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[Start of recording]

[upbeat electronic music 00:00:00—00:00:06]

00:00:06 SX	Ping. Ooh, a text. Not like Love Island, obviously. Who is it? Oh God, my stomach sinks. Universal Credit. What do they want? Why does it always provoke that sinking feeling? That dread? You always have to answer quickly, too; it’s almost like a demand. “You have a message. You must go to your journal and sign in now. This is important.” Okay, okay, okay. I’m doing it. Okay. Universal Credit, log in. What’s my username again? It’s my email. I can never remember it. Nope, that’s not it. Have I typed it correctly? Try again. Okay, relax. Think about it. Right, okay, breathe. That’s it. What’s the password? Is that it? Nope. Okay, send new password. Okay. Now wait. Oh God, oh God, how long does this take? No email reminder yet. Okay, breathe. But what if they’re going take my money away? What if I’ve done something wrong? My heart’s going. Beads of sweat are breaking out all over my body. Deep breaths. Ping. 00:01:05 Ooh, an email. Email reminder, password. Oh, yeah, that’s it. Okay, back to the page. Right. Page has timed out. Ooh, phone ringing. It’s shrill. The tone suddenly vibrating shocked me. Cancel call—argh, I didn’t even see who was calling! Oh God, it could have been important, who was it? Check quickly. No, don’t recognise the number. Will they ring back? Can’t think about that now. Okay, log back in, correct details. I’m in! All fidgety. It’s loading. “We will call you if we need to get in touch with you.” What? That can’t be right. Hang on, wait. I’ve got to click on ‘journal’. Okay, click on ‘journal’. “You are claiming ESA. You may be affected if you do not inform us.” Yes. Wait. Is that it? All that stress and worry for that? For f—sake. Am I supposed to respond to that? I message asking about this. State of disbelief now. Got to calm myself with a cup of tea. God, I hate this benefit. Ping. Guess who that’s from? Let’s log in again. Message. Reply. “It’s just an automatic response we send out.” Oh, that’s alright then. Thanks for giving me a mini heart attack. And breathe.

00:02:14 Ella	Monologue. Written and performed by a member of the UC Creatives.

00:02:21 Cheryl	Welcome to the Public Health Research and Me Fuse podcast. I’m Cheryl Blake and I’m a public partner with Fuse. I’m here today with PJ and Mel from the UC Creatives. Welcome to PJ and welcome to Mel. If you would like to introduce yourselves please, that would be great.

00:02:38 PJ	Thanks. So, I’m PJ. I was a co-producer, facilitator, and I also did the workshop for poetry and writing for UC Creatives.

00:02:48 Mel	Hi, my name’s Mel and I was a participant in the group. An expert by experience, as we like to call ourselves.

00:02:57 Cheryl	Yes, we do. [chuckles] Right, so, if you could tell me about the UC Creatives—what it is and where and that idea come from—that would be great?

00:03:06 PJ	So, if you go back to February 2020, I was speaking at a lived experience event in Gateshead. And during the halftime, when I was munching on a sandwich, a lady approached me and said, “Hi, I’m Mandy Cheetham. I work for the university in Newcastle and I have a project I think you’d be great for.” COVID erupted. So, six months later, Mandy and I finally get together on Zoom, as it was our life for the next year and a bit—

00:03:37 Mel	Yes, yes.

00:03:39 PJ	She wanted to co-produce a project around a study which the NIHR were doing, which was a multi-university, England and Scotland, around UC and its effects on mental health. And she wanted me to be the co-producer on this. So, I started working with her on the questionnaire. We designed flyers and adverts for participants. I was on the interview panel which ultimately recruited Steph Morris, who was our researcher. And then we started work on the survey. So, if you go forward a few more months—so we’ve got quite a few results in now. We had a meeting and Steph and Mandy said, “Oh, the stories we’re getting. The data that’s coming out. It’s so deep, it’s so emotional. We can’t just leave this in a research paper, this has to go out in the public domain. You know, what should we do? What should we—you know, how do we do this?” So, we just started batting ideas around. You know, I knew poetry and Steph liked photography. And Mandy said, “Well, I know this lady called Lisa, who back in the day was an art therapist and, you know, we could build something around this.” So, we then started planning for—as unnamed, but what would ultimately become UC Creatives.

00:04:44 Cheryl	Right, brilliant. So, what is it the ‘UC’ bit stands for, just to be clear?

