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Treatable but not curable cancer: Supporting people to live well (August 5th 2026)
Liv (00:09)
How can we support someone to keep living well when their cancer is treatable but not curable?
Clip of Alyson
Alyson (00:13)
I would wake up during the night constantly I would wake up to make sure I was still alive how crazy is that you know I was scared to go to sleep because I thought I was going to die. So I would go to bed, go to sleep, wake up with a start and make sure I was... So I was exhausted, mentally exhausted.
Liv (00:32)
Hello, I'm Liv and my pronouns are she, her.
Emma (00:35)
And I'm Emma and I go by she her. Welcome to the Cancer Professionals Podcast, a podcast from Macmillan. In this series, we chat to a wide range of guests to share insights, experiences and perspectives on current issues faced by the cancer workforce.
Liv (00:50)
If you enjoy this episode, please subscribe, rate and share with your colleagues and friends. We'd also love to hear from you. Please get in touch to ask questions, give feedback or even to suggest topics you'd like us to cover by emailing professionalspodcasts at macmillan.org.uk. You can now also watch episodes on YouTube. Simply search the Cancer Professionals Podcast on YouTube and subscribe to stay up to date with the latest conversations.
Emma (01:12)
Before we get into today's episode, just a quick reminder about our listener survey. If you haven't had a chance to complete it yet, we'd really love to hear your feedback. The survey only takes a few minutes and helps us understand what's working well, what's been most useful to you, and what you'd like to hear more of in future episodes.
Your feedback plays a really important role in shaping the podcast and making sure we're creating content that's relevant and valuable for the cancer workforce. You'll find the link in the episode description.
Liv (01:40)
This episode contains conversations about living with treatable but not curable cancer, which you may find upsetting or triggering. Listener discretion is advised.
Emma (01:48)
Hello and welcome to the Cancer Professionals Podcast. In this episode, we're exploring treatable but not curable cancer. When an individual is living with cancer, that while it cannot be cured, treatment can be given to slow the progression, manage symptoms and improve quality of life and how we can better support people to live well. We'll be talking about language, identity, quality of life and health and social care professionals can help people live well for longer beyond the focus of scans, treatment and symptoms. We're joined by two brilliant guests, Caroline Tweedy and Alyson Thompson, Thank you both for joining us. Could I ask you to introduce yourselves and your connection to this topic? Caroline, shall we start with you?
Caroline Tweedie (02:31)
Yeah, so I'm Caroline Tweedy. I'm the lead Macmillan nurse at South Tyneside and Sundland NHS Foundation Trust. And I was also the lead project manager in the Living with Cancer project, which was sponsored by Macmillan.
Emma (02:45)
Thank you, Caroline and Alyson.
Alyson (02:48)
Hi, I'm Alyson Thompson, living well with treatable incurable cancer. I was first diagnosed in 2008 and then re-diagnosed again with incurable cancer in 2023.
Emma (03:05)
We're really grateful that you've come to share your experiences, your knowledge, your insights and your story with us. So thank you both so much for joining us. And Caroline, I wondered if we could start really by exploring that definition of treatable but not curable cancer. And what does that really mean in reality for people who are living with treatable but not curable cancer?
Caroline Tweedie (03:30)
Yeah, I think it's recognising that it is a massively grown group of people, but sometimes it's felt a little bit invisible within our healthcare systems. You know, w when we say treatable but not curable, we mean people who are living with cancer that cannot be cured but can be controlled for months, years and we're even getting to the point where it's decades. And I think there's a change of culture with regards to that. You know, a lot of people hear the words incurable and think end of life.
You know, they hear the words palliative and there's some really negative connotations that come with those words. But then we look at other, you know, if if we're looking at treatable but not curable cancer and the phenomenal treatments that we have now that can almost keep patients, you know, going for many, many years, it's on par with what we would call as a chronic long-term condition. And you know, if we think of other long-term conditions such as you know, chronic kidney disease you know, things like Parkinson's, HIV, again all potentially life limiting, but we know with the right treatment those patients can live very well. But I think for a long time that lens has been very different when we look at treatable but not curable cancers. And I I know Alyson on this podcast will talk candidly about how that lens, you know, and assumptions that people make when they get this diagnosis.
And we consider the volume of those patients that are receiving that diagnosis. So within our local trust, we get about 3,700 new cancers each year. And actually a third of them are are diagnosed with treatable but not curable cancer at diagnosis. That's a huge amount of people. And those patients, like I say, will sometimes live for months, some of those lit patients will live for years. But with the with the change in gear in in treatments we can often say that these patients are going to live for decades and that's the things that we need to support. And like Alyson will always say, it's about living well. And this is the culture that we are trying to change with the Living with Cancer project at South Tyneside in Sunderland.
