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Speaker 1 (00:05):
The diagnosis of breast cancer can cause a life-changing ripple effect of impact affecting those we love the most, and those upon whom we lean for comfort and strength in the most challenging of times. My name is Ash Ashley Hurley, and I'm CEO O of Breast Cancer, Ireland. And you are listening to More Than A Lump, a podcast that talks openly and honestly to a selection of guests about their very personal connections to breast cancer, be it through their career choice, their own firsthand experience of the disease, or through sharing the experience of close family members. My conversations will center on how breast cancer has informed their perspective on life, love, family health, the goals and aspirations. Although each story is utterly unique, the one common thread that runs through each one is that breast cancer is more than a 
Speaker 2 (00:46):
Lump. 
Speaker 1 (00:47):
This episode of More Than a Lump is proudly supported by Care Plus Pharmacy. CarePlus is Ireland's leading community pharmacy brand offering expert advice and services for healthier and happier you. You can find your nearest care plus on Care plus dot e or follow them on social media for daily health and wellness tips. 
Speaker 2 (01:08):
When 
Speaker 1 (01:09):
We were considering titles for our podcast last year, the phrase more than a lump captured the notion that not only can the signs and symptoms of breast cancer be more than a lump, but so too are the impacts of a diagnosis on those around us. However, when it comes to a certain subtype of breast cancer, the disease may not manifest as a lump at all. In fact, in the case of invasive lobular breast cancer, you're more likely to have a thickening area of breast tissue. In today's episode, we focus on this type and speak to Chevon Freely, who was diagnosed with stage three lobular breast cancer in 2015. Following extensive treatment and surgery, she became interested in patient advocacy. She set up Ireland's first breast density patient advocacy group, www.bing dense.com. Shaman, you're very welcome to more than a Lump. 
Speaker 3 (01:53):
Good morning, Ashley, and it's just amazing to be here. I'm delighted. Thanks very much for having me. 
Speaker 1 (01:59):
So, I suppose taking us through, um, first and foremost for our listeners, tell us a little bit about 2015 when you were initially diagnosed. 
Speaker 3 (02:08):
Yeah. Okay. So, um, 2015 it began, uh, with, um, my husband, well, it didn't begin, but my husband was diagnosed with prostate cancer. Mm-hmm. <affirmative> in, uh, March of 2015. Mm-hmm. <affirmative>. So 2015 was a particularly difficult year <laugh>. Um, and, and I suppose like a lot of, um, families where cancer comes in, um, you know, you, you deal with it, you get on with it. We had, um, two, we have two sons. Uh, they're adults. So that made it a little bit easier that I didn't have small children or, you know, we weren't looking after a young family, but Paul's diagnosis meant that, um, he was, he was, he was diagnosed early. Anyway, we, we spent the summer. I, I, I was, um, involved in a lot of activities. I've always been somebody who, who, who kept herself really busy. Um, I started a, a new job, uh, in a new post anyway, in, uh, September. 
Speaker 3 (03:11):
And by the time we got to, I suppose October Paul was finished, his, his treatment, um, we went on a family holiday. I was absolutely exhausted. And looking back, I had been exhausted, you know, most of the year, probably a little bit earlier. I'd had all sorts of diff difficulties with, um, you know, I was told that I had, uh, um, asthma, never had asthma. I didn't have asthma. But what was happening, um, was that my immune system was literally on the floor. Oh. Now, I didn't know what was going on in my body, but my body was absolutely crying out. But I put it down to Paul's diagnosis. I put it down to the new job. I put it, I was literally going to the doctor in the, you know, queuing up at six o'clock to see a doctor so that I could get to work because I had a new job and I didn't want to be missing. 
Speaker 3 (04:04):
Mm-hmm. <affirmative> time. Mm-hmm. <affirmative>, I had been diagnosed with rheumatoid arthritis. Okay. And I mean, you look at me now, and you, you'd say, rheumatoid, I don't have, you know, symptoms. Um, so there's a debate as to is it rheumatoid or is it another type? But there is a, an autoimmune, something going on. Okay. So, so I, I blamed that. So, and, and, and, and medically, I suppose that's what they were looking at. They weren't really looking at, uh, cancer at all. Mm-hmm. <affirmative>. So, uh, conversation and work, sorry if this bit long-winded, but conversation and work with, um, uh, a colleague, um, she said her brother had just been diagnosed with, with cancer, and, you know, she had tears. And I was in with her, and I went on the way home that day. I got into my car afterwards, and on the way home, I thought, do you know what? 
