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Hannah Bank: When a child is sick, families do all they can to get the best care option available. And sometimes, the only option left is trying something new. That's where clinical trials come in. They're a critical step in testing emerging therapies, and for some kids, they're a real chance of finding a treatment that works.

Dr. Jim Whitlock: Clinical trials are an important type of research. Developing new drugs in the lab, understanding the biology of cancer, all of those things make a difference. This is how we use all of this discovery to try and improve the health of patients.

Hannah Bank: That was Dr. Jim Whitlock, Division Head of Haematology/Oncology and Director of the Garron Family Cancer Centre at SickKids. He knows that accessing a trial isn't always as simple as saying “yes”.

Dr. Jim Whitlock: Just because there's a trial somewhere doesn't mean that your child can actually get to it. This is a big country and trying to navigate it back and forth between the referring centre and the place that you need to come can be very expensive. And so how are families gonna do that? They're gonna miss work. The parents are gonna not be at home to take care of their other children, just huge obstacles that they face.

Hannah Bank: For some, getting to SickKids for treatment can cost as much as a month's worth of groceries. For others, it can add up to a year's rent. And the costs aren't just financial. They show up in disrupted routines, constant uncertainty, and the emotional toll of navigating care for a child with a serious illness. Families shouldn't have to worry about accessing care for their child on top of everything else they're managing. So what if they didn't have to do it alone? 

Dr. Jim Whitlock: I thought, well, how are we going to solve this? I guess it'll be us. If we build it, they will come.

Hannah Bank: You're listening to SickKids VS, where we take you to the front lines of child health. I'm Hannah Bank, and this is SickKids VS Barriers.

Amanda: Nika is 12, and she is fun and sarcastic and sassy. Very loving and caring kid, though. Right now, she wants to sell stickers. All her other siblings had a little job at this age, too, whether it's babysitting, walking dogs. Her schedule doesn't really allow for it, so she wants make stickers and craft kits and stuff for kids. So, we're trying to start her up a little- something a little fun on the side to do.

Hannah Bank: That's Amanda talking about her daughter, Nika. Nika is the youngest of eight children. When she was just two years old, a CT scan at the family's local hospital in Bradford showed a mass at the base of her brain, almost the size of a baseball. She was diagnosed with an aggressive, hard-to-treat brain tumour.

The family traveled more than an hour to SickKids for surgery. Then, Nika underwent three months of high-dose radiation. She was stable, for a while. But when she was nearing her 10th birthday, the cancer came back. Nika underwent 33 more rounds of high dose radiation. Again, her scans stabilized. But shortly after, a routine MRI showed a new area of growth. She started a drug designed to cut off the tumour's blood supply, but it didn't work. 
Amanda: At that point, she had been given a choice whether to start a trial or go home on just palliative care and comfort measures. She wanted to keep fighting and she wanted to try the trial that she's on right now.

Hannah Bank: What is, sort of, the protocol for treatment?

Amanda: So, for treatment, she needs to go in… We need to spend about a week in Toronto because we live over an hour away from Toronto. We come down the Sunday before because Mondays are the early days and long starts and all the tests and everything like that. So, before she can start her treatment.

Hannah Bank: Nika's treatment is on a 28-day cycle. She starts each cycle with five days of two types of chemotherapy. But she also takes the trial's experimental medication every day on the cycle.

Amanda: So that first week is chemos. That's usually when stomach problems and stuff start for her, so we start giving her some extra meds and switch her diet around a bit. The second week, usually between the next seven to 10 days, she has a lot of tummy issues. We're usually fairly homebound, we might hop out to the store or something, but she likes to stick close to a bathroom. And then after that, it starts calming down and about maybe the week beforehand, everything starts going a little better, starts normalizing, and then we have to go back and do it all again. She's about halfway through cycle seven right now, and it's honestly been the best cycle so far.

Hannah Bank: But treatment is only part of Nika's story. As the family continued making regular trips to SickKids, I asked Amanda what was most real for her and her family day-to-day.