00:05:21 PJ	It’s Universal Credit.

00:05:23 Cheryl	Right, okay, thank you.

00:05:24 PJ	And it has its own meaning, because it means ‘U C us’, ‘you see us’.

00:05:29 Cheryl	Oh! See, I didn’t get that bit. I like that. That’s good. Okay. Right, so how do you actually go about doing something like this, and how do you get it off the ground?

00:05:37 PJ	Yes, it’s a—that is the thing. You need money. Because every great idea is going to stay an idea until you’ve got funding.

00:05:45 Cheryl	Unfortunately. [chuckles]

00:05:46 PJ	So, we started looking at arts themed associations. And our first one that we got into was the Catherine Cookson Foundation. And once we managed to get an application in with them we got funds from Newcastle University, Northumbria University, and the Economic and Social Research Council. And that ultimately became our pot of money. You know, when we applied for these funds, we were already co-producing, so that was the cornerstone of literally every application we made. So, we knew we were good there. The one thing that tripped us up almost immediately was we had to collaborate with another organisation. And we hadn’t expected that, so we kind of parked that for a moment whilst we went looking for a hosting facility; you know, where we were going to meet. And so, Steph eventually came back and said, “I’ve met this great person, Megan. She is at the St Vincent community centre in Newcastle. And it’s a great venue. She’s really enthusiastic. 00:06:51 And it gets even better. Because they’re a social hub, they do all kinds of art things themselves. They’ve got pie and poetry, you know, events and all kinds of things. They want to know if they can bring some participants in?” So, we had a quick—it was a no brainer, it was like, “Fine, we’ll do half and half. We’ll bring some people from research, some people from the venue. We’re collaborating. We’ve got our collaboration.” So, having got our venue, we then started to do the planning for the three workshops. So, we’ve got digital imagery, poetry and writing, and we’ve got mixed media and marking. And the ‘marking’ meant that everything from charcoal to crayons to paint was involved. It did everything. So, in February 2023, we kicked off. We had three consecutive weeks of workshops, and then we started to develop the ideas from there. 00:07:50 Then at this time—around about this time Megan was transferred to the Deaf Centre and, because we have such a great rapport with her, we moved over to that new venue as well and continued to work. And then during that time another organisation which we worked with now several times, Cap-a-Pie, came onboard and they did a writing and drama workshop which was great fun and kept the energy going as we were heading towards our ultimate aim of the public exhibition. And the next stage was we recruited a lad called Jacques and he’s an art master’s student from Newcastle University. And he came in with loads of great ideas about how to put the work on display, make the biggest impact. And in June we had our public exhibition and it was attended by over a hundred people.

00:08:46 Cheryl	Oh, that’s brilliant.

00:08:47 PJ	And finally, Jacques photographed and digitised the entire exhibition. And so all the content from it can now be seen online at the UC Creatives website.

00:09:01 Cheryl	Brilliant. That’s going to be really exciting to look at. That’s great. So, who was actually involved in UC Creatives?

00:09:09 Mel	Well, I was one of them. I was recruited through being interviewed by Steph, to talk about my experiences of claiming Universal Credit. But we had such a mixture of people, as PJ explained. Some came from the St Vincent side and some through that research. But we had such varied backgrounds: lots of different ages, different genders, different ethnic backgrounds, different life experiences, and different reasons for claiming. So, factors included having long-term illness or going through a relationship breakdown, domestic abuse, homelessness, immigration, poor physical or mental health, redundancy. And often it was a combination of those things that led us to having to claim Universal Credit. But we were all united by the fact that we had to claim and that unfortunately it did often have quite a negative effect on our mental health.

00:10:01 Cheryl	Yes, it’s definitely well known that that happens. [chuckles]

00:10:06 Mel	Afraid so.

00:10:06 Cheryl	Can be a very, very stressful time. So, what opportunities have there been as a result of this project?