Speaker 3 (04:51):
You really need to go and see what the, you know, is, is wrong. And I had always had this area in my right breast. I'd had it checked, I'd had it biopsied. Um, I'd had it, uh, I started having mammograms in my forties because I had friends who had had breast cancer, some benign lumps, some with, uh, cancer lumps. So, you know, as a, I suppose as a thinking woman, and as somebody who was in a, the lucky position where I had private healthcare, I was able to start my own screening early, okay. Mm-hmm. <affirmative>. So we had looked at, uh, benign breast s lumps, and we had looked at cysts, and we had biopsied this area, and everything was fine. And then I was told, look, you don't need to be coming here to the hospital anymore. You're 50 now. You can go to breast check. 
Speaker 3 (05:41):
So that's what I did, signed up for breast check. And prior to my diagnosis, I'd had four clear mammograms, the most recent one being in June. Mm-hmm. <affirmative>. So as I was going to the doctor now, you know, in December, I've the new job and all the rest of it, 2015, I, I, I wanted to check it out, but I absolutely didn't believe there could be anything wrong, cure, mammogram, hanging onto that. So I deliberately didn't go to the gp. I had always gone to, I thought I'll get a fresh pair of eyes, fresh pair of ears. So I went to, uh, a, a doctor who wouldn't necessarily know me within the practice mm-hmm. <affirmative>. And I said, look, I don't want a mammogram. I want an ultrasound. I want the next level Sure. To look at this. Mm-hmm. <affirmative>. So that's what we did. And, um, yeah. 
Speaker 3 (06:32):
So two weeks later, I was in the triple assessment, uh, in St. Vincent's, um, which is excellent. You know, it's one of the centers of excellence for breast cancer. And, uh, I was seen very quickly, and I was ushered from the mammogram to the ultrasound. And then you have a, you know, the best part about the triple assessment is somebody puts their hands, you get a, a manual breast exam from a surgeon. And, uh, I mean, I think I knew, I, I, you know, I, I was reading faces and Eyes and, you know, nurses trying not to meet me head on with their gaze, you know? So, yeah. Um, I was told that, well, I actually wasn't told immediately. I was just told that, um, they, they, they had done a biopsy, uh, or they wanted to do a biopsy. So, and they're having the biopsy done, and there was one click, two clicks, three clicks. 
Speaker 3 (07:25):
And I thought, well, that's fine. And then into the axilla, and there were four more. And I knew then, I mean, the tears were, were rolling down my face because they're not doing seven biopsies, you know, for, for no reason. For no reason. Yeah. So, uh, look, the, the term cancer didn't come up, but I remember saying to the surgeon, um, could it be benign? And he said, not unless you are extremely lucky and have an, a very large, no, a huge, huge cyst. The world huge. Okay. Huge cyst. So I came home thinking it's huge <laugh>. Mm. I was pretty much on the money. It turned out to be a seven centimeter lobular breast cancer tumor. Wow. 
Speaker 1 (08:12):
My goodness. 
Speaker 3 (08:12):
So, there you go. 
Speaker 1 (08:13):
And just to explain to our listeners the difference, because I do understand with invasive lobular carcinoma, that it is not, it is more than a lump. It is not a lump. It can, it sometimes not present as a lump. Yeah. So how would you know? 
Speaker 3 (08:28):
Look at it. It's, it, that's why I was, so, when I saw these podcasts coming out, so I have to say Ashlyn, I just thought, oh my God, you know, I use the, the expression, uh, not just a lump. And here you are more than a lump. I thought, this is perfect for laar. So I can't believe that we're actually doing this now. It's wonderful. Um, how would you know, uh, so the, the, you know, the classic warning signs, um, for breast cancer and all the, all the education that has been for women and all the awareness talk about mm-hmm. <affirmative>, the lump, you know, your, your, and I remember having a system, I left breast, which nothing to do with cancer, but I remember it was that little p shaped nodule. I was in the shower, you know, I found it in the classic way. 
Speaker 3 (09:11):
I went and had biopsy. There was nothing there. Mm-hmm. <affirmative>, this is different. This can be, and more often than not, it presents as a kind of a thickening, you know, that you have this palpable area mm-hmm. <affirmative>, and unfortunately, prior to research, you know, the type of research that we have now, we'll talk about that later. But unfortunately, it wasn't actually being picked up because it's incredibly hard to see on standard mammography. Mm. Um, it grows in a different way to ductile breast cancer. So ductal does form that lump. Mm-hmm. <affirmative> lobular quite often, most often, uh, not quite often, most often doesn't form a lump because it lacks a protein called eira. Okay. Now that's a scientific term. Sure. So we don't necessarily have to go into it, but that's it. That's, that's why, and that's what research is all about. Mm-hmm. <affirmative>, so it lacks this eira. So that's the protein that binds the cancer cells together. Okay. So they they're not, they're not coming together. 
Speaker 1 (10:16):
Yes, exactly. So 
Speaker 3 (10:17):
There's, there's no, it's like the glue. Yeah. 