Amanda: Definitely the time off work. So you definitely take an income hit, like a huge one. Thankfully all her siblings are older, so no real childcare costs anymore. When she was younger though, it was- it was a juggling act, trying to be in, like, five different places at once with them all. Emotionally, it's a roller coaster too, because you never know what's going to happen one day to the next kind of thing, or one cycle to the next. We've had the cycle held before, we've had to put her chemo meds down and stuff so that she could tolerate the treatment. She's had days she's been sick and ended up in the Hospital. You also have all the travel back and forth or all the various different types of appointments. There's a lot that goes on financially, you have the different meal costs, gas costs, the wear and tear on the car. We have the extra gas cost because she's not quite well enough to go to be in school full-time, so we have a system set up through her school where she goes three days a week after school. We live in the country, so now I'm driving her back and forth to school for all those days as well. And then the meds that aren't covered, she's on thickened fluid, so the thickener you need to pay for that — it's not covered by OHIP or anything. Like, there's all kinds of little things.

Hannah Bank: While Nika's treatment takes a front seat in her family's life, the pressures around it don't disappear. They multiply and come with missed school and work, stress, and receipts. Jim saw what families were going through and recognized that it wasn't just about making clinical trials available, but accessible.

SickKids breakthroughs are only possible with the incredible support of our donors. That's why we're proud to recognize CIBC as the premier partner of the SickKids VS podcast. The bank and its team members care about making a difference. CIBC has championed SickKids for over 30 years and is the largest corporate supporter of the SickKids Cancer Sequencing Program. CIBC also generously supports SickKids through CIBC Miracle Day and an active employee giving and volunteer program.

Hannah Bank: Not all clinical trials are funded the same way. Some include support for families, others don't. Academic or investigator-led trials are different. They are designed by researchers to answer more precise questions. How a disease works, which treatments are most effective, and how care can be improved. They are critical in advancing science and public health, but they rarely come with built-in funding to support families.

Dr. Jim Whitlock: So, the first challenge that patients and families face, is there a trial out there that my child is eligible for? And if so, where is that trial? Can we get to that trial, and what's the funding available to help support that trial, what can I do? If it's at my child's hospital, then that's a great situation, but not all clinical trials in Canada can be conducted at all hospitals. And so there may be restricted access in a particular province or a particular city, so that patients may have to travel to be in a clinical trial. And then the biggest challenge becomes how does a child get here? And so, we created a program for children who were enrolled in an academic clinical trial that we would fund that with research dollars, because otherwise the child can't participate. And this applies again, only to academic trials. It doesn't apply to commercial trials because many of our industry partners are generous in providing us a travel budget. So, we're just doing this for trials that don't have the funding that would allow that. And so, we created a pilot program. Sarah and her team picked the name STEP-1, which I think is perfect.

Dr. Sarah Cohen-Gogo: It's a super cool name, but it's actually also an acronym. So, it stands for Supporting Travel for Paediatric and Adolescent Patients to Access — it's a mouthful — Academic Phase 1, 2 Studies. So, it's sort of like an explicit title, but also the first step to get them where we need them to be. 

Hannah Bank: That's Dr. Sarah Cohen-Gogo. She's a paediatric oncologist and clinician investigator at SickKids. She made STEP-1 a reality. This program provides financial support for kids and teens with hard-to-treat cancers in Canada, so they can access clinical trials. But the program's impact goes beyond that.

Dr. Sarah Cohen-Gogo: It's like, how do we take care of that child and family best so that, when this is all done and hopefully the child is okay and there's no more cancer, in- in what situation are you left with, right? And so, we realized that actually families are interested in talking about those things. And so along the same lines, social determinants of health are things like what's your level of education? How many people are living in the home? Who's earning an income? How much money, you know, do you declare for taxes last year? Do you have access to this? Do you access to that? Are you worried that there's food on the table at the end of the day? What's your capacity to work? And there is published evidence that actually supporting those things, such as providing you with transport to the Hospital, providing you with, you know, grocery support matters and will actually improve getting to the Hospital for treatment and improve outcomes.

Hannah Bank: STEP-1 launched as a pilot in 2024, and early on, the need for it was clear. I asked Sarah what those early days look like.

