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Episode 1 Transcript: Are the side effects of chemotherapy more readily accepted 

because cancer is life threatening? 
 

Richard Paxman  0:01   

Hi, my name is Richard Paxman. Welcome to the changing the fears of cancer podcast. In our very first 

episode, I'm going to be talking to two world renowned leaders in oncology care. Dr. Maryam Lustberg, Chief 

of Breast Medical Oncology at Yale Cancer Centre, and Dr. Corina van den Hurk of the Netherlands 

Comprehensive Cancer organisation. Maryam and Corina are both paving the way in side effect management, 

for chemotherapy patients across the globe. We discuss their current research initiatives, their own personal 

connections with scalp cooling, and the need for better symptom management care, to improve patient's 

quality of life as well as their treatment.  

 

Hi Corina, hi Maryam. It's absolutely brilliant to have you as my guests today on this podcast. 

 

Maryam Lustberg  0:50   

Hi, Rich. Hi, Corina. So good to be here with you. 

 

Corina van den Hurk  0:54   

Hi, Rich. Hi, Maryam. Nice to see you again after such a long time. 

 

Richard Paxman  0:58   

So Corina, for a number of years, you've been involved in scalp cooling, of course. And I'd probably position 

you as the Queen of scalp cooling in fact, based on the huge amount of literature you've got out there now 

that support many of the things that we've done globally. But I think many of the other researchers also, so do 

you want to just tell us a little bit about your background, what you do as your day job. And then maybe tell us 

about how you got into scalp cooling, and what makes you so passionate about scalp cooling? 

 

Corina van den Hurk  1:27   

Yes, thank you Richard. Well, I'm a researcher at the Netherlands Comprehensive Cancer Organisation. Now 

I'm an epidemiologist, and I'm working indeed on scalp cooling already from 2006 and onwards, I did my PhD 

on scalp cooling, and it was all about the effectiveness and safety of scalp cooling, and we did studies on 

several topics. So it's not only the effectiveness and safety, but also cost effectiveness, and quality of life, etc. 

We set up a registry also to collect data to do just even more research about scalp cooling. And I think I was 

already passionate from the start because I started together with Wim Breed, a retired Oncologist, and really it 

was his goal for life to get scalp cooling into practice because as an oncologist, he always had patients at his 

desk, who started to cry when hair loss was mentioned. And together with him, we started off with a few 

hospitals offering scalp cooling, and we got some money together to do some research. So got some funding 
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and then introduced scalp cooling in all hospitals in the Netherlands and also collected data of more than 7000 

scalp cooled patients. And I will never forget that after half year or a year working on scalp cooling, I went to 

Huddersfield and I met Your Dad. And we went across some hospitals in UK already offering scalp cooling, and 

it was the first patient I met who had scalp cooling. And she was just there at her last chemotherapy. And she 

was the bright star in the room because her eyes were just twinkling and just saying, Oh, I'm so grateful that I 

could do this. And I will never forget it. It has been ages ago, of course. But yeah, that was just great. And then 

I was thinking, Okay, this is why I do this. So I hopped in, I met fantastic people, I flew around the world to 

advocate how important it is. And here I am still now doing also research general on supportive care and side 

effects and symptom monitoring. But scalp cooling is still one of my babies. And I'm happy to be involved in 

international projects together with Maryam and other international colleagues. So that's my story. 

 

Richard Paxman  3:37   

What an amazing story, a beautiful story. And we love you being involved. I think you've really spearheaded it 

for many years now. And I'm delighted you brought up Wim Breed as well, what a fantastic man and so 

incredibly passionate about offering scalp cooling. So thank you for sharing that, Corina. So Maryam, you're on 

a trajectory in your career at the moment. It's amazing to watch the things that you're doing over in America. I 

remember meeting you now probably three or four years ago at Ohio State, but tell the audience hopefully 

today a little bit about how you're on fire at the moment and what you're doing and what you're involved in. 

But then the same, what really excites you about scalp cooling and why you're passionate about it. 