Speaker 1 (10:19):
They're free floating. They 
Speaker 3 (10:20):
Are. Yeah. They're, they're, they're, they're, they're growing in single, single file. Single. Yeah. 
Speaker 1 (10:25):
Okay. Okay. So that is very hard. But I suppose signs and symptoms that we always talk about fatigue is one, never to, uh, put aside, you know, you do have to understand that if you are experiencing, you know, enormous fatigue, that is not really relatable to anything. Mm-hmm. <affirmative>, I mean, I know you said well work and your husband and everything mm-hmm. <affirmative>, that you could take that as being, well, of course you're gonna be really exhausted from all of this running around new job, you know, looking after him, et cetera. But really, people do need to be very, very aware. 
Speaker 3 (10:56):
Yeah. I, I think, you know, as women as well, we, we, because we, we are the people that a lot of the responsibilities fall to. Okay, sure. Whether you're working or not working. Mm-hmm. <affirmative>, you know, a lot of women have small kids, young families, um, you know, if your, uh, stay at home mom, you know, but your life is just busy. Yes. My life was busy. Mm. And, and I, you know, I, the, I just, you make excuses. Women make excuses. We shouldn't, but we do. And, and that's, that's life. But I think your gut feeling, I think you listen to your gut mm-hmm. <affirmative>, and I was trying to have my right breast looked at. I, I did everything that I possibly could. I had it checked. I went to the doctor time and time again, you know, I took the, the evening primrose oil, which they told me would help, you know, I, I went, it was biopsied five years earlier. 
Speaker 3 (11:51):
Um, and I mean, I had no way of knowing that this thickening or these cysts or whatever, you know, were, were, were there. And I was, I, I, you know, like I said, I turned up, I told people, I said, you know, I have this palpable area. Um, is, and, and it was checked, and I think had I been five years later on, it probably would've been picked up because, you know, we're learning so much. I mean, if you look at what's happened over the last 10 years in relation to triple negative breast cancer, you know mm-hmm. <affirmative>, um, and, and the way that, um, we were talking about this earlier, um, the way that Emma Hannigan raised the profile mm-hmm. <affirmative> of triple-negative breast cancer mm-hmm. <affirmative>, well, we're at that stage now. Um, so, so if my diagnosis was happening now, you know, and I was going to my GP now saying, I have this think thickening, and I was going for my triple assessment, and I was having my biopsy mm-hmm. <affirmative>, you know, um, I think it's possible that it would've been picked up mm-hmm. <affirmative> mm-hmm. <affirmative>, you know, the first time around. Yeah, 
Speaker 1 (13:01):
Absolutely. Yeah. But it is really, uh, it's more than mammogram. It is ultrasound is what really, really is, is the, is the state of the art to try and pick it up. 
Speaker 3 (13:09):
It is. And, and, and, you know, with, with breast cancer screening mm-hmm. Um, you, you, you know, you're talking about, it's not a diagnostic mammogram. Mm-hmm. It is a screening mammogram. Mm-hmm. And we know the difference, you know, screening is for people who are well, and Yeah. Diagnostic, um, uh, you know, um, is for PE people who have, um, symptoms. So it's the non-symptomatic screening quite often is not picking it up. Mm-hmm. <affirmative>. And if you complicate that with breast density mm-hmm. Um, then you have a real, what we refer to as a double, double whammy. Yes, 
Speaker 1 (13:46):
Of course, of course. You know, I mean, I know mammograms, even from speaking to the radiographers, you know, they're 90% effective as screening tools, and they're the best of what we've got. However, the ultrasound is that next step from that. Absolutely. So I suppose if there's a concern, mammo is the first sort of line of defense. Yep. And after that, if there's a concern, they will ultrasound because they'll go to the specific area Yep. That, that, that there is a concern about. 
Speaker 3 (14:10):
And, and that's why it's really important, as you say, for women to listen to the bodies Yeah. To go and get checked out immediately mm-hmm. <affirmative>, uh, not to ignore the symptoms. And if you're not happy with the, with the response that you're getting mm-hmm. <affirmative>, well go back again. Yeah, sure. Don't just go away and think, well, I've had my mammogram. And it's clear Absolutely. If you have this, you know, gut feeling that something is really, really wrong and you have the fatigue and you have other symptoms. Sure. You know, and, and also check your breasts in the mirror. Yes. Because the symptom that I saw, the one that I picked up, and I forgot to mention it earlier, was I had this tiny little tuck in my nipple. Okay. And when I'd look in the mirror, sometimes I could see it, and sometimes I couldn't. 
