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[Start of recording]

[upbeat electronic music 00:00:00—00:00:05]

00:00:04 Sadia	Hello, and welcome to the Fuse podcast, Public Health Research and Me. My name is Sadia, and I’ll be your host today. I’m a Fuse public partner and a health and racial equity consultant. Today’s podcast will be looking at a study on improving Muslim women’s uptake of cancer screening. This study—the IMCAN study—was done with Dr. Floor and Dr. Rawand, who I am super, super excited to invite on today’s podcast. Welcome Floor and Rawand.

00:00:40 Floor	Thank you so much for having us, Sadia.

00:00:42 Rawand	Thank you.

00:00:43 Sadia	Brilliant. And, just whilst we’re letting the public know about us and this study, could I invite you both to let me know a little bit about your background and your roles in this study?

00:00:56 Floor	Brilliant. Thank you. Yeah, so my name is Floor Christie-de Jong, I’m an associate professor in public health in the School of Medicine at the University of Sunderland. And I’m also associate director for Fuse, the Centre for Excellence in Public Health Research. And I lead the IMCAN study.

00:01:16 Rawand	I am Rawand Jarrar, I’m a postdoctoral research associate at the School of Medicine at the University of Sunderland. And I’ve been working with Floor in the IMCAN study for three years.

00:01:32 Sadia	Fantastic, thank you so much. And I guess we should start with the IMCAN study. First of all, I’d just like our listeners to know that IMCAN is actually an Arabic word. This word means possibility, opportunity, and even capability. And this is exactly what the project is about. So, Floor, Rawand, please tell me about the research that you have been doing.

00:02:02 Floor	Yeah. It’s so nice that you knew that and obviously Rawand is from an Arabic background and she chose that wonderful title, which I think is so well suited to the study. So, yeah I’m really pleased with that, thank you for picking that up. So, everyone knows, I think, that if you pick up cancer early you have a much better chance of better outcomes. So, higher survival, less illness. So, early diagnosis for cancer is really, really important. And in the UK we have really good cancer screening programmes around breast, bowel, and cervical cancer screening. So, we have all of these wonderful programmes. But not everyone takes up those programmes. And so we know that there are around four million Muslim people in the UK—so that’s a really huge population, a really important population. A diverse population, of course—there is, you know, many different people in that group. 00:03:03 But they do share that religion. So, there’s one element there that they share. And although we don’t collect cancer data by religion, there is some data to suggest that actually, there is lower uptake of screening programmes among Muslim people and therefore they are at higher risk of finding cancer later on. And so that’s a health inequality that we really want to address. It’s really important that—we feel that that’s unfair, and that’s preventable, and so therefore we wanted to do something about that. So, we started working around well over six years ago, initially funded by the Scottish inequality funds. I started working with the University of Glasgow; Professor Katie Robb who I collaborate 00:03:53 closely with. And we started working with ten Muslim women in Scotland. And together we sort of explored what made it harder and what made it easier to engage with breast, bowel, and cervical cancer screening. 00:04:06 And we also then working with an alimah—and so an alimah is a female religious scholar—and so we take faith as an enabler. So, we take it from a positive angle and say how can faith actually help and support women to engage with cancer screening? And so together with the alimah and with ten Muslim women in Scotland we developed a workshop. And the workshop was two hours long and consisted of multiple parts. So, there was one part that—and we also trained women from the community to help us deliver the workshop. And so the first part of the workshop was led by our peer facilitators—the women from the community who we trained up—to talk in small group discussions around what makes it hard or what might make it easier to engage with breast, bowel, cervical cancer screening. So, small group discussions, all very informal and no right or wrong answers, just really getting people to think around what that may be. 00:05:12 And then we work with a GP, Dr Anna Matthews, in Scotland. And she talked a bit around this is what screening is, this is what you can expect, and this is what might make it a—you know, some practical tips, for example around bringing a sheet around, you know, maintaining modesty, for example. Or, you know, that you can ask for a woman to do your screening. So, some practical tips. Then the next part of the workshop—so the third component, if you like—was that we had some videos of cancer survivors talking around, you know, this was, yeah, their experience of cancer. But also some videos of women talking around their experiences of cancer screening. And then the last part of the workshop is our alimah, Cerysh Sadiq, who is absolutely fantastic, and talks around cancer screening from an Islamic perspective. 00:06:11 So, how does Islam actually support cancer screening? So, all of that together is a two hour workshop and then initially we asked the women a week later through a focus group, “What did you think of the workshop? What did you like, what did you not like?” And so we then refined the workshop a tiny bit. But overall the feedback was really, really positive. We were then really lucky and we got funding for a feasibility trial of the IMCAN study from Cancer Research UK. And we started that over three years ago and we are running until this summer—the end of the July—but the study is nearly completed. And so the feasibility trial—it’s a big word, but it’s really sort of trying to find out whether we can run this as a randomised control trial. We ran the workshop again, sixteen times, both in the North East as well as in Scotland. 00:07:15 And in total two hundred and sixty-one women took part. And then we asked the women—before the workshop, we asked them to fill in surveys and lots of questions around what do you know about cancer screening, how do you feel about cancer screening, what do you do—so, do you go to 00:07:35 cancer screening? We asked them those questions before the workshop, after the workshop, at six months after, and at twelve months after. And so we’re really trying to see if there is a difference before and after the workshop. And so we work very, very closely with the community to run those workshops. We have two women from the community on our research team: our wonderful Fozia Haider and Cerysh Sadiq. So, they are members of the community and they are fully integrated into the research team, really making sure that the voice of Muslim women is integrated at every step of the research. 00:08:20 So, at twelve months follow up, we found that the data is really showing us that women’s knowledge went up after the workshop and it remained up at twelve months later. Some of the barriers that women encountered changed after the workshop. So, for example, how women felt about going for a screening, or how fearful they were of screening. Some barriers didn’t change. So, for example, one barrier that is quite important is that women would worry about, you know, not wanting a man to do the screening. And that didn’t change later on, and we also didn’t expect that to change because they still didn’t want a man to do the screening, and neither would I. [chuckles] So, some things didn’t change and that’s okay. But we did sort of help women to think around, you know, how to ask for a woman or a female healthcare provider to do the screening. We also found that women’s intent to take part in a screening really changed. So, many more women said, “Yes, I do want to take part in screening when I get invited.” And then because the study is a feasibility trial we didn’t have enough time to really see everyone through those cycles of screening, but we did have twelve months and we found out, for example, for cervical screening, there were around eighty-two percent of women who were invited for screening in those twelve months, did actually go for screening. So, that’s a really positive sign in terms of going into the right direction, encouraging women to take part in screening.

