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I’ve been asked to speak today about how having a child with cancer, affects the entire family.  It’s difficult to know where to start.  I can’t think of much that it doesn’t affect.

I have three living children.  A daughter who is 18,  and two sons 16 and 14.    My daughter Karyne, lived to the age of 8.  She was diagnosed with a kidney tumour on December 10, 2004 and left us on July 12, 2006.  

Up until that day in December, we were what anyone would have seen as a typical family in Orleans.  Our four kids were enrolled in every activity under the sun and as parents, we were running the circuit from hockey rinks to dance recitals to soccer fields to badminton games… and more.

Karyne was a healthy, funny, energetic little girl… growing up in a normal household.  She was breastfed, ate homemade baby food, peed in cotton diapers that I washed myself.  There are no smokers in our house.  We thought we were doing everything right.  Our kids were rarely sick and as such we never in our worst nightmares imagined ourselves hearing that our child had cancer.

A week before the diagnosis came, we were down south on a holiday.  Karyne was jumping in the waves, playing with her siblings, and having a great time.  Before leaving on our trip, a girl in her grade 2 class called her ‘fat’.  When she told me that, I looked at her; as thin as a toothpick; and thought why would anyone say that?  But her belly was bulging a bit.  So I started to watch her – sometimes it looked normal; sometimes it looked like there was something there.  

Upon our return from holidays, our family doctor sent us to CHEO after finding that Karyne’s blood pressure was unusually high.  He felt something in her abdomen; perhaps her spleen was enlarged.  He did a blood test, after pinning Karyne down and after much struggle.  Karyne was  ‘needle phobic’; which is just a fancy name for kids that are scared of needles..which I think would include pretty much every 7-year-old that had never had a blood test before.  My husband met me in the CHEO parking lot.  It was snowing lightly, and we exchanged kids and sports equipment there.  This was the beginning of what would be a long road of juggling hospital visits into our already hectic lifestyle.

On December 16, Karyne had a 5 pound tumour and what was left of her kidney, removed in a very risky operation.  She recovered extremely quickly and was home for Christmas Day.  We waited what seemed an eternity to finally get the results.  We had been told that there were three possible types of kidney cancer.  Luckily she had the most curable kind, a Wilms’ tumour.  After a multitude of tests it was confirmed that she her Wilms’ tumor had spread to her lungs.  

In two weeks our lives had turned upside down.  It felt like all of the things that keep your life going day to day were just a dream.  We were in another world completely consumed by disbelief, anger and worry.  Simple things like going to the grocery store made me feel as if I was outside myself looking in.  Looking around at all those people who didn’t know what we were going through.  We were so fortunate to have help from our families and our community.  People started arriving at our door with food and offers to drive our kids to their activities.  

During our first round of treatments, I barely kept up with making lunches for school; we had no time to help the kids with homework or listen to how they were feeling.  As hard as we tried, there was just so much a person can do.  It was never enough.  We couldn’t look after everyone the way we felt we should and certainly weren’t looking after ourselves.

We settled into this new life with 2 months of radiation followed by 6 months of outpatient chemo.  I stopped working and took on the role of a CHEO oncology mom.  We started seeing a naturopath and Karyne made it quite easily through the first six months.  We had a pattern that rotated in 3 week cycles.  One week of chemo; one week of feeling sick, one week of low immunity then we started again.  We timed activities so that she could have parties with her friends, go bike riding; but being in public was risky.  

Going to school was out of the question.  She took classes from a teacher at CHEO and from a tutor who came to our home.   All in all, we got through it relatively easily.  The schools that all of the kids were attending did all they could to help.. and then some.  At the end of the six months of chemo we had another scan and got the good news that Karyne was cancer-free.

We organized Karyne’s Children’s Wish trip;  a return trip down south where she was before this all started.  We had a wonderful time.  The six months that she was off-treatment I drove her to school and brought her home for a healthy lunch every day.  She was thriving.  Everything looked fantastic.  When we got back from her Wish Trip, it was time for a six-month post-treatment scan.  But the news was bad again.  Her cancer was back in her lungs.  We couldn’t believe it.  We looked at her, so full of life – her hair was coming back, she was so appreciative of being in school.  

We went to pick her up from school that day; and she came running down the hall as always and jumped into my arms.  My heart was breaking.  WE brought her and her siblings home and went back into the same living room where we explained the situation just over a year before.  This time, our chances just got a lot lower that she would make it through.

We started another four months of chemo; but this time Karyne slept at CHEO while the chemo was pumped into her pretty much nonstop.  We spent a week at CHEO, then two weeks at home.  The second week she was usually very tired and sick.  The third week she had no immunity.  I would sleep with her every night checking for a fever every hour.