 

Maryam Lustberg  4:18   

Thank you, Rich and Corina, it's really wonderful to be here with both of you. So I'm a Breast Medical 

Oncologist, have been doing this for about a decade and a half. From the moment I started to do cancer care, I 

became very interested in optimising symptom management and understanding different symptom toxicities 

and how we can mitigate them. So scalp cooling was a natural part of the things that I championed and tried to 

implement. So when I was in Ohio State, I was the physician champion who as part of a multidisciplinary team, 

once their randomized study using the Paxman device was published in JAMA with first author, Dr. Julie 

Nangia, really we championed to bring that option available for our patients in Ohio. And there were a number 

of patient advocates who really spoke to the importance of how this was more than hair. I think that's some of 

the myths that I know none of you believe in. But I think it was it was kind of something that we initially had 

to, this is more than hair and how integral it is to improving the experience of receiving chemotherapy, as well 

as mitigating other toxicities as we help prevent the hair loss. So I've been very passionate about scalp cooling 

for a number of years and have really enjoyed my collaborations with Paxman. So my current role is that I am 

the director of the Breast Centre at Yale Cancer Centre, and also Chief of Breast Oncology. I was recently 

appointed as a co-chair of the Alliance Clinical Trials Symptom Intervention Committee. So in all these roles, I 

will continue to champion for evidence based symptom intervention strategies of all different kinds and try to 

really partner with both patients, organisations, funding agencies, it's really a global team effort to try to 

improve cancer supportive care. 

 

Richard Paxman  6:30   

Wonderful, and congratulations again on your new post at Yale and also with the Alliance, and MASCC of 

course. So you talked about it not just being hair, and I think Corina will agree for many, many years, we've 

sort of faced that discussion with many medical professionals, I guess, and I know Maryam you're of course not 
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one of them. So why do we think it’s important then for patients to keep their hair or at least try and keep 

their hair? What are the key drivers do you think? 

 

Maryam Lustberg 6:59   

Speaking as a breast oncologist just you see first-hand, it goes beyond appearance, it's about our identity as a 

woman, and men. It's not restricted to women. But what I've seen is that it’s not having to explain to people 

you don't want to explain to that you're undergoing cancer treatment, certainly reduces some of the 

psychosocial distress associated with it. To be able to go to the grocery store and not have to explain to every 

single person you see that you're on cancer treatment, I think is very liberating for a lot of patients. I believe 

there are data that have also shown that some of the other symptom toxicities can be mitigated when that 

stress of hair loss is taken off the table. So patients feel more empowered, they feel that this is something that 

they have control over, that if they kind of follow the programme, follow the precautions, take care of their 

hair using the programme, it’s something that they can manage when there are so many things in cancer 

treatment that are out of their control. So I think all of those things are what I've noticed, as I've taken care of 

many patients who utilise scalp cooling. 

 

Corina van den Hurk  8:12   

Yes, I totally agree about that, Maryam, because I think it is all about quality of life in general during the whole 

day, because it already starts when you look in the mirror in the morning. And then you know yourself, if you 

got a flu or something or a cough that you are not looking at, well, you're looking pale, and you see it in your 

eyes, and then you feel even more sick. So if you have your bald head in a mirror in front of you in the morning 

already, then indeed that's also something that your feeling depends on. But it is also when you bring your kids 

to school do you wear a wig or a head cover. And that makes a difference if people see it or not. And also in 

contact, maybe with your partner and sexuality. But also, if the doorbell rings and the postman is there with a 

package and you don't have your wig on your head. So it continuously goes on during the day that you're 

confronted with your fight against cancer. So that might be a simple thing that's not cosmetic, invasive. It's all 

about quality of life. 

 

Maryam Lustberg  9:13   

I just want to add that I think this is important for many patients going through cancer treatment, but as both 

of you know, maybe it's not as important for a few others. So I think the importance of patient choice, it 

should absolutely be brought up to every patient without any assumptions of 'Oh, she's older doesn't want it' 

or 'maybe she doesn't have the money'. I really strongly believe it should be brought up as an option as part of 

that shared decision making, but there are patients where they say, you know, thank you for letting me know, 

but it's not for me, and really, all of us really worked toward honouring that. 