Speaker 3 (14:56):
And I wasn't even checking in the mirror. I didn't, subconsciously I was, but I didn't realize we just had happened to have a huge mirror in the bathroom. So when I'd be drying myself over toweling or whatever. Um, and I just happened to pick it up. I looked down one day and there it was, but then there were days where I couldn't see it because quite frankly, you know, the way nipples, you know, they react to the temperature Sure. And the heat and whatever. So, and you know, it's, I, I remember the, the radiologist, um, when she was doing the ultrasound saying, you know, how did you, how did you notice this? Because I can hardly see the nipple retraction. Yes. Now, that nipple retraction was a real warning sign that there was a tumor in there mm-hmm. <affirmative>, and it was beginning to affect the pull mm-hmm. <affirmative>. Yeah, that's 
Speaker 1 (15:40):
Right. It's like when we speak to so many people, you know, there are, what we've come up with is like, there's eight signs and symptoms. It's not just a lump, which is the full purpose of this, but, you know, you can have an inverted nipple, you can have breasts that are, one can be slightly, slightly bigger than the other, slightly lower than the other. That's right. So it is very important, as you say, to check in the mirror Yep. To see if there's any sort of difference, if you like. 
Speaker 3 (16:01):
Yep. We, we, we tell women all the time to feel and how to feel with the tips and your fingers and all that mm-hmm. <affirmative>. Um, but it's, it's, it's, it's as important to get to know what they look like. Absolutely. You know? Absolutely. And I wouldn't have seen the inverted nipple mm-hmm. <affirmative> other than I was, you know, as I said mm-hmm. <affirmative> checked in, Marianne thought, what's that? Yeah. You 
Speaker 1 (16:21):
Know? No, absolutely. And I know you say, you know that you were going and having your own mammograms done from an early age. That's great. And a lot of people say, you know, oh, I'd love the screening process with the, with breast check to be much lower at a lower age. Mm-hmm. <affirmative>. And I've often said yes and no. And the reason no is because in a younger woman in their thirties and forties, your breast tissue is still very active, so it's white and cancer shows up white. So white on white is very hard to detect. Mm-hmm. <affirmative>, as we get older into your seventies, eighties, and onwards, it gets grayer and into black. It's easier to pick up, but yet mammography is the best at the moment screening device we have. 
Speaker 3 (16:59):
Yeah. When you talk about the white on white, that's, I mean, I, I advocate about that, and that's how I got into patient advocacy with, with being dense. So being dense is, is, is just something we came up with as a family, and it was a kind of a cathartic process. I just thought, well, you know, um, I didn't even know if it applied to me. I just found out about it, you know, and I realized the women really in Ireland are not getting the information on that. Um, women in Europe. Indeed. But, um, so it's, it's breast density and there's four categories of density, and you're quite right, Ash. Yeah. Younger women are biologically, um, going to have, uh, uh, dense tissue. Okay. And, and the old, 
Speaker 1 (17:43):
And just explain that to me though. Dense tissue, what is, what exactly is that? So 
Speaker 3 (17:48):
It's the amount of fibroid angular tissue in a woman's breast. Okay. And it's, it's, it's, there's, it's perfectly normal uhhuh <affirmative>. So breast density is normal breast tissue. Okay. So it's just, there are variations on the amount of density in a woman's breast. Okay. So younger women will have dense breasts, and, and you're right. As, as a woman goes older or rose older and goes through menopause, the amount of tissue can Okay. Decrease. But it doesn't always. Okay. Now, it was thought that it, it, it did. And I think that was, I, I, I'm sure about this, but I think it was one of the reasons that screening began at 50. Okay. Because there, you have your, your cutoff for menopause and mm-hmm. <affirmative>, so the, the women's breasts are less likely to be dense. Okay. Over 50. Okay. However, I've, I've had all my mammograms looked at, um, because it's important that I know what I'm talking about when I'm talking. 
Speaker 3 (18:41):
Sure, sure. And my breast density, um, say from the age of 44, I had a mammogram again at 46. Um, and then my, um, mammogram and, and, uh, biopsy at 50. And so when, when I had those checked back retrospectively, my density didn't change. My density remained the same. So I'm one of those women mm-hmm. <affirmative>, and there, there are 40% of us out there. Okay. So for 40% of women, your breast density won't change. If, if you're dense at 50 mm-hmm. <affirmative>, you're likely to retain that density. Okay. Yeah. You're dense at 48. Mm-hmm. <affirmative>, you know, and I know that we can't screen all women, but what I would be advocating for, along with the European, um, society of, of breast imaging, now they've issued recommendations, is that all women would be told what their breast density is. Okay. So if you have, there's four categories. 