Emma (05:37)
Thank you, Caroline. I think that really kind of shows that changing landscape and that changing picture and how we need to be talking about treatable but not curable cancer and that focus on living well. And I wondered in with looking and talking about living well that can look very different from person to person. And what does living well really mean in this context? And why is it so important that individuals are supported to really define that for themselves?
Caroline Tweedie (06:07)
Yeah, and I and I think that's very individual. What does that look like from each and every person? And I think from a healthcare professional, I think the first question you have to ask is, is what matters to you? And that will look very, very different to each and every other person. And it's kind of going beyond the surface of that and what we can do to support that person. But it's very much about doing a lot of those assessments and having those conversations very, very early on.
What we tend to find with patients with treatable but not curable cancer is that sometimes the wraparound support is very kind of absent in those early days of diagnosis. And it's only when the patient becomes in crisis point, you know, the wheels start falling off, you know, they end up emergency care, the treatments maybe not going as planned, that we see people step up with that treatment. But if we can look at that and have those conversations really early on using things like the holistic needs assessment. Trying to understand not just treatment toxicities, but what are the other social toxicities that we can look to support our patients? Is it maybe financial support, social support? Maybe the biggest and you know the and most important thing in that person's life is that cat. You know, and we've had patients where actually when the wheels are falling off and maybe treatment, you know, isn't working as well is that they've put off you know, accessing that care and that support because they're so frightened in case they've got to come into hospital and leave that most important thing in the world at home, that their cat. And if we have an understanding of that right from the beginning and pre-personalise it to that individual, I feel that we have the opportunities to ensure that each and every individual with this diagnosis could live to the best that we can support as well. But we have to work as a team and understand that right from the beginning.
Emma (08:02)
Absolutely. And from kind of the conversations that you've been having, could you tell us some of the work that you've been involved with through the Living with Cancer project and how this links with those personalised conversations and that really what matters to you question and bringing people on board to collaborate and be part of their care and support.
Caroline Tweedie (08:25)
Yeah, and I mean, like I I've said, you know, there there's been a lot of assumptions in the past of what it looks like to live with treatable but not curable cancer. And I think really the most important thing about this whole project was that co-production with patients right from the beginning to understand, you know, that the terminologies, the language, the pathways, the systems. What do they do to promote and what are those barriers that are there within our own healthcare systems that prevent them from doing what matters to them most. So we're sitting down and engaging with people from different cultures, different ages, different backgrounds, and understanding what it is as a system we can do to give them the opportunities to live as well as what they can do. And I I think when we talk about expertise in in cancer, those people with that lived experience bring us honestly the nuggets of gold dust of information that we had assumed we were doing the right thing. You know, that this I think that has been the golden thread throughout it, Never Assume. And the likes of Alyson and some of the steering group that we've had, we have been driven by those patients to understand what it really like, what it's really like. And one of the first things that they wanted to do is do something. So they created a resource, a video, around a table.
It was supposed to be just an hour and a half, but actually when we got them chatted, I had a big long list of questions and what I thought I was going to ask them. I mean, there was just no stopping them. That conversation went on for something like three and a half hours. And we had to edit it down to 11 minutes. But honestly, the the insight of just listening to that and with this project, we then had the challenge of getting that kind of conversation to areas where things start to work, those boardrooms you know,  those regional conferences, you know, things like this podcast and getting the word out there that, you know, words sometimes for them like palliative didn't sit well with them. They didn't want to hear palliative. They wanted to hear possible. They didn't want to hear words like terminal. They wanted to hear words like treatable. And that was really important for us of how do we translate that so that their voices are inter re intervened into everything that we do. And that was
I suppose that for us was a phenomenal part of the project was sitting side by side. It wasn't, you know, waiting till the end, doing a project and then saying, Well, what do you think about that? It was really right from the beginning and like you say, that the they've just been a phenomenal group, so inspirational.
Emma (11:00)
It sounds as though there was so much richness and impact that came from those conversations, from like not making those assumptions, the real power of language and how we can change and shift that It sounds like you've got so much insight from the people that you've been working with right from that beginning of that co-design and how that shaped the project going forward. And you mentioned that you were really hearing some of those kind of barriers and the challenges. And I wondered whether you'd be happy to kind of maybe share what some of those gaps or challenges that you've seen have really been. What were some of those threads that were coming out of the conversations that you had?