00:10:13 Mel	So, so many. It’s been fantastic, it’s been really wonderful. So, lots of direct opportunities for us as a UC Creative group. So, we had the exhibition that PJ has mentioned that was on at the Deaf Centre in June 2023, but it’s still available online and still viewed regularly. Some of us in the group have been able to meet MPs, including the MP for Newcastle Central and West, which covers where the Deaf Centre is. We’ve presented at conferences and workshops, sometimes by actually speaking or by displaying some of our artwork, or sharing recorded pieces that we made specifically for those opportunities. And that’s been presented to DWP staff, academics, GPs, primary healthcare workers. A couple of us attended the London School of Economics event at the end of the last year in person, and a couple of others of us were involved by recording pieces in advance for it. 00:11:12 After which we were able to be involved in producing a blog and then contributing to papers that we hope will be published at some point. Some of us attended the Women’s Budget Group training session and following that wrote some blog posts that have been published. Other blog posts via the Social Policy Association. Some of us contributed to the Women of the North report with Health Equity North and then attended the launch in parliament. We were able to meet with MPs and the national lead for women’s health there. And again, as a group, published a blog post via the National Institute for Health and Care Research. There’s this podcast. But as individuals as well, because of the opportunities that we’ve been given, and the personal development we’ve gone through, and the passion that we’ve found, we’ve got stuck into so many other things, and we’ve been able to speak up for other causes that are so important to us. And that includes working with Changing Realities, supporting victims of domestic abuse. 00:12:14 One of us has gained some counselling qualifications. We’ve got an advocate for Alzheimer’s Research UK, who is involved through lived experience of a family member. Some of us have made contributions to government enquiries or have been involved in campaigns about housing and homelessness through See Me North steering group, or mental health services through the NHS Trust, or poverty through the Gateshead poverty strategy. Some of us have lobbied MPs, contributed to government enquiries. And all of us, on some level, have been able to share some of the skills that we’ve gained through being part of the group.

00:12:51 Cheryl	I should imagine you’ve gained lots of skills from all that.

00:12:54 Mel	[chuckles]

00:12:54 Cheryl	That’s very, very impressive and, like, a massive platform to sort of be able to jump forward and do other things, like you say.

00:13:01 Mel	It’s been a spring pad, really. [chuckles] It’s really launched us.

00:13:04 Cheryl	[chuckles] Yeah, definitely, it sounds like it’s been great. So, how was the experience from doing this been different to like anything else where you would normally take part in research, like, a more traditional way? And would you recommend doing it like this in a more creative way?

00:13:23 PJ	Well, I think we live in a world surrounded by Instagram, TikTok, the little snippets of creativity—things that you can fire up in a moment. So, I think if you tap into what the workshops did, they weren’t in-depth learning. It was just a spark to help to release people so they could create what they were feeling and helping them to release that. The ingredients of the research stories—the emotion, the fear, the mental health struggles—are transferable into art. What went into research is on show in the exhibition. They’re basically one and the same thing, from my point of view.

00:14:10 Mel	And as a participant it was so engaging. A lot less threatening than having questionnaires to fill in or be interview by someone or—it was just—it was fun. It was, “Come along to a group and have a dabble with some art stuff, and splash paint around, and take some photos, and get some words on a page.” But when we started going through it, it really tapped into artistic abilities that… sometimes we just didn’t know we had them. And other people may have done artistic things in the past but it was some time back, so it was maybe at school or college, or it was a hobby. But it just brought all of that together and helped us to rediscover it. And then what we produced was very visual and that non-verbal communication was a way to grab people’s attention and draw them in. And then once they’d looked at the visual part, they were reading the words that went along with it. So, what we produced had more impact by having that visual element. And then, speaking personally as well, it was so therapeutic for me to use art to process what I’d been though.

00:15:10 Cheryl	Do you feel like you got your viewpoints and feelings across more than you would have in a written paper?

00:15:18 Mel	I think it gave us such an opportunity to explore what was going on with us. And to really examine how we could convey an experience by using images, or collage, or random words that then may or may not come into poetry but the words by themselves had that impact. And then, because the workshops were over a period of time, we had plenty of time to develop what we were trying to say as well. To look back on it and say, “Ah, wait, if I do this as well, this will show this.” Spark ideas from each other. So, I think it’s partly the process and partly the amount of time that you naturally had to give to it that really enabled us to say what we wanted to say.

00:16:02 Cheryl	Oh, I think that’s a great thing about art; it is very therapeutic. Particularly for something like this, you can sort of be able to express ourself more. And like you say, spark other people as well. So, you know, you can get inspired by what else someone else has done. And it is a great way—and it’s—do you find it’s a more interesting way to put your thoughts across? Like, if you were offered the chance to do something like that again, would you automatically go towards the art again or would you rather do it in a traditional method?

00:16:34 Mel	I think I would jump towards art. I love creative things anyway. I also love words; I do enjoy writing. But I think the coupling of them together has such an impact more than just words on a page could do. And I think I’ve really learned that, that when someone was looking at an image, a collage, or a set of photos, they could really engage with that. And then, they might look at the words that go alongside. But the photos or the art would help bring the words to life.