Speaker 3 (19:40):
We just, if you want me to run through the Sure, yeah, yeah. Quickly. So there's category A to D. Um, we try to, uh, to suggest that it's not measured in one to four. It's, it's more easy if you're, if you're using the BIRADS method, which is developed by the American cancer, um, uh, society of men mm-hmm. <affirmative> Amer American, um, society of radiology. Okay. Right. So the birads, um, so category A is mostly fatty, so that's the gray, um, you know, um, image that you're talking about mm-hmm. <affirmative> mm-hmm. <affirmative>. So if a, a small cancer, as you're quite rightly said, it, it pops up as white. Sure. That's what they see. A tiny little bright area on a mammogram is, is likely to need further investigation with ultrasound, maybe mri. So you can see that on a, on a mostly fatty breast. And then you have category B where they say it's scattered fibroid glanular tissue. 
Speaker 3 (20:37):
Okay. So you've got lots of little speckles maybe of white. Okay. But again, it's easy to pick up a or easier to pick up a cancer on, uh, category B breast. Okay. Okay. Okay. Then you go into what they call dense breasts. So that's category C and D. And category C is what they call heterogeneously dense. So again, if you're looking at a mammogram of a woman, even at us, and we're not, we're not radiologists mm-hmm. <affirmative>, but even us, even even the patient mm-hmm. <affirmative>, if they get a copy of the mammogram, they'll see that there's a quantity of white tissue on that gray background. Okay. Okay. So it's less easy to pick up the cancer. The white on white now is becoming a, a problematic area. Mm-hmm. <affirmative>, and then if, and that's for, we would say about 50% of the breast is dense. Okay. And then you go into the extremely dense category where it's between, you know, 50% and 75% dense. 
Speaker 3 (21:33):
So now you've got a, it's like what they call a looking for a snowball in a snowstorm. Yeah. Now that's, I know that that's used and overused, but it's a really good way to describe it. Absolutely. You are looking for that snowball in snowstorm as a radiologist. Now, and I, I must keep saying I'm not a radiologist. Sure. But you know, I've, I've talked about it, I've learned about it. I've, yeah. You know, I've a fair, decent bank of knowledge now mm-hmm. <affirmative>, and then if you put, okay. So I, I was that woman with extremely dense breasts. I didn't know it, it took me years to find out. Um, and, and it wasn't for the one to asking, I asked repeatedly, even after my diagnosis, I was saying, look, can you tell me if I've got dense breasts, can you tell me if, if the, you know, is that why the lobular tumor wasn't picked up? Is that why I ended up with the seven centimeters? To me? Is that why I had a clear mammogram in June? Mm-hmm. You know, so all of those questions, they're really re relevant questions. 
Speaker 1 (22:35):
Absolutely. 
Speaker 3 (22:35):
Absolutely. And we have to keep on asking them, 
Speaker 1 (22:38):
Because, can I just interrupt, can I just ask you, so you were forties in your forties, what made you decide, was it because you had friends and people who were, you know, being diagnosed with breast cancer that you just thought, look, I better, there was nothing in the family. 
Speaker 3 (22:52):
I'll tell you exactly what it was. No, no. I, there's no breast cancer in my family. And there, there are cancers. Yeah. I mean, my, my maternal grandmother, um, had lung cancer. Okay. She never smoked a drank, um, she lived, you know, in a small farm and they ate organic food and they had their own eggs and chickens and everything else. So, you know, really healthy lifestyle. Um, my mom died of breast cancer. Oh, sorry. My mom died of lung cancer. Beg pardon? So granny died of, of lung cancer at, uh, 54. And my mom died of lung cancer at 58. Wow. Now, um, you know, I, I, I personally would like to maybe, even though I'm, I'm now 62, 63 this year, I think I'd like to go for genetic testing, cuz I would like to rule out the possibility that that wasn't maybe in my head that they were metastatic. Mm-hmm. <affirmative>, they could have been. 
Speaker 1 (23:38):
Who knows? They could have been. And yeah, it's interesting you say that because, uh, I had a conversation with an oncologist, um, because my mother was seventies. She was in her seventies when she was diagnosed. Uh, and her tumor was so tiny, even the radiographer thought, oh my goodness, I can't believe we've actually caught this so early. Mm-hmm. <affirmative>, now she had lumpectomy and radiotherapy, and that was fine. However, um, I did say to them in relation to family history, et cetera, where triage, like, where are we? And they said, oh, very low risk because my mother was in her seventies, but having your mom and your grandmother in their fifties mm-hmm. <affirmative>, that to me would say, I would say to you, yes. Be 
Speaker 3 (24:13):
Checked. Absolutely. You know, 
Speaker 1 (24:15):
Just check it from a, from a, from an interest point of view. 
Speaker 3 (24:17):
Oh, I, yeah. I mean, I'm hugely interested in, in that aspect of it. Um, and, and you know, it, it is quite possible. I mean, my grandmother's time, nobody was looking at breasts or checking breasts, you know. No. True. They were well hidden away. And in my mother's time, you certainly weren't, um, encouraged to feel your breasts. I mean, that was a sin. Absolutely. Absolutely. You know, so, yeah. Yeah. Absolutely. 