00:10:10 Sadia	Yeah, most definitely. I mean eighty-two percent is a high number. And just hearing what you’re saying, I mean, that’s about seventeen workshops that you’ve done, so that’s a lot of women that you’ve engaged with. And you’ve also looked at the different types of women when it comes to Muslim women. So, I know you mentioned you had an alimah, which is amazing. And definitely using faith as a way to encourage people to get involved in research and their health, I think is just so beautiful. And I really, really, really want to know what has inspired you to work with Muslim women?

00:10:51 Floor	Yeah, it’s a great question. So, I lived in the Middle East for ten years. And there I worked with Arabic women around breast cancer screening. And so they were predominately Muslim. But I also worked with Filipino migrant women around cervical cancer screening, so they were predominately Christian. And I found that actually the barriers to engaging with screening—so, taking part in screening, doing screening—were actually very, very similar for these groups. They were really different groups in terms of faith, but also in terms of affluence, if you like. So, for the Arabic women, many of them were educated, many of them came from quite well-to-do backgrounds. For the Filipino women, a very large percentage were working as domestic workers all over the world. They didn’t have much money and so they encountered different challenges to engage with cancer screening. 00:11:49 But actually what made it harder for them to engage in screening was really, really similar, even though these groups of women were really different. And actually, what could help was also pretty similar, and particularly in terms of faith. They had this faith—different faiths, but actually the message coming from faith around taking responsibility for your body, looking after your body that God or Allah has given you, was really dominant in both those groups. And so that’s sort of where the idea came from of what we call an asset-based approach, so using a strength in a community and utilising that in health promotion, and in this case cancer screening. Does that make sense?

00:12:35 Sadia	Fantastic. Yes, yes, I think that’s so interesting that two groups can be quite diverse but actually there is some commonalities that make barriers or pros very similar. So, I think what I’m hearing is that, when it boils down to it, we’re women at the end of the day and we do have similarities and we do have similar fears and similar wishes. So, that’s great to hear. It’s nice to know, like they say, one womanhood—we’re all connected in one way. I think that’s fantastic.

00:13:10 Floor	Yeah, yeah.

00:13:10 Sadia	And just thinking about, you know, you both have had amazing careers and you’ve done some good research. Has this felt any different to other projects you’ve done? Maybe in terms of diversity?