Caroline Tweedie (11:40)
we see a lot of inequity with patients who have got treatable but not curable cancer. I think one of the big inequities is that the way that we manage and the way that we look at data for these patients as well is very different to those with early cancer. You know, they we we're very driven by performance, you know, about you know, all of the different days that we have to measure that patient, 31 days, 62 days, and they fit neatly into boxes for that performance. And so they should. That drives accountability and that drives good outcomes. But with treatable but not curable cancer, there's a lot of that absent, a lot of that data that we can't capture with these patients, which when we talk about it being an invisible population, that's what I mean about that. And we know that what isn't measured isn't managed and we we've seen this throughout the project. And again, that is one of the challenges that we had is that invisible population. So we first need to look at is how do we how do we how do we translate that onto pieces of paper that people can say that this is important. We've seen challenges from patients from the ethnic communities who maybe had gone to say GP with a a symptom, which they had to go twice, three times before they were listened and they were heard.
We know that two thirds of patients who are diagnosed with treatable but not curable cancer at their first diagnosis, that two thirds of them come from our most deprived populations. So we have to understand is are they using this as a front door to get in to access cancer care when unfortunately we don't see the outcomes that we do see when patients come through a screening pathway? So we that's a challenge as well. And you know, from a person who is maybe on a contract, you know, where it's very unstable, that maybe the breadwinner in the house, you know, and a lot of our symptoms, that's a lot of our services are set up Monday to Friday, 9 or 5. You know, how do we give them that time to come into a screening appointment? How do we support that person with that? Or if English isn't the first language, we've seen a lot of patients where appointments have come through the NHS app but they haven't got the  digital literacy to access that and they've missed appointments. so again, it it's getting there's a lot of mistrust as well that I found with some of these communities as well. and again, we shouldn't be waiting for those patients to come through the front doors of emergency care. We need to get back to those grassroots of where they live and understanding those challenges. And again, when you co produce and you have those voices at the right place at the right time.
Like I say, that that's the gold dust to understand what those challenges are for those patients.
Emma (14:25)
Absolutely Caroline and certainly if we want to look at the barriers and the challenges and how to make those systems equitable, easier to manage. It's so important to have those voices of people who are really experiencing those difficulties, not making those assumptions and really working alongside people to improve their healthcare systems, their experiences and those processes and really embed people in the heart of that from all of those things that you've heard and it sounds like you've really heard so many stories and you've listened to so many voices and experiences. What for you has really stood out as the most important learning for professionals from the project and what you've heard from people?
Caroline Tweedie (15:12)
for me probably the most important thing is if you're devising any pathway or anything new, it starts with the people. It starts with the people that are using that pathway. And it shouldn't just be something that you add on at the end or grab out a survey or you know fill in a fill in a piece of paper with how did they experience that. If the best thing I ever learned from these projects is that your expertise or your communities your expertise come from people with lived experience and don't ever underestimate these people and what they can bring to that as well. And how actually, because of those voices and the storytelling that was so powerful from those patients, we were able to then secure a really complex business case to help secure us get another two year project manager in this post, which is a very difficult thing to do when you've got limited data but it just shows you if you sit down, speak to the right people at the right places, you can do phenomenal things like say that this is your PEPL, these are your vehicles to get you what you want, which is we want to be able to deliver the best outcomes and the best experience for these patients. And the other thing I think I probably learned as well is don't underestimate this population as well of what they can do. I mean, Alyson will tell you that one of the things is that people make assumptions that you can't do this, you can't do that. We wrap up our patients with incurable cancer in bubble wrap. And we underestimate what they can do. But if you give them the confidence and the tools to get fitter, to eat better, to manage their symptoms in a better way, it is phenomenal what these patients can do.
You know, that they're not there to write off, they're not there just to say, you know, we'll wait till things start to turn for the worse and then jump in. If you get them at the right spot, the right place and give them the right education and you know, Alyson will understand this, that we showed them some of the data. And as healthcare professionals, we are gatekeepers to that data to get patients to understand that this data has shown that actually, being involved in this bit of exercise can help with these outcomes we we've showed that with some of their immune systems and the response to that. Although again, research is limited, patients have got an appetite for that. And I think we have to deliver that to our patients.
Emma (17:33)
Thank you, Caroline. It certainly sounds like there's so much to take out of the project. There's so much learnings, next steps, and it sounds like you've had some phenomenal work that you've undertaken. And Alyson, it would be great to be able to kind of come to you now and bring you into this part of the conversation. And really kind of receiving that diagnosis of treatable, not curable cancer can be that life-changing moment and I wondered whether you would feel comfortable sharing what your experience was like when you were first told.