Speaker 1 (24:38):
And it was all, all about, you know, if it's not bothering me, I'm not going looking for trouble. Absolutely. So, you know, we are an nation of that. Yeah. Um, and tell me then, so treatment-wise, was your treatment similar to other subtype cancer treatments as in surgery, you know, uh, chemotherapy, radiation therapy? 
Speaker 3 (24:56):
Yeah. Um, treatment-wise, it, it, it was, is yeah. The best of my knowledge. Um, we don't have personalized treatments for lobular. That's why research is so important. Okay. Um, and we're getting to that stage. But, um, yeah, it would've been treated more or less the same. Um, I had, uh, what they call dose dents chemotherapy. So that's every two weeks, not three weeks. Um, little bit harder on your system, I think. Um, but, you know, very manageable. I, I got through it and, and at the other end, um, I had, uh, the auxiliary nodes, um, cleared four, two oh nodes. Now we all have a different number of nodes. Who knew that? I didn't know that. You know, Uhhuh <affirmative>. Um, so I happened to have four two, but you might only have a 24, 28, you know, it's, it's just whatever. Um, so I had that done and, but I do remember clearly being told that there would be, um, it, it unequivoc unequivocally that word unequivocally going to be a mastectomy. 
Speaker 3 (25:56):
And I really couldn't get my head around that. I, I just, I really couldn't because I kept saying, but how did, how has this happened when I have gone Yeah. You know, I've, I've never missed a mammogram. I never missed a breast check. Mm-hmm. <affirmative>, I, I always followed up on my symptoms. Mm-hmm. <affirmative>, you know, so how have I ended up here now? You know, and, and it wasn't a poor me thing, you know, it wasn't like, why have I had developed breast cancer? Because let's face it, any of us can develop Sure. Cancer in any part of our body that's just a biological mm-hmm. <affirmative>, you know, a, I dunno, scientific way to explain it, but any of us can get cancer. Any of us can get breast cancer. Mm-hmm. <affirmative>. So I wasn't saying I shouldn't have developed breast cancer. What I was in my head saying, how the hell am I in this position where I'm going to lose one of my breasts? 
Speaker 1 (26:52):
Mm-hmm. <affirmative> having been so careful having been so, um, informed and doing everything preventative Yeah. If you like. Yeah. 
Speaker 3 (27:01):
Yeah. And, and, and then the next thing was, I was sitting there saying, look, I know it's nearly Christmas <laugh> because the day of the, the, the day I was actually told, um, was the 18th of December. So, um, and I was told very quickly, I mean, I only had to wait a week for the, the results and whatever, but, um, I, I just said to them, well, look, let get me in, get it done and get me out. And then it was, well, unfortunately we can't do that because we're going to do chemotherapy. Okay. Before your mastectomy. Now, that's another thing that I think we've learned a lot about. Um, I won't say that. I'm not saying that chemotherapy isn't effective mm-hmm. <affirmative> for lader breast cancer, but we now have research studies coming in from, um, um, well, coming from all over the world, really. Mm-hmm. <affirmative>, but, um, particularly from Pittsburgh, from Stephi, ostrich's, um, laboratory over there. 
Speaker 3 (28:03):
And then we have people working on it, like Catherine Briskin in the, um, um, in, in London in the icr. And we have, um, researchers all over Europe, like, um, you know, I'll mention the, the European Lobular Breast Cancer Consortium mm-hmm. <affirmative>. So, um, you know, we, we have, we have, uh, pathologists and history pathologists, and, uh, it, it, it's, uh, it's, it's kind of, we, we now know that, okay, I'll put it out there. We now know that chemotherapy isn't as effective always for lobular. So I, I, I can't, I'm not, uh, sufficiently involved in a scientific way to say that it doesn't work. 
Speaker 1 (28:49):
Shavon, tell me about the, the standard treatment of care for your subtype. Is it surgery, chemo, radiation therapy? Or how, how is, how does it evolve? 
Speaker 3 (29:00):
Okay. So research is now in informing, um, the, the, the, the clinical, um, side of things. Um, but, but, but I think the, the clinical end has to catch up on the research. Okay. You know mm-hmm. <affirmative>, so traditionally it would've been chemotherapy to shrink the tumor. Okay. Um, and then surgery and then radiotherapy mm-hmm. <affirmative>. Um, but what we now know is that most, uh, lobular breast cancers are estrogen positive. So it's, it's been fueled, the tumor growth has been fueled by, uh, the woman's level of estrogen mm-hmm. <affirmative> hormones. Yeah. So, so that is the most effective treatment. Okay. You know, so sometimes women can avoid chemotherapy mm-hmm. <affirmative>, but it's not, you know, that that's really getting into an area where you, you're talking about personalized Yeah. Treatment. Yeah. And we're getting better at that. 
