and minority ethnic, or BAME, groups—are disproportionately impacted by COVID-19. The numbers are staggering: In June 90% of English doctors who died of COVID-related illness were from BAME communities. And compared to white people, we know that Black and Pakistani individuals were almost two times more likely to die of COVID. And we'll link to those reports in our show notes, for our listeners. And this is on top of the fact that marginalized communities overall are more likely to have a poor quality of life and health. So communicating with BAME communities is clearly urgent. How do you create meaningful public engagement with these communities, that is accessible but also acknowledges that these communities rightfully might be skeptical and not trust scientific institutions and the people within them?

Dr. Bella Starling  
It's a really live and kind of distressing discussion, and I don't know if I have all the answers. Certainly not. We bring together, on a monthly basis, as a group of community leaders from Black, Asian, Chinese and other ethnicities from across Manchester. And that has really been just so enlightening for us to understand the fear and the experiences of what is happening in communities. And when I say us, I include researchers in that, and researchers often leave those discussions just, well 1) Incredibly moved, and 2) just incredibly informed about what is going on that they might not directly experience. 

Because we had that network set up already, it's been relatively easy for us to continue contact. And so at the same time, as you said, there's a real need for relevant and sensitive and contextual information and research involvement of those communities. And the NIHR who I mentioned earlier, the National Institute of Health Research in the UK—as I'm sure has happened in many other countries—when COVID hit has launched a number of funding programs to really understand [the] treatment, diagnosis, etc. of COVID. And one of the projects that this group of community leaders that we bring together has started to work on, with epidemiologists and public health researchers that we work with, is understanding and developing community and engagement materials related to COVID with a view to also determining research priorities for COVID within those communities. We just hope that it gets funded, because there's an absolute need for it. 

And yeah, I was talking to Grace—she's one of our community leaders who comes from an Afro-Caribbean background [and] is very well embedded within her community—and she said to me, and I could only agree with her, she said to me yesterday that at the beginning of COVID there was an amazing opportunity, as weird as it sounds, there was an amazing opportunity to really capitalize on everyone's interest in research and in health. But unfortunately, as the situation has progressed, both in terms of the disproportionate impact of COVID on Black and Asian communities, and also some of the difficulties in some of the communication and policies and policy reports that have emerged in the UK, that is not the situation anymore. And quite understandably, there is a huge amount of skepticism and fear, and we really need to be listening to that as a research community. Really.

Alyssa Favreau  
Just to round us off, we can't let you go without telling our listeners about Reform Radio and your project that hits close to our mission here at Broad Science.

Dr. Bella Starling  
Brilliant, I was hoping that you'd ask. So this is just the reason that Rackeb and I connected so well, I think, as well as just Rackeb being an amazing woman. 

Rackeb Tesfaye  
Aw shucks. 

Dr. Bella Starling  
It's so true though, it's so true.

Alyssa Favreau  
Agreed. 

Dr. Bella Starling  
So I run a project in collaboration with Reform Radio. Reform Radio is a digital radio station in the UK, based in Manchester. It broadcasts really cutting-edge arts and culture, from Manchester, but across the world. And it's a social enterprise that helps young adults, who are perhaps experiencing difficulties and challenges in their lives, to become creatives to become artists, to become communicators. And to excel and develop their talents in that way. 

So a few years ago, I just got in touch with Gemma, who's my partner in crime at Reform, and we just said, "Hey, if we were going to do something around science, and these young adults who have so much talent, and all these scientists who want to reach out to young adults and talk about their work and involve people in their work, what should we do?" And it was a bit of an organic process. But at the end of the day, what we do now is that every year we run a two week program where a bunch of about 15 young adults go through a program that Gemma and I have designed, which engages them with science, with scientists, but on their own terms. So they get to choose what kind of science they might like to explore, how they might like to explore it, would they like to explore it through audio, would they like to explore it through visual art, would they like to explore it through poetry. And at the end of the two weeks, based on their experiences and their interactions, they produce a radio show, which goes out live. And some of the packages are pre-recorded but the whole event is a live program that is broadcast on Reform Radio. 

Every year it just reaches a great audience, an audience that we wouldn't otherwise reach through our work within the NHS and health research. And the young adults then also go on to other things as well. So a couple of them are working directly now with researchers and kind of coproducing communications and engagements to do with scientific research, and it's been a wonderful initiative. It keeps on happening every year and it gives me fantastic opportunities to meet people like you guys who are doing such amazing things as well.

Rackeb Tesfaye  
Thank you so much Dr. Bella Starling for that really thoughtful discussion. Bella had mentioned something interesting after the interview that we want to share as well. She talked about how important it is to be aware of how politics right now can potentially interfere with building or maintaining trust with scientists.

Alyssa Favreau  
Right. As we mentioned at the top of the show, I think many of us don't really know what's happening or what policies to follow, and some of them don't seem evidence based, or are very clearly not evidence based. 

Rackeb Tesfaye  
Mm hmm. And on top of general distrust for government leaders, it makes it hard when those leaders say they're following the advice of scientists, while very clearly not following the recommendations of public health experts. Those actions then reflect poorly on scientists, eroding trust for them as well. And Bella pointed out that this is why it's so crucial to form relationships with communities consistently, and not just during heightened periods of crisis.

Alyssa Favreau  
And if you want to hear more from Bella, you can find her on Twitter @BellaStarling.

Rackeb Tesfaye  
You can also find us on Twitter @Science_Broads, and anywhere podcasts can be listened to: iTunes, SoundCloud, Spotify, Stitcher. And if you can like, subscribe, review, give us constructive feedback, we would really appreciate it.

Alyssa Favreau  
You can also find us on our website at broadscience.org. This episode was edited and mixed by Ryan MacFarlane, in partnership with CKUT 90.3 FM, as always.

Rackeb Tesfaye  
Please take care of yourselves and each other, and we'll see you next week. Bye.

Alyssa Favreau  
Bye.
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