Alyson (18:07)
When I was first told about in 2023 that my cancer had returned, thank goodness my husband was with me for one, to support me because I think when you've been through cancer previously and had chemotherapy, radiotherapy, done the medication for a number of years and things like that and then you go on to, you're told to go and live your life again. You're not really given any tools at that stage. So I think again, you know, this whole project and everything like that encompasses right from the very beginning, your first diagnosis all the way through. But again, sat there with Alan in March and literally, I heard those words didn't hear them clearly, if that makes sense. So I heard that my cancer was back. And then I just think I went blank at that moment, I'll be honest with you. So literally I was in the meeting room, office and it was just, so we're gonna put you on this drug and I'll print off this information for you, that this drug, what this is gonna do to you, and we're putting you on this drug and I'll print off this information. So it wasn't clear at all because there was a printer going in the background and I was trying to digest, hang on a second, what the heck is happening here. Alan, my husband, who is phenomenal, literally sat there and took everything on board and then we were kind of just sat and I said I really I don't understand kind of what's going on what's happening because to be fair at that point there was no offer of any other treatment other than that kind of treatment that's what I was was going to get. Now at that stage was there any other options for me? I don't know. Had that been discussed prior to my meeting on that day I have no idea. I would assume it had but never assume anything So literally at that point

I think the maintenance that you have are like 10 minutes, something like that. To be told that devastating life-changing news in a 10-minute appointment is unacceptable in my opinion, completely unacceptable. To have then no mental health support offered at that stage as well, again, there needs to be some offer, some package of if you need it. Now, not everybody will need that.
But people might need that. So at that stage I was just crying unconsolably. So I was taken into another room with Alan and then that's when I was introduced to my dedicated nurse who was amazing in that first meeting. Literally unbelievable. And like Caroline said, she pulled things all the way back and said, you know, look at this like a diabetes. We have people living long quality lives with diabetes, but it's incurable. I think that word cancer still frightens a lot of people. So if we look at things differently right from the very beginning, If we explain things differently in those first meetings when you are informed that you have got this incurable disease, chronic illness, you know, it gets named a lot of different things. I was told life limiting. Well, immediately when you're told life limiting, puts the brakes are on. Your brakes are completely on because my life is now limited.
So what can I do? What can't I do? And you know what? There's not really a lot you can't do to be fair. There's really not. And there's a lot that you can do to help yourself. with, you know, going to the meetings and everything with Caroline, who every trust needs a Caroline, believe you. Honest to God, every trust needs Caroline. Because she opens doors for people. She gives you what we ask for is the unspoken permission to go and exercise. The unspoken permission to go for a walk. Because my cancer is in my bones. So it's in my spine, hip, both hips, pelvis, left femur. So what can I do? Well, do know what? I can do anything I want to do. I just need to switch that mindset from you're now life-limiting, you're palliative, which by the way, when I found out I was palliative care was when I went to radiotherapy on my left femur because the pain was just unbelievable I couldn't really walk and so I went for radiotherapy and you sign the forms when you go in you have to sign all these forms and right at the top in bold black ink in capitals palliative treatment I was like Hang on a second, what on earths going on here? So that's not even explained. It's assumed, you know, it's assumed you will follow one pathway. But you know what? There's multiple pathways. There's multiple things out there that you can do. Like Caroline knows, I live my life to the fullest. It was a massive wake up call for me. Not that I needed one, because I didn't because now I have the knowledge, I have the permission, the unspoken permission to go off and go on holiday, to go off to go to the swimming pool three, four times a week, go swimming, swim a mile a day and things like that now. I never did that because I was terrified I was going to do something to make things accelerate or hurt myself or go to my next appointment and be told what are doing that for? Things like that. So I think right at that very first meeting and again this comes from higher up, that very first meeting, the knowledge that we have now needs to be imparted onto the people who are now being diagnosed. Not knowledge from years and years ago where we used to wrap everybody up like Caroline said you know, there you go, there's your comfort blanket, you know, we might see you again, but chances are we might not, things like that. Them conversations are long gone. The conversations now are, let's live your life. And these are the tools that I'm gonna give you to live your life to the fullest. Now, whether you take advantage of that, again, is down to how you mentally absorb things and not everybody can do that. So that's why I think there should be mental health support right at the very beginning to do these, you know, conversations that don't have to be meetings. I went to see a clinical psychologist. Best thing I ever, ever, ever did. He's amazing. The guy who I go and see and I still go and see him now. So because sometimes like you know this year unfortunately two of my really good friends have passed away and that to me like it sparks things in your mind and I think if you ignored it you would be silly so it sparks things in your mind so he gives you the tools in order to work through those scenarios of what's happened and how you can move forward with that. So go on and say in a clinical psychologist one of the best things I've ever done. So yeah for me right at the very beginning of conversations give us some carrots, dangle them carrots in front of us and say if you do this exercise even if it's going for a walk this will help your rehabilitation through this and you will always be on a rehabilitation pathway, always, but it will help your rehabilitation. You will build muscle because believe you me, cancer will get your muscles. You will build muscle to fight as hard as you can, you know, to help yourself people need all these tools in place right at the very beginning.