 

Richard Paxman  9:53   

Yeah. 100% agree that choice is paramount. Absolutely. Question for you both, and hopefully this never is a 

question you need to answer - but if you were in a position where you needed to consider scalp cooling, would 

you scalp cool? And why would you or why would you not scalp cool? 
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Maryam Lustberg  10:10   

I would, I would. Some people know this about me, I've been very open about it. But when I was younger, I 

actually had a condition known as alopecia areata. And I actually experienced quite a bit of significant scalp 

hair loss. That's also a very intimate connection for me to this cause, because I really experienced first-hand 

just how traumatising it can be. Went through multiple wigs, just the ones that might look a little more 

natural. So definitely would want to avoid that if I can. So this is part of the reason that this cause is very 

special to me. 

 

Corina van den Hurk  10:48   

Me too, because I experienced together with a good friend who has sadly passed away, but we were both very 

young and she hated to wear a wig. So she just had a scarf on her head. And we just walked across the street 

and people were just staring at us and being so rude of only stop walking and turn around to see us going 

there. So that was really very confronting to experience that but also that we went to a spa, and we went 

swimming, and she put a swimming cap on her head just to just cover somehow. And first I considered, well, 

shall I do that too so we are partners in crime in this. And I still regret that I didn't do it. Because then we were 

more together in looking a little bit silly, because that is how it felt because people were again staring at us 

and talking with their hand in front of their mouth Oh, look at her, she probably got cancer. So you just saw 

that they were talking about her. So that experience does indeed make that I will try it for sure. Hopefully, if I 

ever have to do it, then it's tolerable for me. 

 

Maryam Lustberg  11:58   

I think, obviously experience of cold and heat, those are also very individual experiences. But in general, I think 

patients do pretty well. And I think the motivation factor, what I've noticed making a big difference is not even 

so much with the actual wearing of the cap during the treatment, but how motivated they are to kind of 

persist to kind of take gentle care of their hair. So those motivated patients, I think, are the ones who have the 

best experience. 

 

Richard Paxman  12:32   

Yeah, makes sense that Maryam. I think there's probably slight differences in different parts of the world, 

perhaps as well, from that motivation standpoint, when some patients have to pay. Some patients don't 

always have to pay depending on where you are in the world. Hopefully, we'll all get there together to make 

sure that all patients are not paying out of pocket eventually, the work that we're all doing collectively will get 

us there at some point. A couple of the motivators for patients we're hearing more and more at the moment is 

to prevent or reduce the idea of persistent or permanent chemotherapy induced alopecia. Corina, could you 

talk to us a little bit about that, and perhaps just explain how common it might be and how often have you 

seen it? 

 

Corina van den Hurk  13:15   

Yeah, I haven't seen it that often. But yesterday I was contacted by a patient from South Africa was just 

mentioning, I found you on the web. And do you know about persistent alopecia because I'm suffering from it. 

And again, an advocate that just want to spread the word. Take a look at a website ahead of time and take a 
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look what is happening there that patients at least know that it can happen, especially for Taxanes, so 

Docetaxel and Paclitaxel can induce that permanent alopecia. And that is also very impactful for the patient 

because then you suffer from hair loss for the rest of your life. And you see in previous studies from Juhee Cho, 

for example, that she had in a breast cancer groups, she had 40% of the patients suffering from some alopecia 

for several years following chemotherapy. And there are also now some new studies now in this year, taking a 

look at scalp cooling versus no scalp cooling, to see what that does with permanent alopecia. And you see that 

it doesn't occur in severe cases or there is maybe some permanent alopecia but not the severe ones, so that it 

also prevents in Taxanes for permanent alopecia. 