Dr. Sarah Cohen-Gogo: So, at the end of that first year, 2024, and we were nine months in, and we had supported 15 patients. So, which was actually incredible. And then to sit, and sort of understand, you know, where our patients were coming from, which studies had recruited most and so on. And so, it was really a very joyful time to understand how- how much of a reality it had become and how much of a crucial program it had become for some of the clinical trials and other investigators that were like, wow, thank you for STEP-1, like this is making such a difference. When I have a conversation with a family that I know that I can just bring STEP-1 up and this will be taken care of and they don't have to worry about that.

Hannah Bank: It's incredible. How much approximately would it cost a family to, you know, within the course of a year? How much were you covering?

Dr. Sarah Cohen-Gogo: That's a very, very tough question. So, when we reported that first data, I think the median amount of money that we spent was $12,000 per patient, but then the range was very wide. Maybe it was closer to $2,000 for a patient that was more local and had just started therapy, and up to, I think, $27,000 for a patient, that maybe might have been flying back and forth, but it will sort of vary depending on how long they would be on the clinical trial. As much as I wish that this was maybe a six months, nine months thing, it is for some of our patients and that's already a very long time, unfortunately for some patients and families, we're talking about years. And so, years of trying to make ends meet of like, you know, reshuffling finances and so on. It's also acknowledging cost of life, also acknowledging Toronto is a very popular city. You know, when you have Taylor Swift in the city, it's impossible to book a hotel room at a reasonable price. Being like, it doesn't matter. We have STEP-1, we'll find ways, was actually so crucial because I can't imagine, you know, a family being online and trying to come up with something. I would never want a family to try and save money and be much further away.

Hannah Bank: In Toronto, families like Nika's can stay at Emily's House or Ronald McDonald house. But STEP-1 and its partners also cover hotels if needed.

Dr. Sarah Cohen-Gogo: One thing that I want to make very clear is that there's not a limit. There are no income criteria with regards to the families. As long as you're on the clinical trial and it's helping with your situation, you're gonna be supported by STEP-1.

Hannah Bank: The clinical trial that Nika is part of is called OPTIMIZE. It stands for Optimal Precision Therapies to Customize Care in Childhood and Adolescent Cancer. It's designed to match kids and teens who have high-risk cancers to targeted therapies based on the evolving genetic makeup of their tumours. It's a platform trial, which means it looks at multiple treatments at the same time. It can also evolve continuously testing, adding, or dropping therapies based on how it's working.

Dr. Sarah Cohen-Gogo: It’s actually a collaboration between Australia and Canada. It's a strong example of a study that's, you know, sort of risen from scientific collaboration and a lot of philanthropy support, but there was not a line of funding to support travel and accommodation. And so, once it opened at SickKids, then it was a- a great match for the STEP-1 program.

Hannah Bank: For Nika's mom, Amanda, STEP-1 was a lifeline.

Amanda: Honestly, after having been through treatment — what, three, a few times beforehand — it was kind of a relief to hear there was actually something out there that was helping financially as well.

Hannah Bank: At the time of this recording, Nika is on her seventh cycle of treatment. We looked into how that adds up. For each cycle, STEP-1 helps cover the cost of getting to SickKids on treatment and non-treatment days — like when Nika needs her quarterly MRI checkups. It also includes unplanned visits. It helps cover travel, parking, gas, and accommodation. STEP-1 also helps pay for meals. Which even includes Nika's go-to drink.

Amanda: So, it's a sugar-free, decaf, vanilla protein latte. No caffeine, low carb, high protein. It hits all the boxes for us, so she's allowed her little treat.

Hannah Bank: Amazing. That's such a nice thing to look forward to.

Amanda: Oh yeah, she loves it. She'll get it once, twice a week usually. During her treatment week. It's a nice little, you know, this is nice and warm and just for me kind of thing.

Hannah Bank: A drink order might seem small, but it reflects something bigger. The idea that care is about more than medicine. Right now, STEP-1, a program that many have come to rely on, is still a pilot program. But what would it take to ensure it's here to stay?