Emma (26:45)
Thank you, Alyson. Thank you so much for your openness in sharing your experience of when you had that initial conversation and also for what's really helped you and what you found beneficial. That's so inspiring to hear. So thank you so much. And I think it kind of draws back to what Caroline was saying about the language that we use, how we frame those conversations, that shift in language and approach really matters and the impact that that can have on how somebody feels, not just physically, but that emotional, the mental and the psychological impact that that can have. Alyson, we talked a bit about the importance of language and the impact that words have and the way that we as professionals hold our conversations from your experience, Alyson, what can professionals do to ensure that those conversations where somebody is told about being treatable but not curable, how can we have those conversations that leaves people feeling informed and supported and like you said, hopeful?
Alyson (27:48)
think honesty, first and foremost, you've got to be honest. And you have to build up a relationship to be fair. As a patient, I have 100 % got to trust the person who is telling me you need to take all of this medication so trust is a huge thing. But again, terminal. That is a shocking word to use. Like, do know what? If we look at it in the grand scheme of things, we're all terminal. All of us. We are all living our lives to the best we can regardless of what illness that we might have or what we might have coming up and things like that. So we need to get rid of terminology that is archaic and prehistoric and get in the yes, you have got incurable cancer. However, we can do this to help you. We can send you into a group meeting. We can give you information for like-minded people who are going through exactly the same things as what you are, potentially scared to talk to their partners or their family for fear of upsetting them. We have two sons. I already told them in 2008 that I had cancer and devastated them. To tell them again in 2023 that it's back and this time it's not curable. How many times do I want to destroy my children? That's what's going through my mind, you know. So again, tools to help us tell our families how we approach this with them. We take a lot on ourselves, but believe you me, our partners take on a lot more because we are being looked after. We are the ones who are going to the appointments and having the scans and whatever it may be getting your bloods done every six weeks, mine are and things like that. So you kind of, live my life in 12 week cycles to a point. But my husband lives this every day and so do my children. But did I get any tools or anything from professionals right at the very beginning of how to tell them? No, I didn't. No. I just thought, right, how on earth, how on earth do we as a mum and dad, how do we package this to now go and destroy our kids' lives again? And that's what it feels like as a patient. people are gonna go through this, there's no getting away from it, and we are, do you know what, we're absolutely brilliant at detecting cancers now. We're phenomenal at detecting it. We need to get to that level like Caroline says, putting all these programmes in place to support people who are living with it, because we're living longer with it because of the treatments that are coming through. But we also need that mental health to run alongside us to support us because do I have down days? 100 % I have down days and I'll take myself away and I'll have a good cry because I'll get it out of my system or I'll give myself, it's something that's happened and it's just come to mind I'm now mentally strong enough to go actually I'm busy right now I'm not gonna deal with this problem I'll deal with you later on when I've got five minutes and you can have five minutes of my mind to worry and then that's all you're gonna get so where before it was constant from the moment I woke up till the moment I went to sleep and then I would wake up during the night constantly I would wake up to make sure I was still alive how crazy is that you know I was scared to go to sleep because I thought I was going to die. So I would go to bed, go to sleep, wake up with a start and make sure I was... So I was exhausted, mentally exhausted So to have those tools again from the professionals to walk you through these stages. And one of the best things I had done was a program and it was in January 2024 with Caroline and there was about four other nurses from the trust who gave up their own time out of hours to a group of ladies who had treatable incurable breast cancer and we'd done a six week wellbeing programme. Changed my life. 100 % changed my life. And we had people coming and talking to us. We had Caroline doing exercises, but fun exercises. Not this get yourself to boot camp for an hour and sweat for an hour and then come home and you can't walk three days. None of that. None of that. It was all about the education, about how your muscles frame your bones and all of that so there was all the educational part in and if you do this, this is what happens to your T cells, is what happens to your K cells, all of it, you learn all of that information. Now had I not gone on that program... Would I mentally be as strong as I am now? I very much doubt it. But those nurses gave up their time for us. So there needs to be a programme in place. And it might not be for everybody, but for people like myself who want to live their best quality life that they can. That was invaluable.