 

Maryam Lustberg  14:27   

I have seen patchy permanent alopecia in patients and in some ways that's even more devastating because it's 

not like a uniform loss, but there's like areas that just don't have regrowth. And apart from chemotherapy, it 

may be outside the scope of this podcast but I think it's important to mention that endocrine therapy alopecia 

is a huge understudied area as well - very much impacting breast cancer survivors because now they're staying 

on these anti-oestrogen therapy, sometimes up to 10 years or longer. And so that is another area that I know 

there's some promising research going on. So they're coming from chemotherapy and scalp cooling and you 

know, their hair is just beginning to recover. And then they go on to these endocrine therapy agents. And it's a 

huge quality of life issue because now it's not even a short time period like chemo. But it could be up to a 

decade. 

 

Richard Paxman  15:25   

Yeah, it's gone away from that sort of temporary side effect to seriously affecting quality of life. So certainly an 

area we always try and look at and hopefully it can be something on the MASCC agenda and get some 

corporates involved as well. Just on the persistent chemotherapy induced alopecia there is a Japanese study 

out using our device, which shows it significantly reduces the risk of persistent chemotherapy induced 

alopecia. Dr. Ohsumi shows a hospital in Japan, and then also we are looking at a study in South Korea or we 

have an ongoing study in South Korea, looking at persistent chemotherapy induced alopecia as well. With 

Juhee Cho, so she's an onco-dermatologist and hopefully, we get some promising and insightful information 

from that also. Just out of interest as you've worked in scalp cooling now in a number of ways, whether it's 

been research or whether it's been very much patient focused, treating the patient, are there any standout 

patients to you over those years that are in your memory, any that stand out more than any others that really 

meant something perhaps? 

 

Maryam Lustberg  16:34   

I've learned from several patients who actually became teachers and advocates for other patients. There's a 

lot of home grown advocacy going on, particularly in breast cancer circles, which is wonderful, one of the many 

things I love about the population. But one patient, for example, really excelled with a regimen that typically is 

associated with a little bit of a less successful return. So she was on a third generation chemo regimen with 

anthracycline and she did beautifully, kept her hair. And so she formed a social media group for her region, 

and really would call every patient that was newly starting scalp cooling in the region and would share her 

personal experiences. And I think that was so helpful for so many patients. So I always fondly remember that 

patient, and Rich I know you've had associations with her too. So I think that advocacy and giving back to other 

patients is also very empowering.  
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Richard Paxman  17:42   

Yeah, it amazes me actually how much patients really do give back and share with one another. The Facebook 

group, that's Paxman actually run now it's got over 3000 patients on it, and it's not just current patients, 

there's patients there from when it was first formed, who still give that peer to peer support, give advice. It's 

just beautiful. It really is. It's very special. Corina, how about you? 

 

Corina van den Hurk  18:07   

Yeah, I think the same to also to patients who advocate indeed, for scalp cooling, if they say, if I can just help 

one patient to keep their hair, then I will do it. And I just will help to spread the word. I think that each patient 

that I talked to was important and special, because it is so different, how people think about it, what our fears 

are, what our questions are. And, of course, also some of my friends and relatives who had cancer and who 

came to me, well you are doing the scalp cooling research, tell me everything about it. And they started it and 

some did well, and others lost their hair and called me again, well, what to do now? Shall I stop or not? So that 

also that makes also the personal experiences very important. 

 

Richard Paxman  18:51   

So you both of course, extremely connected with symptom management, side effect management of patient 

reported outcomes. Do you think sometimes the side effects that come with chemotherapy are a bit more 

accepted? Because of treating the disease that can be life threatening? Do you think and perhaps that's a 

perspective from a medical professional, but do you think there's more of a general acceptance well, okay, you 

are going to lose your hair because you have cancer or you are going to be sick because you're going through 

chemotherapy, or do you think that's perhaps changing? 

 

Maryam Lustberg  19:23   

I think I see that perspective more coming from medical professionals who are not themselves experiencing 

the cancer diagnosis or the cancer treatments. So I think it's been kind of the status quo for many years to say, 

well just take the treatments take the side effects because we're working on managing your cancer diagnosis. 

