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My son Jeffrey was diagnosed with Ewing’s Sarcoma six months ago.  I remember every detail about finding out like it was yesterday.  I was at work on September 12th and it was 4:38, Dr. DiCaprio called to tell me Jeffrey had a Ewing’s Sarcoma in his right humorous (not a cyst like originally thought) and that he wanted to see us first thing Monday morning.  I asked what the survival rate was and he told me 85%.  I tried, through my tears, to verbalize the thoughts and questions which were racing through my mind. Dr. DiCaprio kindly explained that I needed time to digest the diagnosis and we could talk on Monday.  That was it, right then and there, in the kitchen door at Rafferty’s my life had changed forever.  All I wanted to do was race home as fast as I could and hold him and never let go.  I called his dad, my mother and then my boyfriend Keith (which is where Jeffrey was).  His dad and I decided to tell Jeffrey Sunday afternoon-giving him the opportunity to enjoy one more weekend cancer free-at least in his mind: why should he worry before he needs to.  The drive to Keith’s was the longest and the shortest drive I have ever made.  I had to compose myself to spend the weekend with Jeffrey and all I wanted to do was cry myself to sleep.  When I got there I found my happy-go-lucky baby boy building a campfire with Keith.  So I put on my game face and we had a great weekend despite the big pink elephant in the room.

 

     So Sunday comes and I keep asking myself, “How do I tell my son he has cancer?” What do I say when he asks “Mom am I going to die?”  But like with everything in Jeffrey’s life he takes it in his stride and says “So I have cancer?” What is chemotherapy?” , “Can I do make-a-wish?”

 

     We met with Dr. DiCaprio on Monday and he answers all the questions we have and refers us to Dr. Pearce at the Pediatric Oncology Group at Albany Med; we meet with her and her staff on Thursday.  What an extraordinary women she is!  She was amazing with my son and talked directly to him and explained exactly what would happen over the next year of his life.  The two of them laughed and joked like old friends.  She ensured him that she would see to it that he meets his beloved Boston Red Sox (she had just sent another patient to Boston and Big Papi signed his head!)  That’s all Jeffrey needed to hear, he was on board with whatever this woman had to give him.  She let Jeffrey play in the computer room while she talked to Jeff and myself.

 

The next conversation we had dropped me to my knees.  She told us the horrible things that the chemo drugs would do to our son’s body.  Hair loss, mouth sores, blood transfusions, fatigue, bone pain, sterility, nausea, vomiting, and last but certainly not least, chemo drugs on rare occasions cause Leukemia and if it develops, its untreatable.  So I spent the last 13 years of my life protecting this child and keeping him healthy and now I was going to watch a doctor strategically poison him.  Chemotherapy treats the cancer cells and stops them from spreading; but what about the tumor?  

 

We had two options radiation or surgery.  Radiation: Ewing’s respond very well to radiation, but radiation almost always causes more cancerous tumors later in life- and a child has more later than an adult.  Radiation would also stunt the growth of his arm.  Surgery:  the better option, but they felt it was too large to remove and Jeffrey’s future in sports (a passion of his) would be in serious jeopardy.  How do you tell your son, who eats and sleeps baseball, basketball and soccer that he may never step on a field again? 

 

Over the next week, Jeffrey had a port surgically implanted in his chest, and his bone marrow was tested.     Ewing’s can spread to the marrow and the lungs- but Jeffrey‘s had not. Next the chemo would start and so would our journey. 

 The next four months became a whirlwind filled with 5 day stays at the hospital, countless doctor’s appointments, rushing to the hospital with every fever,  endless medications, daily home injections, watching blood counts, blood transfusions keeping his calorie intake high ( I must be doing well I gained 10 pounds) and making sure people around him are and stay healthy.  But somehow in these four months we also learned what we where doing and how to cope with it.  I give so much credit to the amazing staff at Albany Med, without them we would be lost.  They showed us the lighter side of cancer and how to laugh your way through a disease which is so far from funny.  But most of the credit goes to my son.   His has an attitude toward his awful disease that truly pushes me everyday.  He never lets it get him down, he always has a smile on his face or a joke to tell.  He goes to school whenever he can, his teachers and classmates are happy to see him when he returns.  He even managed to stay on the honor roll threw all of this.  I try to put myself in his shoes. Being thirteen is hard enough, but to be a teenager and not have hair and all the other things that chemo does to your body, has to be excruciating!  I look at him with awe and a humbling sense of pride.  

 

     So now it comes to the decision between radiation or surgery.  We had been to Dana Farber Cancer Institute in Boston for a second opinion.  All the doctors, Boston and Albany, agreed that surgery was the best option.  

 

So the surgery was scheduled for February 6th at Ellis Hospital. Dr DiCaprio studied and prepared for this surgery for a month; he had never performed it before!  Dr Pearce said we could find a surgeon in Boston or NYC, but she had seen Dr DiCaprio perform miracles in the OR and she would put her own child in his hands. The surgery entailed removing all but 5cm of Jeffrey’s humorous bone and replacing it with a cadaver and reconstructing the elbow joint.  The greatest concern was his fine motor skills and his elbow movement, but we were ready, and cautiously optimistic about the outcome.  

 

The morning of the surgery I was scared out of my mind, everyone was, except Jeffrey, he said he had the easiest part-all he had to do was sleep.  They took him to the OR at 8:00 and we settled in the waiting room to wait for his return.  We could expect to see him in six to ten hours and they would call me every couple of hours to give an update.  At 11:30 I received the first call, his bone was out and the new one was going in- great we are doing well.  At 1:00 the next call came Jeffrey was in recovery and Dr DiCaprio was on his way up to see us.  The fifteen minutes it took for him to get to the waiting room seemed longer than the surgery itself.  When Dr DiCaprio and his assistant Brad walked around the corner and I saw the beaming smiles on there faces, I finally exhaled.  The surgery went beyond everyone’s expectations and the new bone fit like it was made for him.  We went upstairs to recovery and they let me back to see Jeffrey.  I whispered in his ear “How are you doing baby?”  He didn’t open his eyes but he gave me a thumbs up with his right hand.  I knew right then that we had made the right discussion.  On Monday they told us the tumor in his arm was dead, which means the chemo had worked!  He recovered well and was released on Tuesday. We drove home and he went right into his game room to play his video games-which ironically is good therapy for his hand, lucky for him.  He got a couple weeks off from chemo to allow him to recover from surgery and then February 27th his chemo began again.  He has eight more rounds left which should take him to the end of June.  We are not done with our journey, but we are starting to see the clearing in the woods.  

 

     I can‘t tell you how many ways this has changed me. I have learned how strong I am and what I can endure when faced with my own child’s mortality.  I have also learned what an extra special person my son has grown up to be.  He is destined to do great things.  When he can gets through this, life will be a cake walk.  In this crazy world we all live in, my faith in humanity has certainly been restored. We have met so many great people along the way. Strangers willing to go out of their way for someone who needs their help. Thank you for listening to our story, we aren’t finished, but it will have a very happy ending.

 

 

 

Sincerely

 


Tina Driscoll