Speaker 1 (29:57):
Yes, exactly. Exactly. You know, I mean, we're seeing, and that's one of the significant developments I have seen in the research world is that, you know, 50% less patients are requiring chemotherapy because of personalized care. Yeah. So it's personalized treatment plans, because every person's be, they, their genetic makeup or whatever mm-hmm. <affirmative>, their, their breast cancer or subtype is personal to them. 
Speaker 3 (30:19):
Absolutely. 
Speaker 1 (30:20):
And therefore, it has to be treated, set very, very differently than a blanket Yeah. Um, treatment plan. Yeah. I mean, years ago, I suppose if you had a hundred women in the room and you gave everybody chemotherapy with a, a particular subtype of breast cancer will only work on 10%. 
Speaker 3 (30:32):
Yeah. 
Speaker 1 (30:33):
No. So the are the 90 don't, didn't absolutely. Didn't necessarily need, 
Speaker 3 (30:35):
But it wouldn't be correct for me to say that chemotherapy isn't effective Sure. In lobular, you know? Sure. Because, but it's less effective. I think that's fair to say. Okay. That it's clearly less effective uhhuh, um, in, in lobular breast cancer treatment. 
Speaker 1 (30:50):
And I think what I've heard, and what I understand over the years is, you know, that chemotherapy is there, has been there in the past to shrink the tumor mm-hmm. <affirmative> so that to operate is more effective. Because I think if we operate ahead of shrinking, we have the, it's a bit like, and we, we had a laugh about this, about Jenny Joe's mm-hmm. <affirmative>, you know, this where the, the tumor, you go one o'clock, two o'clock, it can disperse and hide mm-hmm. <affirmative> and hide in areas. And that's when we have another problem where it can then go on and effect on the 
Speaker 3 (31:17):
Organs. Yeah. Well, you've, you've just hit on a really good, um, point because lobular breast cancer grows in the single cell line. Yes. So it's more likely, um, first of all to be picked up late because we don't have the level of imaging, the level of screening mm-hmm. <affirmative> that's appropriate to pick up. Okay. On lobular tumors, it's, it's harder to see. So by the time it's diagnosed, it can be quite a big tumor. I mean, a woman can be carrying a, an 11 and 12 centimeter lobular tumor. It's not unusual. Wow. Mine was seven centimeters. Yeah. You know, so, um, and it's because of that single cell, the way it grows, it's more likely to be dispersed throughout the breast. And that's the pity, you know, that's why research is, is, is, is telling us that we need better screening. Yeah. And that's come out in a new study, um, from, from, um, um, the state's, you know, they're clearly saying lobular breast cancer is a unique, it's it's own entity. 
Speaker 3 (32:23):
It's, um, you know, it's, it's not uncommon mm-hmm. <affirmative>, it is common. Sure. It's, it's just, it, it, it's, it's not just, it's the second most common, um, uh, breast cancer, it's the sixth most common cancer in women overall. Wow. It's more common than ovarian cancer. Wow. It affects more women than ovarian cancer in Ireland and every other country across the world. So, you know, that's, that's, uh, we're learning more and more and more and more, but, um, we're, we're now funding it to the same level that, you know, um, breast cancer is, is being funded. Um, so we talk about estrogen, er positive, ER negative, her two positive, her two negative, and all of those things are connected to lobular breast cancer as well. Okay. Yeah. So, um, I, my, my mine would be classic lobular, and that would be what we call er positive. 
Speaker 3 (33:24):
Yes. So it's, it's being fueled by estrogen. So I take an estrogen blocker. Okay. Right. So it's femara or riol. Okay. And if I was premenopausal, I would take tamoxifen. Okay. Right. So I, I was postmenopausal my mine picked up. Yes. So that's the difference there. But anyway, um, look, the, the, the, the, I think the big thing and the big thing, the, the, the, the real reason why I am so happy to be here today is a, we're talking about lobular. Mm-hmm. <affirmative>, we're talking about the fact that it's more than a lump. Yes. And, and not just a lump mm-hmm. <affirmative>. Um, so we, we've done that. But, you know, um, you, you would've had the pleasure to meet, uh, Stephanie Ostrich during your Yeah. Uh, really, uh, it was the, what was the name of the conference? 