But what I hear from patients, I don't think that has changed. I think patients from the beginning of time, have 

wanted good treatments and good quality of life and we've made assumptions, that maybe the cancer 

treatment portion should be more important than the quality of life. But I think from all the patients that I've 

spoken to, they really value both. And they want to be part of that dialogue, which hasn't always successfully 

happened in medical circles. So certainly, the work that Corina has led with patient reported outcomes and 

others have, I think that's the beginning of the change, where if we're hearing about the symptoms directly 

from patients, I'm not just walking into a room saying, You're not tired are you? You know, you don't care 

about hair loss. It's really amazing how we can just direct that dialogue when we as clinicians, as well as the 

patients, actually have the opportunity to report their symptoms is quite different than what clinicians are 

reporting. And that's been proven over and over again. So to answer your question, our patients are very 

resilient, and they definitely tolerate a lot. But I think they also want better, they want better symptom 

management, better supportive care, and not necessarily at the cost of good cancer treatment, but together, 

that is part of that whole spectrum of care. And then when there are junctures where you have to make a 

decision between well, a more intensive treatment versus a less intensive treatment, they still need to be at 
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that table, part of that shared decision making, and then decide and different patients will choose differently. 

But I really firmly believe that it's not an either or for many patients. 

 

Corina van den Hurk  21:36   

And in addition to that, I think it is so different, how many and how severe the side effects are per patient. So 

it's so different to know upfront when choosing the right treatment, what to expect. And that's also of course, 

with hair loss and scalp cooling, how severe will the hair loss be without scalp cooling, what will be the chance 

of success with scalp cooling. And in general, also, in medical school, the younger doctors are also not thought 

about quality of life. So are they are more focused on the data, of course, much more research also on quality 

of life. And it also now necessary to include it in your clinical trials if you're doing systemic treatment studies. 

But if you see how often it is reported as a primary outcome, that's hardly the case. Of course, always, always 

a secondary outcome, but also that it is clinician reported and not patient reported, and which was already 

mentioned, Maryam, that's really a difference what both groups report. As a third point, I think that that's also 

a very important topic at MASCC at the conference that we see there are many new treatments with all the 

new toxicities. But if you see the research on symptom management, that lags behind, so there's a lot of work 

to do there to improve the supportive care. So and thereby also improving the quality of life of our patients. 

 

Maryam Lustberg  22:58   

Such good points. And just building on that. You know, often, as both of you know, the type of patients that 

enrol in clinical trials, that's another piece is when we have these newer targeted treatments, and patients are 

enrolling in these newer treatments. Often these are the fittest patients, there's also a motivation to maybe 

under report symptoms during clinical trials, because you don't want to necessarily leave the trial for a drug 

that could be life saving for you. But it's kind of as Corina is mentioning is when these drugs get approved and 

enter the real world is when we really begin to see all kinds of symptom management issues that maybe were 

not even reported in the original study. So to just the importance of real world data and kind of going back and 

really looking at very dedicated symptom management interventions for some of these newer targeted 

therapies and immunotherapies is so important. 

 

Corina van den Hurk  23:59   

Yeah and I think that can be quite easily tackled. If you ask patients to report from home like you and I are 

doing both symptom monitoring, using applications etc. And also setting up a registry on scalp cooling results - 

so patients report by themselves the results of scalp cooling, because if we got data and indeed real world 

data, then we can make step forwards and we don't need a very expensive randomised trial to see what's 

going on in the real world, and also to compare patients for whom it is working, and why for this patient, what 

can we do to further improve the outcomes? So I think that's very important. And then the next step, also for 

scalp cooling is to standardise our outcomes, because you are doing research and I'm doing the same kind of 

research but we both do it our own ways with our own outcome measures and our own methods on point in 

time. So if we work together on that to, so we can merge data and do AI on big data sets, then together, we 

will get there. That's really my mission. 