A typical CHEO evening for us saw my oldest daughter trying to study for a Math 11 exam in the parents’ lounge, while my two sons would keep Karyne and themselves busy with video games.  I don’t know what we would have done without the tv and video games at CHEO.  

My husband works at the General Hospital and would walk across the tunnel to CHEO every night so that I could go home to make supper and the next days’ lunches for the other kids.  

I learned how to inject Karyne daily with GCSF which is a growth stimulant they give to cancer patients to help their white blood cells come back more quickly after chemo.  She went to Toronto to have a tube inserted in her leg where she was hooked to a machine that took out her ‘stem cells’.  This was done ‘just in case’ we decided down the road to have high-dose chemo where she would need those stem-cells back to help regenerate her immune system.

I don’t know how we got through that four months; but I do remember having many good times with Karyne on the days she was home, despite it all.   She was becoming funny, witty, and lived life to the fullest when she could.  The days before being admitted she would have her list of movies to go see, people to go visit; she fit it all in before reluctantly getting in the car to have another week of treatment.  

It was a roller coaster ride.  Full of ups and downs.  I was starting to realize that I couldn’t control what was going on; as hard as I tried.  And the doctors couldn’t either.  We were on an uncharted course.  Every decision about Karyne’s treatment was now becoming a ‘suggestion’ from the oncologist but the final decision they left up to us.    I took it upon myself to research every drug, every possible thing they wanted to do and every possible thing I could find that they weren’t doing.  

We made it through four months of this higher-dose chemotherapy.  Another scan showed that the cancer in her lungs was ALMOST gone.  They ‘suggested’ lung surgery to remove the 2 small grains of tissue that they saw.  Karyne went through lung surgery and all of it’s complications; coming through again like a star.  They analysed the two grains and found they were dead cells.  No cancer!  

We had renewed hope.  Now her chances were back up to 70%.  We were at a fork in the road; do we continue this chemo pattern for another six months or do we go for a single high-dose chemotherapy treatment, followed by a stem-cell transplant.  The decision was up to us.  WE had a family meeting and decided to go the way the oncologists ‘suggested’… which was a high-dose treatment followed by a stem-cell transplant.

The high-dose chemo treatment shut down Karyne’s liver.  She died on July 12, 2006.  After the flurry of activity during her funeral subsided, the pain began.  At least when we found out she had cancer, we could comfort each other.  When a child dies in a family, everyone is in so much pain, you can’t go to each other without hurting each other.  It’s a very difficult time.  Trying to help our other children recover from this trauma became our entire focus and took all of our energy.  

We went from a family of 6, to a family of 5 plus an angel.

We started a high school project in Karyne’s memory – a renewable energy project called Project Karyne.  Our slogan is ‘let her energy shine forever’.  We quickly realized that we weren’t the only ones hurting.  Many people put their hearts on the line and came to our help over that 2-year period.  It was their loss, too.  Sharing it together seemed to be the right thing to do.  Project Karyne is going strong at Gisele-Lalonde High School in Orleans.  Every day my sons walk right by a 35-foot windmill as they enter the school.  That windmill is Karyne’s windmill.  It helps all of us to know she is being remembered.

So what type of help can the Sears National Kids Cancer Ride give to families dealing with the type of things we went through?  Well, you can imagine the financial toll this type of thing takes.  Taking away some of the expenses incurred can make day-to-day life easier.  Having a housekeeper, a tutor to help with homework, someone to help prepare lunches and dinners – would be an enormous help.  Help with the gas and parking costs, helping to pay for new games and dvd’s for the kids in-hospital, tokens for a few meals at restaurants close to the hospital, all of these things help immensely.

Help for families who lose their child would also be a great idea.  Funerals and grief counselors don’t come cheap.  There is really nothing there to help you get through.  I was not able to go back to work and I don’t know how my husband managed to.  He couldn’t understand how I could stay at home and deal with the emotional end of things; I don’t know how he had the strength to get up and go to work each day.  We were lucky that we each could take on an essential role and start the process of building our new life.  Statistics show that 9 out of 10 couples divorce after losing a child to cancer.  We’re going to beat those odds.

I believe that what everyone here is doing today is very important.  Of course it’s clear that the money you raise will be well spent.  But even more important than that, you are showing community support, you are getting together with positive energy in an effort  to help to make the lives of those who are struggling, a little bit easier.  And when you are on the receiving end, you realize that organizations like the Kids Cancer Ride are out there rooting for you.  You don’t feel as alone.  The feeling of community and caring cannot be underestimated.  It’s that feeling that has kept our family together and given us the strength to carry on and accept our situation.  We need to turn our tragedy into a positive experience by showing everyone that we can live life the way Karyne lived.  Live for today; live with compassion for others.  That’s what you are all doing here.  

Thank you for what you are doing to raise awareness and to help families of children with cancer.
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