Advert for Motivational Interviewing 
Liv (33:25)
In this episode, we've been talking about how people living with treatable but not curable cancer can be supported to live well, stay active, and make choices that are right for them.
Emma (33:34)
Having the right conversations with the people you support can make a real difference. That's why we wanted to tell you about Macmillan's Motivational Interviewing course.
This course helps cancer care professionals workforce to have more effective, supportive conversations with people who may be considering changes after treatment, managing their health or making lifestyle changes.
Liv (33:54)
It's delivered through a virtual classroom and explores the skills and approaches behind motivational interviewing, helping you to build confidence in having person-centred conversations.
Emma (34:03)
You can find out more about Motivational Interviewing on Macmillan's Learning Hub. See the episode description for all the details. Now let's get back to the conversation.
Liv (34:12)
That sounds incredible. Yeah, that's amazing. You've mentioned kind of living in a 12 week cycle almost. so I wonder if you could share a little bit more about that kind of balance, how you balance living life to the fullest, like you said, and yeah, absolutely. That sounds amazing. But then also kind of the realities of, you do have a lot of appointments and blood tests and things like that. Could you share a bit more about how you balance those things, Alyson?
Alyson (34:35)
Yeah, initially it did, it becomes a bit of a, live your life by the hospital, makes sense. So you, kind of, where before you would go, right, we're going to go on holiday in, I don't know, let's our holidays for next year, for instance.
You're kinda like, that's a dream, that's exactly what I want to do. However, I need to get through my next scan and things like that. So mentally, I know I'm strong enough to go away, that kind of thing. So that was my initial kind of thought process. Where now, after being like... what is it, just over three years of being diagnosed now. Literally, I don't live like that anymore now. And again, that was with the clinical psychologist help of how to put things into perspective and how your mind will, if you let it, play tricks on you and things like that. So my 12 week cycle literally is every six weeks I get my bloods done and that determines what's known. I track one thing, which I mean, there's a lot of things tracked in my blood, but there's one thing that I track and it's the CA153 tumour marker. So I get this done every six weeks, along with other bloods as well.
I have a CT scan, the one that they put the contrast dye in. So that's every 12 weeks. And now in groups and things like that, I mean, it's got a name, it's called scanxiety. Like literally, because it's like, literally you have that, you have it. You've got a bit of anxiety until you go for your results. And sometimes those results can be back within like a week and a half. The longest I've had to wait is five weeks, five weeks for results and then now I've only got seven weeks before I'm back to where I was again. So it's really important for us as well to get our results as early as we can because then we can put all that to bed and live our lives. So yes, I live in a 12 week cycle. Does it affect me as much as it did? No, it doesn't. Do I still get the anxiety? Absolutely, I do. But not as bad as I did because I've got tools to help me through that and you know I live now by and I said what's gonna happen is gonna happen if I worry about it it's gonna happen if I don't worry about it it's gonna happen so why am I wasting my life worrying that's how I live now so you know and if the scan came back bad or progression or whatever it might be I'm sure with the wood phone is. It does not let us wait four or five weeks. The wood phone isn't getting us straight in. So no phone calls is great. But yeah, that's kind of how we live as It's not just me, it's the whole family, how
Even we've got our family WhatsApp group. And it's like every time the blood's come through with loads of celebrations, woohoo, free again for six weeks kind of a thing, you know? And it's just great. It's really really good. I dread the day that we're not doing that. But again, am I gonna worry about it? No, it's gonna happen sometime. Or is it? I might walk over the road and get knocked over. I would just say to people, know, get that support in right at the very beginning because the downward spiral that I had at the beginning is fast. If you let your mind go there it's very fast and for some people there's no way out. So get that support in right at the very beginning. Be honest. Be honest with people and I was told right at very beginning, I was asked, how much do you want to know Alyson? And I said, I want to know everything. Because I'm like, I want to know everything. That bit about prognosis, I think should be taken away personally. I think it should be taken away. Because I was told my prognosis which started a clock ticking in my head, which sent me on a downward spiral and I ended up in clinical psychology.