 

Maryam Lustberg  25:08   
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Such good points, Corina. And I think it really highlights also the point of the silos that we have in cancer 

research, you have different researchers, as you mentioned, doing their own thing. But the silos are, you know, 

we haven't engaged with patients as much as we could, and even pharma and biotech doing research on their 

own. So really, I think, to really make progress, like you're mentioning, I think it's these big partnerships, 

because we all have one goal, and that's to improve cancer care and cancer support. 

 

Corina van den Hurk  25:42   

And you won't manage to do all the same methods. But if we start, for example, within MASCC, with the same 

methodology over many countries, also, if it is one hospital per country, now you have a huge amount of data 

after one year of each the 70 countries, representative MASCC only have one hospital and all 10 patients, then 

you have a lot of data on particular topics already. So we can start a little bit small. 

 

Richard Paxman  26:12   

I think it can be hard can't it at times, I think we all want the same thing. But it then comes back to the 

different motivations. Perhaps you've got, yes, we all want to do the right thing for the patient. But you've got 

the idea of regulatory and how to get a pharmaceutical product to market the quickest possible pace. But 

then, of course, considering patient safety. And there's so much involved that it just perhaps can create 

barriers. But I do believe the movement in terms of being able to do things digitally, using phone apps and 

things for patients to report symptoms, etc. I do think we're moving in the right direction. And you see the 

regulatory bodies and the big associations like MASCC as well, really shouting about the importance of the 

patient's voice in all of this too. I think it might be a good time now just talk a little bit about MASCC. Maryam, 

perhaps you tell us a little bit about MASCC and your role at MASCC would be fantastic. And also from both of 

your perspectives, I guess how that supportive cancer care landscape might have changed over the years 

because it certainly has in my 10/11 years, maybe a bit longer now from a hair loss standpoint. But I think all 

side effects which we've touched on a little bit. 

 

Maryam Lustberg  27:21   

So MASCC stands for Multinational Association of Cancer Supportive Care, and is a global organisation 

dedicated to improving cancer supportive care, close to 70 countries with members from all over the world. 

And in addition to the annual meeting, we also have regular meetings, working groups, dedicated to different 

toxicities. For example, Corina is a leader in onco-dermatology, I'm the chair of neurological complications, but 

there are at least 14 different toxicities and cancer supportive care issues where they have essentially experts 

coming together from around the world to discuss research partnerships, guidelines, different educational 

seminars, and it's also a wonderful way to network back to breaking down those silos where we can really 

learn a lot from one another. One of the things about MASCC is that one of our goals is to also look at 

disparities in global cancer supportive care, where in addition to cancer care disparities, there are also 

significant cancer supportive care disparities in a lot of the underserved regions of the world. So, I think all of 

those are opportunities to try to improve the supportive care strategies, and many of the things are not super 

expensive, but there's a lack of education or awareness. So I think there are a lot of low hanging fruits out 

there in terms of how we can manage certain toxicities, and simply making providers and patients aware that 

there are certain strategies that we can use can in itself make a lot of difference. In terms of what's improved, I 

think we still have a long ways to go. But I would say even compared to 10/15 years ago, I think there's overall 

a greater recognition in the oncology community of the importance of cancer supportive care, but there are 
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still certain biases and the bias being that well, cancer treatment is the most important thing and cancer 

supportive care is somewhere down there. And I think that has to change it's again part of cancer care, and it 

should be integrated. 

 

Richard Paxman  29:41   

What's interesting as well is there's lots of simple things that can be done that are not costly. So whether it's 

just basic exercise or, or other things relating to how you eat, etc. But those things, you know, clearly could be 

adopted in many parts of the world, but perhaps don't do they and again, it's that sort of lack of awareness or 

lack of education. So it's great to hear that MASCC are really moving forward and looking at disparities as well. 

Corina, how do you feel about how that sort of landscape's changed over the years. And I'd also love to learn a 

little bit more about the group that you chair as well, from an onco-dermatologist standpoint. 