00:17:06 Cheryl	Did you find that, PJ, with the poetry, that you could express yourself better than sort of being constrained to a certain format?

00:17:13 PJ	Oh, yeah, absolutely. Because, you know, you paint a picture with words. You’re trying to convey not just an event or a happening, you’re telling it how it affected you, you know, on all levels. What is it like to go without? What’s it like to feel crushed? You write a thing and you hope the person reading it gets all of those things back from it.

00:17:41 Cheryl	It is nice just to share how you’re feeling, isn’t it? And have you been surprised by how many people have also experienced the same things?

00:17:48 PJ	Well, one of the things with UC, unfortunately, is—and I’ve met people from across the whole country. It’s sadly a consistent story. I very rarely meet anyone who’s had anything other than a really problematic time with it. And I think that, you know, it is a systemised thing. So, it’s delivered almost identically everywhere it’s done. So, it harms a lot of people in a lot of different places.

00:18:20 Mel	Definitely. You can become very isolated when you start claiming benefits. And, as I mentioned earlier, there are so many, often traumatic, reasons that somebody could be in that position. And you can feel very lonely. And there can also be a stigma and a sense of shame attached to it, so you’re not necessarily open with other people about what you’re going through and the fact that you’re claiming at all. So, having this very natural way to be brought together and to discover that there are others like you and that you do share it, there isn’t any shame actually, it is something that could happen to any of us, it was a big support. But it also led to a lot of frustration to learn, wait, hang on a minute, all of us here for such different reasons are in this horrible situation where claiming a benefit is exacerbating our difficulties. So, that helped to fire us up, to be honest. To speak out and fight.

00:19:14 Cheryl	Yeah. I definitely could have done with that myself when I was going through it. It’s a very, very stressful time. So, what is next for the UC Creatives then? What do you want to see more of in the future?

00:19:28 PJ	Well, for ourselves, we are exploring new funding opportunities. It’s—because we are considering where do we go next? We’ve got various ideas. Do we become a model for others to copy? Do we go into mentoring for the creative process so that we can help others make a difference in whatever they’re going through, in whatever, you know, part of life they’re in? Because, you know, lived experience is an incredibly powerful thing and any way we can get it—empower voices from—out into the open is a good thing.

00:20:10 Cheryl	Oh yeah, definitely agree with that. The thing with lived experience is it is powerful, like you say, but it’s also very emotive. And that’s something that I’ve always said, that I’ve done lived experience work for quite a while now—well, many years actually. [chuckles] And it’s something that I personally have found really helpful, but I have also seen researchers get a more valued opinion of speaking to lived research than trying to work things out themselves. So, I think to be able to put that experience towards UC and hopefully—hopefully [chuckles] get a better outcome out of it down the line, or at least a way to help people express how they’re feeling, that’s a very valuable thing.

00:20:52 PJ	Yeah. That’s what we think.

00:20:57 Cheryl	[chuckles] So, how has it impacted on you personally? And has it helped you? For example, was there anything you found easier to say through the creative work than words alone? Which is slightly what I’ve touched on actually already. So, was there anything that’s actually impacted you personally or is it more of a group sort of dynamic?

00:21:12 Mel	I would say definitely, as individuals, it has impacted us so much. I mentioned earlier about how therapeutic I found it to use the creative methods to process some of what I’d been through. I’d had such a traumatic time really; a few life circumstances coming together exacerbated by the whole process of claiming Universal Credit. I felt like I’d really lost my identity and my purpose and myself, really, and I was in a very low place. So, gradually, by coming along and taking part in these activities, I rebuilt my confidence. I developed those creative skills. I found joy in life just by taking part in the workshops but I also felt that I was able to start telling my story. And I found a new sense of purpose and established what my new identity was. And I realised I still had value even though my circumstances had changed. 00:22:07 So, I found that voice and that passion and motivation and empowerment, to be honest, to speak up and fight and say, “Look, this situation isn’t right. Here’s my personal experience of it, but I am one of a group and we’ve all got these stories to tell.” So, collectively there’s even more power in that. And, as I say, that frustration that came from finding that so many of us had these negative experiences also helped to motivate and fire us up. So, when I think back to who I was when Steph first did the interview with me and how I’ve developed as a person through the workshops and through the opportunities it’s given, I really do feel like I’ve rediscovered myself and that I am a stronger and better person. And just that sense of self-value and self-worth that it’s given me, I just can’t speak highly enough of it, [chuckles] it’s been wonderful for me.