00:13:22 Rawand	Yeah, it’s definitely different. So, for this group, we had to consider the unique barriers and facilitators experienced by this group when it comes to cancer screening. And we hear the participatory approach to the design and delivery of the workshop is important. So, for example, working with Muslim women to deliver the study that is specifically made for Muslim women increased the impact. So, for example, I’ve just started also working with Floor on a new project about early diagnosis of prostate cancer for Black men and there are different barriers and facilitators experienced by this group to prostate cancer diagnosis. And this led to a design of a different intervention that addresses different barriers, so I can emphasise how participatory approaches are important and impactful. 00:14:27 And of course, when delivering the intervention beside that we also had to consider the different types of support needed by women. For example, we had to look at the language support needed because a lot of our group are English speakers, or they’re Urdu speakers and speak English as a second language. We had Bengali speakers. So, we had a lot of diversity that we had to consider and prepare for to ensure that all types of women are included. And we also had to consider the access to the venues, so we looked at community centres that are in certain areas that Muslim women frequently attend. Also consider the access need to the online workshops.

00:15:20 Sadia	Fantastic, yeah. From my own perspective, I am Muslim and I—it’s nice to hear, not only is there research being done and that people like me are involved in research and doing the research, but actually that the research is being done to benefit them. And I think that’s something that we’re seeing on the rise in research, is that the research is more varied and it can apply to more people, and actually we are making changes for not just the general public but specific communities and making sure that that works towards a greater and healthier whole population. Which I think is just wonderful. I mean, there is no benefit in me being healthy if my neighbour isn’t healthy, if my community isn’t healthy, if the people I work and live with aren’t healthy. So, it’s just great to hear that we have initiatives like this. And I’ve just got to ask, you know, as a Muslim women, I know if I’m working with anyone the first thing I want to do is—you will come to my house and you will have a cup of tea. If nothing else you need a cup of tea and biscuits. So, I’m going to ask you, what did you enjoy the most from working with Muslim women? And actually what surprised you?

00:16:43 Floor	Yeah, that’s a lovely question. And actually we had some dissemination events recently—that’s a whole mouthful, but it means sharing with the community what we found. So, we went back to one of the mosques in Glasgow and one of the community centres here in the North East and we celebrated the study. And Dr Anna Matthews said something that really resonated with me. She said how much she felt welcomed as a non-Muslim woman into the community, and I feel the same. I’ve also always felt this when I was living in the Middle East; the warmth of people welcoming you into their community has been tremendous. And never have I ever felt me as a non-Muslim woman and coming with this research idea was somehow not acceptable. I found that really generous and really, really amazing. Yeah, and so it’s—I’ve really—and that’s not—oh, maybe that is a little bit surprising. I don’t know if that would be the case in other communities or not, but it’s been so wonderful. I’ve really, really enjoyed working with Muslim women, really warm and welcoming and fantastic. Yeah.

00:17:58 Sadia	Yeah, that is great to hear. And as well, you know, the way that you’ve been speaking about this project, I think it really emphasises that when we speak of, kind of, Muslim and Muslim women, it’s not just one culture. So, like Rawand said, you know, you had people who spoke Bengali, people who spoke Urdu. You had people who spoke Arabic. So, there’s all this mesh of different cultures all together when we think of Muslim, and especially Muslim women. And to hear that actually you still felt included even though there was that really big mix is just so positive to hear. I think that’s excellent. And that’s what we want at the end of the day. We want to be able to have conversations and to communicate with each other and feel like family, feel like friends. It’s all about making sure that we all work together, we all enjoy our time together, and that is indeed a very beautiful thing. Did anything—Rawand, did anything surprise you when working with Muslim women?

00:19:08 Rawand	Yeah, so I myself am a Muslim, but I’m from an Arabic background. So, as you said, every culture is different. So, you get South Asian culture, Arabic culture and there are differences. But it was good to also explore different cultures, because we Muslims are not just one thing, one culture. We have differences. So, that was good. Also it was nice to go to the mosques or community centres and work with the women. It was nice. I was pleasantly surprised with how receptive women were to the intervention, how welcoming they were and how the intervention was well received in the community.

00:19:56 Sadia	Fantastic. Thank you so much. And I know we’ve mentioned and we’ve touched on a little bit about kind of wider research and this going towards greater inclusion and diversity when we do our research. And I was just wondering, why is it important that we get the views of different types of people, especially in research?

00:20:19 Rawand	So, every group is unique, so health needs differ between groups, health behaviour and also health-seeking differ between different groups. And when also looking at Muslim population it is important to acknowledge that it’s not a homogenous group. There are so many differences. It includes people from a wide range of ethnicities, cultures, languages. They come from different socio-economic backgrounds and they—also the way they practice Islam is different. So, like, the decree and how they practice Islam also differs between individuals. So, we need to account for all these different factors when designing and delivering public health intervention because, as Floor frequently says, the ‘one size fits all’ doesn’t work always. So, we need to have this tailoring for each group.