 

Corina van den Hurk  30:18   

Yeah. Well, I think that if you as a doctor or nurse, talk to the patient about quality of life, and you hear what 

patients suffering from that, also, they want a solution. Of course, it's not always possible, but at least you also 

think about, okay, how to help this patient, what is the right intervention here. So that is why supportive care 

is also on the rise, I think. And for the onco-dermatology study group, we started the year before together with 

Julie Ryan, she's the chair and we started off with just collecting ideas from the group. And now we have seven 

projects up and running. And it's about also the registry on scalp cooling, which we'll will start again, but it's 

radiation, dermatology, but also collaboration between oncologist and dermatologists because we see that 

referrals are not going that well, and there are just much more skin toxicity that can be prevented if you just 

have shorter and more easy way to refer from onco to derms. So there are all kinds of projects popping up. 

And we're now also doing on the standardisation of patient reported outcomes a project so it's just going 

smooth and easy, because the people are so enthusiastic, and it's very nice. 

 

Richard Paxman  31:29   

Yeah, from a company perspective as well, in supportive care, side effect management, it's allowed us to have 

a voice. So how things have changed massively over the last 10 years. Marian what really are the key 

takeaways from this year's conference at MASCC? What were the keys salient points that were talked about? 

Do you think? 

 

Maryam Lustberg  31:48   

So really wonderful. I mean, so many takeaways. This was the first year that for example, we had a dedicated 

patient consumer advocacy session where we had international speakers who are patient advocates, really 

highlighting again, the need for partnering with consumer and patient advocates and that this is how we 

envision the future for MASCC, that is that we need that partnership. So I think the advocacy session was very 

well received. Corina and colleagues did a wonderful session on patient reported outcomes. And then the 

cancer survivorship session really talked about the latest cancer care delivery models in survivorship, and how 

to really think about the future of survivorship that it needs to be more integrated. It's not just something that 

happens after treatment ends. Where really the true definition of cancer survivorship that it starts from day 

one and goes to the end of life. And there was a lot of debates in terms of differences between cancer 
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supportive care and palliative, and finally debate because people have their preferences for terminology. And 

I'm not going to debate in terminology, but I think the most important thing is that patients get the care that 

they need. 

 

Richard Paxman  33:06   

Sounds like an exciting future. So as you know Maryam, peripheral neuropathy is something that Paxman are 

interested in and looking at for the future. I know you're obviously very passionate about it, and I'll do a little 

plug for your book with Charles Loprinzi as well. So tell us a little bit about peripheral neuropathy and your 

interest in it. 

 

Maryam Lustberg  33:29   

So the peripheral neuropathy, which may not be so peripheral, we know that we're beginning to understand 

there could be central changes in the brain as well. But it's a common toxicity experienced by many patients, 

up to a third or more, receiving a variety of neurotoxic chemo agents that are very commonly used in a variety 

of cancer types. Breast to GI, prostate, hematologic malignancies - so lots of different cancers are using these 

neurotoxic agents which are important for cancer treatment, but they have or can have this common toxicity 

of numbness, tingling, pain, balance issues, falls, it really can have a whole body function effect. And it's, it can 

last well beyond months, years, sometimes after chemotherapy ends. It can impact the amount of drug that 

we can give. So in addition to the significant quality of life and symptom burden, it can actually hinder us from 

being able to give adequate drug doses because if it's severe enough, we have to hold the cancer drug or 

reduce the dose. Which in certain cases can negatively impact long term cancer outcomes. It's a very common 

problem with currently very limited solutions. Over 50 studies have been completed to look at prevention 

have chemotherapy induced neuropathy. In terms of pharmacologic intervention, none of them have been 

promising, some data emerging with different non pharmacological options. And then for treatment, really, 

you know, the only positive randomised phase three study was with duloxetine, but also a little bit of 

promising data, again, happening with exercise and acupuncture, but we need stronger data sets. And an 

option that people are very much interested in exploring further, is the idea of cryotherapy, cooling, whether 

without compression as an additional non pharmacologic option for prevention of chemotherapy induced 

neuropathy. So it's an area that definitely has some initial preliminary data, early phase studies associated with 

it. And then we're definitely looking to expand that into larger phase studies. 