00:23:01 Cheryl	Oh, that’s lovely. That’s really nice. And I think that’s part of the problem with, you know, stresses and strains through life, particularly around benefits—again, because of the stigma amongst other things—it is very hard and you do feel like you lose yourself. And you do feel like you become a number—if you’re lucky to just feel like that, [chuckles] you know. You do feel very lost and, you know, it’s great to hear that this has helped you sort of like re-find yourself. And other people, as well.

00:23:29 Mel	It really has. One of the activities we did was to try and think of just a couple of words of a short phrase that perhaps summed up what message we wanted to get out there, and mine was, “I am an individual.” Because I felt so pigeon-holed by a system that assigned me a number and didn’t actually take into account my very unique circumstances. Because every one of us has got a different and unique story to tell and a different life that’s going on. And a system can’t take all that into account, but they’ve gone too far the other way. So, yes, I am an individual but I’m also an individual that’s a member of this group and we can work together to try and make a difference.

00:24:07 Cheryl	Yeah, you don’t feel listened to, really, do you, by UC or your little notes that you manage to write in your little—to your work person. [laughs]

00:24:14 Mel	Yes, exactly.

00:24:15 Cheryl	So, it’s nice to be able to express yourself. What about you PJ, did you find anything impacted you personally?

00:24:21 PJ	Well, yes, because obviously I found poetry and writing very therapeutic in my mental health journey. And then to sort of go from being in workshops to running workshops and giving that opportunity to others. You know, when I see Mel, Ash, Yvette and others, you know, how they’re forging ahead and embracing what UC Creatives has become, it’s just a wonderful thing for me.

00:24:50 Cheryl	Yeah, I know I’m quite excited about it so now hopefully our listeners will be as well. So, just as a little add-on there, if someone wanted to do something to help, to raise awareness or to join you, what was it that they could do?

00:25:02 Mel	I’d say in the first instance check out our exhibition. Go and have a look at the link and look at what we’ve had to say and share that with others. It will help you to learn about the issues surrounding Universal Credit and the claiming process. And I would also say try to challenge prejudices. And you might have your own; I had some that I had no idea that I had until suddenly I was one of those people who claims benefits. So, I had to challenge my own underlying and unconscious prejudice. So, examine your own [chuckles] and see if there is anything you need to challenge in yourself, but look out for it in society as well. Speak up. If someone says something about, “Oh, those scroungers,” or, “Those layabouts,” or, “The people who can’t be bothered to get a job.” So, many people on Universal Credit are working but they are so low waged that they need a top-up. So, that’s an opportunity to just speak up, not let that go by.

00:26:00 Cheryl	Definitely. PJ, was there anything you wanted to add?

00:26:04 PJ	Well, and if you want to contact us directly there will be an email address which you can then contact us directly.

00:26:12 Mel	Especially if you’ve got any funding to offer. [chuckles]

00:26:15 Cheryl	[laughs] Of course. Thank you. If you had one message for our listeners to take away, what would it be?

00:26:25 PJ	I would say it’s not that difficult. Have a go. If you’re running research, if you’re a support group, putting art into it, it’s not a difficult thing to do. Have a go. It will be a glorious thing. It will help the people in the group and we always need to educate the general population. We need to keep telling people about things and letting people understand the world better.

00:26:56 Mel	Yeah, I can certainly agree with that. But I would also say that, on a very personal level, what I’ve learned and what I would like others to be able to take away is that this can happen to anyone. Just completely out of the blue. You can feel so stable in your life circumstances and something can happen and suddenly you’re claiming benefits. It really can happen to anyone. But if it does, you’re not alone.

00:27:17 Cheryl	We will be putting the links to any of your information in the description of the podcast so that’ll be really great for people to be able to follow up on anything that they find interesting. So, I would like to say thank you for both you PJ and you Mel. I’ve really enjoyed this conversation and I for one am definitely going to go have another look, because little things you’ve said now that have really made me feel [chuckles] excited. I definitely want to have a look. So, thank you very much for your time today. It’s been lovely.

00:27:44 PJ	You’re welcome.

00:27:44 Mel	Thank you.

[upbeat electronic music 00:27:45—00:27:52]

[End of recording]
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