00:21:22 Sadia	Great. Yeah. You know, I think as well, there’s this thing of what works for one person doesn’t always work for another, but actually, there may be some crossover and something you’ve not even thought about. Maybe something that works for a similar group or even for a very different group. So, again, you know, it’s very important when it comes to research that we are ensuring we have all of these different types of people. And sometimes when we think of reaching out to groups that traditionally haven’t been involved in research, researchers will use the term ‘seldom-heard voices’. I was wondering If you’ve heard that before, how you would define it, and how has your work accomplished in reaching these voices?

00:22:10 Floor	Yeah. I am going to rely here on the wonderful Fozia Haider who is part of our team. And she—so she is a member of the community and she came on board to the research team as what we call a community recruitment lead. So, she was facilitating the recruitment of the women in the North East. And she is quite outspoken about this term, saying, “‘Seldom-heard voices’? Well then you’re not trying hard enough. Because we’re there, but you’re not listening.” And so I think what we did in this study is that we really used what we call a participatory approach; so we really worked in partnership with Muslim women. So, first of all, of course, you know, our co-design, right? So, we made the workshop in partnership with women from the community, so I think that’s really important. Then what was also really important was that we had a really dedicated public involvement and community engagement group, so that was what we called our PICE group. 00:23:15 So, women from the community who at every step of the research advised us. And so, all the way along of the IMCAN study, we checked in with them. We checked in before we went, we did an intervention, we asked them, “We think we should do it this way. We have developed a little poster. Do you want to have a look at it? What do you think? Do you like this drawing? Do you not like that text?” And so we really drew them in. And Rawand has been really phenomenal in driving that; really consistently going back to them. Also sort of analysing the data, listening to them in terms of, you know, how to disseminate the data. And so, as I said, you know, we were—the other day we were in Glasgow for one of our dissemination events, and I had forgotten that one of our PICE group members has said, “You know, it would be really nice if you could make a bookmark with something around the IMCAN study.” 00:24:19 And then—and we did. So, we did. It was such a lovely idea. So, we created this bookmark, or Rawand created it, and we got this printed. And so we shared those bookmarks. And at that dissemination event she said, “Oh hey, that’s really nice. I had that idea and now I see it here.” So, we really had a very dedicated PICE group who we listened to and we really valued their voices. So, that’s—sort of going back to how we work in partnership with the community. So, we had the co-design, we had the PICE group. But then I think where we went a step further is that we had Fozia and Cerysh on our research team, so they were really there at every meeting. And they were really valued members of our research team. You know, they felt comfortable to speak up whenever they felt that was needed. They were always listened to. 00:25:20 And so I think they were really, really ingrained in the study and I think that has made the study really strong. And then I think what we also did is then, you know, we really tried to make the study relevant by having that sort of more cultural lens. In this case in terms of faith, and we used faith in a positive way. We also used other elements, I think, from the community. For example, you talk about community feel and family feel, so there’s also something that we use, sort of, you know, trying to stay healthy for your family, for example. Again, that’s something that we feel is a strength in the community and we utilise that. So, coming back to your point around the ‘seldom-heard voices’, I think they don’t need to be seldom-heard voices, we’re just not reaching out enough, I think. And so we need to—as researchers, we need to be better about. And I think with IMCAN, we really manage that. And so, yeah, by having that voice really working in partnership—and then also sometimes really having the guts, I think, to hand over control to the community. Sometimes thinking, “Okay, well, you know, I just need to trust that this is how it is.” And that is difficult, I think, sometimes for researchers. But ultimately this is for the community and it needs to be by the community.

00:26:42 Sadia	I just think that is so wonderful, you know. It’s like we’re flipping the narrative and we’re saying, “The people are speaking; you as a researcher, we just need to get you over to where they are.” And I think that’s fantastic. Yes. Definitely. Find the communities, go to them, get involved with them. And I think one really golden nugget that I heard from you just now was the research team—having people on the research team that actually have that lived experience and that connection to the group of people that you want to work to, sounds like that was incredibly, incredibly helpful to have. And, like you said, they were really welcomed members of the research team. So, definitely, listeners at home, that is something to take away with you. And, in line with that, I was wondering: do you have any advice you would want to give to someone working with the Muslim community?