 

Richard Paxman  36:00   

Yeah, again, important that we get that data isn't it? Of course, there is some reasonably promising early data 

that suggests it may have a benefit, cryotherapy or cryo compression. But, again, we need those patient 

numbers. So, looking forward to hopefully collaborating on a larger study going forward.  

 

Just going back a bit to that sort of patient versus physician perspective. So we touched on hair loss, of course, 

and I think where probably a physician views hair loss in side effects versus where a patient may pitch where 

hair loss is would be very, very different. What do you think about peripheral neuropathy? And do you think 

there's enough education to patients about peripheral neuropathy or awareness early on in the diagnosis, or 

perhaps even before the diagnosis in terms of where they would rank it? 
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Maryam Lustberg  36:48   

We are currently in the process of doing a global survey to kind of further understand the patient perspective 

on neuropathy, but I think, overall impression, and some earlier studies have shown that many patients feel 

that they were not adequately informed of the toxicity risk. Now, their medical team may say, well, we talked 

about it, but certainly there's a lot of information early on at the time of diagnosis. So that could be it or 

maybe we could have done a better job in terms of speaking on neuropathy in terms of not just the medical 

term, because some patients may not understand what neuropathy really is, but really describing the actual 

ramifications, what it feels like, what it may impact how you walk, your balance, your falls, I think having that 

type of a dialogue, I'm not sure is happening as much as it should. And then I think there's this stance between 

patients and physicians in terms of how much to report and when to report. So sometimes patients are afraid 

of reporting some symptoms, because they're they're worried that it might lead to reductions in their effective 

chemotherapy dose, so maybe sometimes they under report or sometimes it's back to again, us not utilising 

patient reported outcomes and just simply asking, are you having neuropathy, and they don't really know what 

that means. So they say no, and then we move on. So I think it's definitely can be better. 

 

Richard Paxman  38:20   

Yeah, thank you for that. We sort of use the terminology changing the face of cancer, what would that mean 

to either of you, any final comments on that? 

 

Maryam Lustberg  38:29   

So for me, it's personalised care. That personalised care is not just genomics of treatments. It's not just picking 

the right drug, but also really personalising symptom management and supportive care and not thinking of it 

as a separate bucket. But really, my dream would be that before I retire, if I were to see a patient with breast 

cancer, I could tell her more precisely what her best treatment would be, what her most common toxicities 

would be. And then to be able to tell her, these are some of the things we can do to either prevent or manage 

these, and really have a very tailored conversation with each patient, not a one size fits all. 

 

Corina van den Hurk  39:14   

Yeah, I really agree on that one indeed, to take a look at each patient what is best for that patient and that's 

not only about treatment, but I also as a researcher, think about that you just on your dashboard, have some 

options. Okay, this is this type of patient, I will ask this questionnaire, and then if he gets anxious or depressed 

well then it's that questionnaire monitoring and that intervention now already, and take a look at answers and 

then also change maybe the intervention if it is not fitting to that patient. So that's also what I'm thinking of, 

and also using that data to give something back to the patient so that they are not only giving data to us to do 

research, but also feedback, personalised and aggregated way to benefit all futures. 

 

Richard Paxman  40:05   

Well, thank you both. It's great to have both Corina and Maryam in the same room together, this being the 

first time they've met, even though being heavily involved in scalp cooling, and really promoting scalp cooling 
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research for a number of years. Thank you for listening to our very first episode of Changing the Face of 

Cancer. Everything we have discussed today can be found in the show notes. In our next episode, I'll be joined 

by Dr. Bajpai and Professor Toi, to discuss their clinical research and the impact scalp cooling has on hair 

regrowth, as well as the importance of managing patient expectations as they head into chemotherapy 

treatment 
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