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Educating the public about childhood cancer 
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September is Childhood Cancer Awareness Month, a time for the public to focus on the issues connected to children and their families dealing with the various forms of the disease. 

Jim and Renee Norbury could have used a little more of that awareness a couple years ago. The Norburys would be the first to admit they were clueless about the issue of childhood cancer until their daughter Jessie was diagnosed with a malignant brain tumour in October 2007. 

From that moment on, they became nearly overwhelmed with the facts – and myths – surrounding ever aspect of their daughter’s disease, her treatment and even her eventual recovery. 

“It is such an underground world, we were absolutely surprised by what we had gotten into. We thought the kids get sick, they get a doctor and the doctor will fix them,” Mr. Norbury says. “The first thing I did was go online and start reading things I never should have. What we needed was someone to help us understand what we were dealing with. Childhood cancer is talked about in such a hush, like people are afraid. That’s why awareness is so important, that’s why someone like Margaret is so important.” 

The Margaret in question is Margaret Warden, one of the 10 interlink pediatric community cancer nurses in Ontario. Ms. Warden’s job, in the simplest of terms, is to provide support for children and their families dealing with cancer through hospital and home visits and phone calls. 

Ms. Warden has been a full-time registered nurse for 27 years, has worked with children dealing with cancer for 20 years and has been in her position with Pediatric Interlink Community Cancer Nurses (a program of the Pediatric Oncology Group of Ontario – or POGO) for the past five years. 
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All that experience – and especially 20 years in dealing with childhood cancers – makes Ms. Warden strongly qualified to educate the public on an issue that is particularly focused upon during Childhood Cancer Awareness Month. 

“Raising the level of awareness about childhood cancer is very important. Overall, childhood cancers are two or three per cent of the cancer population in Ontario, so unless you have some direct involvement, family, friends, a neighbour, chances are you don’t know about it,” Ms. Warden says. “There are between 70 and 80 new diagnoses in London each year, 400 in the province. The numbers are up every year. One of the things we try to tell people is that childhood cancer tends to be very treatable. Children are living longer. We’ve made great strides.” 

Not surprisingly, Mrs. Norbury says greater awareness of childhood cancer is a necessity. 

“I think having Childhood Cancer Awareness Month is huge. The best-case scenario is to raise the level of awareness in our local community and build upon that. People need to be aware of the whole journey. There are a lot of misconceptions out there, about cures, about treatments. And the more educated people are, the better it is. The more the public knows about childhood cancers, the better it is,” Mrs. Norbury says. “If you want to help raise awareness, wear the gold ribbon. It didn’t take long for pink ribbons to raise breast cancer awareness in the public eye, and to mobilize our society to action. I hope that in 10 years gold ribbons will be as common as pink ribbons.” 

Ms. Warden brings her experience and commitment with her to every family she meets in an effort to help not only educate them about cancer, but the whole health care field in general. 

“There is so much involved when your child is diagnosed with cancer. Most people don’t retain a lot when they first meet with the doctors. My job is to sit down with them in a comfortable environment, review what they were told. They have a whole new language to learn, it can be very intimidating,” Ms. Warden says. “Cancer has a huge impact on the family, on siblings. Especially if the family doesn’t live in the treatment area. I try to see a new family within two weeks of a diagnosis, for a minimum of three hours. Sit down at the table and talk with them, talk about diagnosis, prognosis, treatment, drugs and do an assessment of the whole family.” 

After so many years of helping guide families through the process of treatment and recovery – as well as helping deal with those unfortunate situations where recovery isn’t the final outcome – Ms. Warden says she thinks it is more important than ever to educate the public, and particularly elected officials, on the issues surrounding childhood cancer. 
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“It’s such a small percentage of the cancer population, but awareness helps get the word out, especially to governments. Children are living longer, into their adult years, and there are often long term effects to chemo, to radiation, which is why it is so important to be an advocate for families,” Ms. Warden says. “If we can take the message to governments and even within our own institutions, to get the funding, to increase the research. Groups like the Children’s Health Foundation and POGO help spread that awareness. That public awareness helps progress what we are trying to do.” 

That increased awareness goes back to Mr. Norbury and his admittedly disheartening internet research. 

While knowledge is always an important tool in battling the disease, Ms. Warden says you have to make sure your information is coming from a reputable source. 

“I highly recommend to people they don’t go right to the internet. It’s very tempting to want to find out as much as you can, but there is so much information out there that is simply not true,” Ms. Warden says. “I give families a list of websites that have really great information. And families today, parents, are very well informed and ask the tough questions. You have to be an advocate for your child, I’m going to be an advocate for the child, for the family.” 

Want to get involved? 

¦ The first annual 10,000 Paces for 10,000 Faces event in support of children and families living with childhood cancer takes place Sunday, Sept. 13, at the Marconi Club, 120 Clarke Rd., from 12 noon to 6 p.m. The event includes relay races, family events, a silent auction and a pasta dinner. Contact Marianne Hebb, 519-685-3500 or visit www.childcan.on.ca. 

Want to know more? 

¦ To find out more about childhood cancer, the Pediatric Interlink Community Cancer Nurses or the Pediatric Oncology Group of Ontario, visit www.pogo.ca.
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