00:27:41 Rawand	So, for this community, it’s important to be culturally sensitive when approaching the community. Be aware of their culture and what they need. But at the same time we need to avoid stereotyping as well. We need to be prepared to accommodate all the diversity of people in this community and making connections with the key people and organisations that will help us access those people and help us access what researchers call ‘seldom-heard voices’ because that’s very important. And we have to just give a huge thanks to Fozia and Cerysh and our PICE members who were very helpful with that and they gave us all the insight we need. And it’s always important to ask. There is no harm in asking and being prepared before we go to work with this community.

00:28:42 Floor	I just wanted to echo that. I think just ask, and if you don’t know, just ask. So, I initially went to Glasgow central mosque and just out of the blue asked, you know, “I have this idea. Would you work with us?” And they were incredibly open to that. And so, leaving your stereotypes at the door is really important. But if you don’t know—for example, if you’re going into a mosque and you don’t know what to wear, how to dress respectfully, ask. You know, and I think the women—as I said, women are so welcoming and actually really enjoy it if you just ask and show that respect and that you have thought of it.

00:29:29 Sadia	Yeah, and I think that’s important to emphasise that it is okay to ask. I think people can tell when someone is asking with general curiosity, when they’re asking with the intent to learn, asking with the intent to be respectful. And people are very open with giving answers and sharing their culture and their religion. And, yeah, definitely people—it is okay to ask. In fact, it is encouraged to ask. Fantastic. Now, in terms of the research, we’ve heard so much about it. What is next?

00:30:12 Floor	So, at the moment we are working on writing up the results. We have shared the results with the community in two events. We also have a website. And so we have some easy, accessible tools to share the findings. So, there’s a little animation on the website that tells in about one and a half minutes what we found. And we also have that in Urdu and Bengali. The animation shares the findings of the study in about one and a half minutes, so if people want to find out a little bit more. But we will also write up the results for academic papers. We have presented at quite a few conferences. So, what is next? So, we did a feasibility study. So, as I said, that was really sort of trying to find out can you run this as a randomised control trial? Now, randomised control trial we see sort of as the golden standard. And you can almost compare that to, you know, testing medicine. 00:31:10 So, if you were testing medicine, if you would have a paracetamol, you would give—one group of people you would give the paracetamol, the other group you wouldn’t, and then you sort of check the differences in terms of outcomes, whatever you’re looking for. Do people have a headache, or not have a headache 00:31:27? That sort of thing. And so that works the same with something like this. So, what we would want to do is test the workshop on a bigger scale and as a randomised control trial. So, we would give some people the workshop and some people not the workshop, or maybe later, and then again sort of ask those questions around what do you know about screening, how do you feel about screening, and actually do you go for screening? And after the workshop—before the workshop and after the workshop. So, really then testing the workshop on a larger scale. So, that would be the next step. Now we obviously need to have funding for that, so that is what we’ll be focusing on in the next few months; trying to find a new funder. We are incredibly grateful to Cancer Research UK for funding us, and for the Scottish government for funding the initial pilot study. But we will be looking for new funding to continue our work because we think it is really important and that it can help save lives. And important lives.

00:32:39 Sadia	Well, I for one will certainly be praying that you get more funding and that this can continue and share more goodness. I think it’s amazing—

00:32:47 Floor	Thank you.

00:32:48 Sadia	—what you’ve done so far. And I am aware that I’ve thrown a lot of questions at you both, so if I can, just one more question, which is: if you had one message for our listeners to take away, what would it be?

00:33:03 Rawand	Thank you. The main thing which made this project a success is working with the community throughout the study. So, that’s very important. And making connections, being aware, getting insights into the needs of this community is very important. I know it sounds like a lot of work but it’s very fulfilling and in the end it’s going to be all worth it.

00:33:29 Sadia	Amazing, thank you.

00:33:30 Floor	Lovely. I would just only reinforce that, yeah. Working in partnership—really in partnership, and true partnership. And hand over, you know, when you need to. Ultimately this has to be for the community, by the community.

00:33:48 Sadia	I think that’s lovely: for the community and by the community. Thank you so much Rawand and Floor for joining me on today’s episode of Public Health Research and Me. We have talked about the IMCAN study, which is to improve Muslim women’s uptake of cancer screening, and we have loads and loads and loads of wonderful advice throughout the whole podcast. I can only thank you both so much for your time, energy, and effort in not only this episode but in your wider research. So, thank you so much for coming today.

00:34:25 Floor	Thank you so much for having us. Really appreciate it.

00:34:28 Rawand	Thank you a lot, thank you Sadia.

[upbeat electronic music 00:34:30—00:34:37]

[End of recording]
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