Liv (38:49)
Yeah, thank you so much for sharing and I love what you said about kind of your mindset now and that you said earlier that you will give yourself kind of five minutes to worry and yeah but then you can you have the tools in place to kind of stop that from spiralling and yeah that's it sounds like such a healthy mindset to have thank you for sharing. Can you tell us if there was kind of one piece of advice or support that you've had what is it that's made the biggest difference to you?
Alyson (39:15)
I think enablement. So enable us to do everything and don't disable us education is a massive part. So we need to educate everybody, employers. Employers deal with this. We know one in two people are diagnosed with cancer. So in every single organisation, people will deal with people who have cancer. So all HR departments, everybody who comes into some contact with somebody who has cancer or their relative has cancer needs to have some form of Education for me are the two pieces that everybody needs to have in their life plus like-minded people who gone through exactly the same so these groups that is set up and I'm part of an all-men's group believe it or not I'm like this, I'm the honorary lady in the men's group. It's great, I love it. So we'll go out for meals and everything like that. but we all go out and partners go out as well. It's got over 100 members now. And we'll go out, or we'll go for a walk, or we'll do whatever.
Liv (40:28)
that's brilliant. And the partners and wider family are involved as well. Because like you said earlier, like it just impacts the whole family and your wider support network as well. Kind of everyone is going through that with you.
Alyson (40:40)
It is, and it's, you know, good things can come out of this. So it's not all negative. It's not, I mean, it's not great. I mean, don't get us wrong. know, like if I could have bypassed it, I certainly would have But it's giving yourself You know, you have to look for these opportunities now. And we've done that, the booklet, There's one document now that signposts everybody where they need to be, if they need help and support, or if they just want to read the document by themselves. I wish I had had that when I was first diagnosed. would have really helped me.
Liv (41:13)
And Caroline, Alyson shared that that kind of enablement has in many ways been the biggest difference. What can professionals be doing to support that enablement?
Caroline Tweedie (41:23)
Alison's already touched upon it, we really measure success on survival, we measure success on bloods and scans. What I would like to say is see professionals be able to celebrate the success of somebody like Alyson going on another two holidays that year, of somebody who got back to work, for somebody to go and do a 10k hike.

You know, these are even just being able to do the school run that particular day, but there hadn't been done it for a month, you know, if we could celebrate these things, the  things that matter, the things about, you know, patients being able to live and turn those things on their heads, then would people like Alyson be walking that tight rope of that those bloods and those scans? if we could look outside of that success of what that is, and like you say, the North Star for these patients isn't just years and decades. It's about how well do they actually live. And that that's the enablement part. It's giving them the confidence. And I think Alyson will talk candidly again about the challenges of family and friends again, making assumptions of what you can and can't do, and not, you know, make like I say, Alison's so inspirational with what she does.
But I always remember one story Alyson, you told about, the Supper Club and some of the assumptions that people thought it was too much for you. you started getting all the RSVPs saying, actually, no, I'm not going to come because I think you should be saving your energy for other things, that's something that really matters to Alyson, being able to cook for family and friends. That the kind of person Alyson is. So what I would say is what we need to do is give our patients and just as important for those carers and those family members to have that confidence to see what these patients can achieve physically, but also like what Alyson was saying is giving them the tools so that to have the strategies to think in a different way, not that constant, fight and flight, what will my scans show? What will my blood show? having that input from a psychologist or a counsellor or somebody with those tools and expertise to say, actually we can rejig the way that the brain thinks. Like sometimes, our work in fitness, and we teach people about how to lift weights. Well sometimes those weights are in your brain as well. And sometimes those things that we tell ourselves, we have to keep practice telling them, just like we have to pick up weights. And that's the phenomenal things about psychology and support.
What I do as a trainer, they do as a psychologist about practicing those things, which I imagine Alyson has had to do over the years, because it's not easy to think positive. It's it's something that you regularly have to do. And cognitive behavioural therapy, trauma-infused informed counselling, these are some of the phenomenal things that we can do for our patients. But there's such a what I found in the Living with Cancer project was is that we've got all this access to pharmaceuticals and all these phenomenal treatments that are keeping our patients alive.
But what we are still seeing is massive gaps in that supportive wrap around treatments. You know, your exercise, your psychology input, those peer support groups, they are just as important as those pharmaceuticals. They are an adjunct therapy. We know people who are more socially connected do better. We know if people are physically active, do better. But yet, you know, like you say, prehabilitation is very much sitting in that early cancer setting. It's sitting in surgical.