Speaker 1 (34:11):
It's an international breast cancer symposium in, uh, just before Christmas in October actually. Yeah. Where they brought in all of the great minds, scientists from around the world who share ideas and share where their research is at, and see whether or not there's any cross collaborative opportunities. And it's where initially the breast cancer research lab that we fund within the Royal College surgeons under Professor Leon Young mm-hmm. <affirmative>, um, she was then combining and working with Adrian Lee and Steffy in relation to metastatic breast cancer. Mm-hmm. <affirmative> where metastatic, um, and it was brain metastasis mm-hmm. <affirmative>, which is the most challenging one of all. Mm-hmm. <affirmative>, it's the one that we're, we do fund quite a lot because it's that final stage. We know that in other metastasis we have clinical trial drugs available in the brain. It's really, really difficult. Yeah. But in saying that, I know that Stephanie and Adrian are huge advocates. Absolutely. Um, in relation to lobular Yeah. Breast cancer, and it's an area we've said we will keep talking to them on, because I believe strongly that our Ireland in, in ourself working in a silo is crazy. We're small island. Yeah. You know, 5 million people, we do need to be working with the bigger entities. Yeah. Because combined we will come, we will get a much bigger impact. 
Speaker 3 (35:24):
Yeah. Yeah. And, you know, in the same way that the, you know, lobular patients make up a smaller number, lobular, um, scientists, you know, there's a small pool of of scientists there. That's what, but they are all collaborating. Yes. And that's the key. You're, you're absolutely a hundred percent right. 
Speaker 1 (35:43):
And I think the more the scientists learn in the labs in relation to how the tumor evolves and how it works and, and the different proteins involved, et cetera, the quicker we can try to get it into clinical trial and get clinical trials, uh, working to come up with more effective drug therapies. 
Speaker 3 (36:00):
Yeah. 
Speaker 1 (36:01):
And I think that's the key going forward is speed of clinical trial. 
Speaker 3 (36:05):
Yeah. And, and, and, you know, we can do that in Ireland mm-hmm. <affirmative>, we can, we can do that in, in, as you say. Mm-hmm. <affirmative>, you know, we can have a collaborative effort going on here that, you know, we can work with all of these people. But, um, you're quite right. Lobular has been left out of clinical trials. You know, when you look at, and there's a study coming out, um, from, uh, the European lobular breast cancer. We were only talking about it the other night, um, on a, uh, conference call. So they're going to, um, uh, Karen Van Bailen and Christine Desmond, they're working, um, within the El bcc and they work out of Luve. Okay. And, uh, they're doing tremendous work there. A along with, I have to mention, I can't leave anybody out. I have to mention Patrick Dirkson as well in th Okay. 
Speaker 3 (36:55):
Corman. So, so we talk on a regular basis mm-hmm. <affirmative>, and, uh, we, we talk about what's happening in the lobular world, uh, and what's happening in Pittsburgh and what's happening with Stephy, and everybody's working together. So they're going to present a poster at esmo. Okay. Um, highlighting the lack of clinical trials for lobular. Right. And we talk the other night again about, um, where we are in relation to funding and what we need to do in order to get funding. So we, you know, if labia represents 15% of breast cancer in women, we'll then ought we to be looking for 15% of the funding to research it mm-hmm. <affirmative> and we need to put out a, a, a call Yeah. For lobular breast cancer funding for research. Mm-hmm. It's, it's, it's, it's critical really. Mm-hmm. <affirmative>, you know mm-hmm. <affirmative> mm-hmm. <affirmative>, uh, and now's the time. Sure. You know, it's the right time. Yeah. The, the science is there and the research is there, and the collaborations are there, and there's, uh, there's, you can see, you can feel the shift. It kind of gives me a little bit of a, you know, uh, I'm getting the buzz out of it, but Right. I, you know, the hair stands the back of my neck because when I was, when I was diagnosed, there was nothing Yeah. About ular breast cancer, 
Speaker 1 (38:11):
But it just shows how far things have evolved, which is great. But as you say, it does need that next step. Yeah. We can't stand still. We just need to, we need to keep investing. We need to invest full stop in lobular, because we do invest in triple negative. We do invest in her too. We do invest in other subtypes. But I, I, I hear what you're saying is that investment is needed in the lobular, um, arena. For 
Speaker 3 (38:33):
Sure. 100%. And I'm so happy to hear you saying that. Mm-hmm. 
Speaker 1 (38:37):
<affirmative>. Well, Shavon, thank you so much for joining me today. On More Than a Lump, I do think that people will be intrigued and they will get a better understanding of the lobular subtype. And if they need to, uh, learn more about it, they contact ww uh, dot being dense.com. 
Speaker 3 (38:53):
Well, in terms that, that, that's my other hat. Okay. So, so that's the hat I wear when I'm talking about breast, which is equally important in for women. But for, for Lobular, it's WW dot Lobular Breast Cancer, uh, Ireland. Okay. Yeah. That's so, or Lobular Ireland. Sorry, lobular Ireland. Yeah. Okay.
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