Dr. Jim Whitlock: So for pilots, by design, we provide funding for up to three years. And if a pilot program hasn't identified sustainable funding by that time, then it's not continued. So, we were able to take this program and have it become a national program to include other centres across Canada, including BC Children's Hospital and Sainte-Justine in Montréal, so that patients can travel to their centres if they have a clinical trial that may be of benefit. It’s been, I think, a huge step forward, because it really is now a national program. It's not just a SickKids program, it's not just a Garron Family Cancer Centre program, it's a national program. And I think it's giving other academic centres the same opportunities that we were very privileged to build. And I think it’s important for me, as the leader of the cancer program here at SickKids, to not just try and make things better here at SickKids, but also to remember that we need to help all of the boats float higher. And, you know, those other institutions may not be as large as we have and certainly none of them have the same sort of level of support that we have, but they're doing important work too. 

Hannah Bank: As of June 2026, STEP-1 has supported 35 patients and their families. The program can't ease every financial pressure, but for families navigating care for a child with a serious illness, it offers a foundation of support to help them focus on what matters most: caring for their child.

Amanda: It’s like trying to put the puzzle pieces together while you're walking. Eventually, you put some together and stuff, sometimes you forget about some, sometimes you drop some, but you always have your outline there. The STEP-1 program fits kind of like the edging around a puzzle. It's there as your framework and your guide for everything else. So, you know you always something you can rely on and come back to get things back on track to where you were heading to begin with.

Hannah Bank: I love that. And do you have a sense of how Nika's treatment is going? 

Amanda: So right now, going by her last MRI, it looks like she's stable. There's been some very small shrinkage going on, but stable is good for her type. Future-wise, her type of tumour is known as a recurrent tumour, so it's harder to treat, and it's known for building up resistance to certain treatments over time. So, I know eventually this will either plateau and hold off, like hold it off for a few months, or it'll start slowly growing again and we'll have to switch arms pretty quick.

Hannah Bank: Well, it's nice to know that there is, you know, hope with another treatment and the more time that goes by, more research is happening and possible breakthroughs and opportunities.

Amanda: There are so many different things. Ten years ago, if we were here, there wouldn't have been anything.

Dr. Jim Whitlock: I've been doing this long enough to see how things have changed over the years and we can save so many children now that we couldn't save before. The best way to treat all of this relapse and refractory cancer is to give better treatments up front and just never let a relapse happen. We're seeing huge progress in that. The children that do relapse, they'll become more and more difficult to treat and these new tools that we're having are just, I mean, I couldn't have imagined this when I started my career, that there would be drugs that could work in these types of situations and be this effective. So, it's also incredibly rewarding.

Hannah Bank: STEP-1 is an example of holistic, individualized care in action. Programs like this are rare when they shouldn't be. Jim says that when it comes to these bold ideas, we shouldn’t be afraid to try, and we're not.

Dr. Jim Whitlock: I think we have heard from patients and families that they are very grateful for the opportunity to come and participate in a trial, whether it helped their child or not, just the fact that there was something that gave them hope. So, hope is, you know, I think hope is one of the most important things that patients and families who are facing cancer can have, and to be able to continue to give them hope, while we're looking for real, new ways to treat their cancer, is- is an important aspect of this program. And, I think how one survives this, sort of depends on if you're a glass half empty, glass half full kind of person. I think a lot about the children that I've taken care of that are no longer with us. But I also think more and more about the successes that we've had sometimes against the greatest of odds. Children who are in a, a first-in-human trial that's not even designed to evaluate; its goal is not a cure, but if we can get that, isn't that stunning? And for me, that's enough to sustain me, to keep me going. Because I just have to believe that every child that I treat on one of these early phase clinical trials is gonna be the next one that survives. That's not always the case, but boy, when it is, it just doesn't get any better than that.

Amanda: It takes a community to raise a child. Raising a kid, it does cost money, it costs time… But in these situations, it costs a lot more of both. So, with programs like STEP-1, it helps miles and miles more than you could probably ever know.

Hannah Bank: From SickKids Foundation, I'm Hannah Bank. Thanks for listening. To support breakthrough research and care at SickKids, please visit sickkidsfoundation.com/podcast. And if you liked this episode, subscribe and rate us wherever you listen to podcasts. SickKids VS is produced by me, Hannah Bank, Liz Surani, Rebecca Ostroff, Jasmine Budak, Charlotte D’Arcy, Zeynep Kahramanoğlu, and Neil Parmar. This episode was written by Zeynep Kahramanoğlu. Sound design and editing by Quill. Check out our show notes for related links and resources. Until next time. 