Well, actually we know that rehabilitation should be sitting in the living with cancer. We should be optimizing these patients. We should be enabling these patients. It's not just enough to sit and wait for these patients to deteriorate. And we've got some phenomenal clinical trials coming through now that prove that this needs to sit just alongside our radiotherapies, our chemotherapies and our immunotherapies.
Liv (45:15)
Yeah amazing and I think like you say the results and the impact that it's having for people living with treatable not curable cancer can be absolutely huge
So Caroline, in healthcare settings, obviously appointment times are so limited like Alyson has mentioned, and there's a lot of other pressures and strains on the workforce. What can staff be doing to support patients with treatable but not curable cancer and really provide that holistic support?
Caroline Tweedie (45:39)
First, I want to say is that there's a lot of moral injury for a lot of our cancer nurse workforce and some of the other HPs as well. They know what they want to deliver, but trying to deliver that when they're looking at caseloads of sometimes two hundred, three hundred patients is so difficult. And what I would say is that Alyson talks about the value of what her metastatic nurse did with setting up that group.
There was four of them who had phenomenal caseloads of patients. But what they learned was is that sometimes clinical work it becomes overwhelming. But where the true value in your role is, is sometimes stepping outside of that clinical work and doing things differently. And like I say, they took on this extra work and delivered this six week program for patients living with secondary breast cancer. And they'll always say they'll say how difficult and hard it was.
But the dividends that are paid out, you know, the response, I mean the tears at the end when they got to that end of that six weeks was phenomenal. So what I want to say is have a look at the service that you're doing every day, sometimes it becomes a bit like wallpaper. And stepping out of it is really, really hard. But honestly, the outputs and the outcomes for those patients is endless. Like I say, Alison's met people she would never have met. She's got a WhatsApp group that facilitating that own support.
We can't be everything to everybody, but these patients, like I say, our expertise within what they know and what they do every day, there's something in that and the peer support that they can give one another, if you open the floor to them to be able to do that is phenomenal.
Liv (47:20)
Thank you, thank you for sharing that.

Emma (47:22)
Thank you, Caroline. And thank you as well, Alyson, for sharing all of your insights and your experiences. I do have one more question for you both. what would you like listeners to take away from this episode? So Alyson, could I come to you first?
Alyson (47:38)
To enable us, don't disable us.
Emma (47:43)
Thank you, Alyson. Really powerful. Really powerful. Thank you.
Caroline Tweedie (47:46)
Look behind the diagnosis, look at that person with ambitions and relationships and goals and really get to understand what matters to them. It's not just the scan results and the bloods that really define what living is about. And hopefully that this conversation today reassures them that it's not just about treatment, it it's about living to the fullest.
Liv (48:10)
What a brilliant message to end on. thank you both so much for joining us today.
I know I found this chat really inspiring and it's really powerfully highlighted that living with treatable, not curable cancer is about so much more than like you said, those treatment, those scans, those results. It's about the person behind the diagnosis, what matters to them and how we can really support them and their family and their support network to live as well as possible for as long as possible. Alyson, thank you so much for sharing your personal experience so honestly, so openly and for reminding us how important it is to listen, to use language carefully, and also to recognise the impact that your care is having on everyday life, but also your identity, your family and your wellbeing. But absolutely, we're going to take that message of living life to the fullest. That's really come across. Thank you. And Caroline, thank you so much for bringing your professional insight, your practical advice on how health and care professionals can make conversations more personalised, more supportive and more focused on quality of life and living well. Thank you both so much for joining us on the Cancer Professionals Podcast.
Emma (49:18)
You've been listening to the Cancer Professionals podcast, which is brought to you by Macmillan Cancer Support. If you're a health or social care professional working in cancer care, visit membership.macmillan.org.uk to find out more about Macmillan membership, which includes a range of education and training resources and access to our learning hub. links to the resources mentioned, see the episode description.

Liv (49:41)
If you enjoyed this episode, follow us so you don't miss our next conversation, where we'll be joined by Irene Tuffrey-Wijne and Amanda Cresswell to talk about how cancer affects people with learning disabilities and how professionals can make adjustments to address inequities in care.
Emma (49:55)
We'd love you to rate our show and share with your colleagues. Get in touch with us by emailing professionalspodcast at macmillan.org.uk. New episodes are released on the first and third Wednesday of each month.
Liv (50:07)
I'm Liv
Emma (50:08)
And I'm Emma, and you've been listening to the Cancer Professionals Podcast by Macmillan Cancer Support.
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