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Burden of guilt

I'm losing my donated kidney. Have I done enough with my life to prove I was worthy of this gift? 

KAREN NICOLE SMITH 

From Monday's Globe and Mail

April 6, 2009 at 12:00 AM EDT

It's one of the rare days when my peritoneal catheter hurts. A soft, malleable tube surgically implanted under the skin near my navel, the catheter extends down into my abdomen. I will eventually use it to do dialysis.

I begin my day with a round of anti-rejection medications and slip in two extra-strength Tylenols for good measure. As I leave my house, I throw the whole Tylenol bottle into my purse. There is life to attend to.

I live as though I'm not poised to begin dialysis. The catheter symbolizes the gravity of my health concerns. Today the symbol is like a giant, neon awning. Most days it's so quiet I can forget it's even there.

I am losing my donated kidney, despite doing everything my doctor's told me. It's functioning at less than 13 per cent. The party is over. I represent the side of organ and tissue donation rarely mentioned. Donated organs have a life span — they are not necessarily forever.





It was my decision to get my catheter even though I'm not sick enough to do dialysis yet. With it in place the transition to dialysis need not be a traumatic emergency. When I begin to feel consistently unwell I will inform my doctors and together we will take the steps necessary to start. I do not feel consistently unwell yet.

I like to imagine that I have some control in this situation. My body reminds me otherwise. A part of me is always listening inward. Concentrating, judging, weighing whether my pains and feelings are worthy of alarm. A ticking time bomb. Will this round of blood work be bad enough for my doctor to advise me to start? Will today be the day I begin dialysis again?

In my late teens, I was diagnosed with chronic kidney disease. By my early 20s, I suffered complete kidney failure. I remember feeling very tired. I remember not having any appetite. I remember my doctor's attempts to keep me well — medications, chemotherapy, diet restrictions. I also remember when dialysis became inevitable.

On dialysis, my energy level remained low, I suffered chronic infections and I was gravely anemic. But it extended my life long enough for me to have my transplant. A means to an end. I always remind myself that at least I have this life-preserving option.

Thirteen years ago, I received a phone call from the hospital — they had a kidney for me. I was overjoyed and in shock. Beyond a lottery-winner moment! I waited a short three years to get that call, a blessing because many people die waiting for organ transplants.

When I woke up in recovery in the early hours of Aug. 23, 1996, at the Royal Victoria Hospital in Montreal, it was a rebirth. Even through the pain of a six-hour kidney transplant surgery, I felt better. Life had been restored.

I was filled with a rush of positive, unbounded momentum. I quit McGill University, where I was studying sociology, to go to theatre school at Dawson College. I moved to New York. I acted (and starved) with the Yale and Juilliard grads. I moved back to Canada to continue acting. I quit acting and moved to Atlanta, close to childhood friends. I worked as a wardrobe stylist on music videos and wrote for television. Eventually I came back to Canada to complete my undergrad in sociology.

In between the career changes and moves, I partied. Made amazing friends. Travelled. Got my heart broken. Broke a few hearts. So why, as I reflect on my time with my donated kidney, am I not sure I've done enough to prove I was worthy?

My feelings of guilt began vaguely. At first I could dismiss them by recounting an adventure or an obstacle I'd overcome. I'd think about the anonymous donor who had signed an organ donor card, and I'd reflect on how in a small way they were still alive in me, accompanying me on my journey.

At its worst the burden was recounting my day as I tried to fall asleep — weighing whether I had done enough to be worthy of having that day. Many nights I judged that I hadn't and lay awake disappointed with myself, frantic about doing better.

But what accomplishment could symbolize how much I appreciate a second chance at life? What would be enough? Topping Obama and becoming the first black, female president? Maybe if I had won an Oscar? A Nobel Prize? Lowered the incidence of AIDS?

Part of me is proud of what I've made of these precious 13 years. I may not have been able to do as much with my life if I had been sick and hadn't had my transplant. At my best, I've lived like I didn't have all the time in the world. I knew my kidney was not something I could count on forever.

My guilt will always haunt me though. It was a phenomenal gift and I feel an overwhelming sense of gratitude. How many times have we agonized over a call or a thank-you note trying to capture just the right sentiment over a navy-blue sweater?

As I approach dialysis again, the benefits of my donor kidney continue. With the help of medication it will contribute to kidney function in combination with dialysis. No mourning yet.

Once again I will be put on the organ transplant list. I will join thousands of other Canadians waiting for a phone call, in my case hoping for a second lottery-winner moment.

In the end I have to believe my renewed vigour was a sufficient tradeoff for this gift of life — with or without an Oscar to show for it. I am working on it.
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Latest comment posted at 12:27 PM EDT 06/04/09

I'm losing my donated kidney. Have I done enough with my life to prove I was worthy of this gift? 

This conversation is semi-moderated 

1. Susan Rogan from Canada writes: Hi Karen, I've signed my donor card and would be really bummed if the spare parts didn't get used by the next customer. You don't owe anyone, that's for sure, and maybe in that person's dying moments wondering what THEY had done worthwhile, they could think of someone like you who might benefit from their gift. I'll tell you again though, you should not feel that you have to justify receiving this help. You have enough on your plate with chronic kidney disease, and that's what the best part of society is about: "If we all stand together, not one of us will fall."

You are the one carrying the heaviest burden if you see life in such a way that we are all in it together.

Thank you for your essay. I hope it inspires people to take the plunge and pick up a donor card at the driver's liscense office and sign it. 

· Posted 06/04/09 at 12:11 AM EDT | 

2. Fabien Nadeau from St-Liboire, Qc, Canada writes: Don't worry... You've done enough with your life... You have nothing to prove.

I like to think life is like a house: some are stones, some are mortar, somme are wood, others are pipes, etc. All are worthy, necessary.

I am an old man who lost a younger brother to suicide years ago. I was happy that he had signed his donor card, so his death meant life for others.

I signed my donor card, in the hope that old parts will be better than no part at all for somebody. 
· Posted 06/04/09 at 7:58 AM EDT | 
3. Ter3 Hamer from Canada writes: Our family is uniquely positioned in that our late son was a heart donor and my wife a heart recipient. A person's exit does define a person and there is no finer gift than the gift of life. At the same time, Canada's donation rate is brutal. The laws must be changed. Specifically, we need (1) legislation that states the person's desires are to be honoured, if they have signed they wish to donate -- do not leave it up to the families at a time of stress; (2) a national registry of those willing to donate; (3) a voluntary data base where your doctor completes all medical knowledge about you, blood type, etc. - saving time, saving lives -- maybe even your own. If anyone would like to see a copy of a speech I have given on this, please email me at Ter3Hamer@yahoo.ca 
· Posted 06/04/09 at 8:20 AM EDT | 
4. Kim Philby from Canada writes: You don't need to win an Oscar to be "worthy." All you need to do is, at some point in your life, do something for other people. Oscar winners and star athletes are not the real heroes in this world.

I heard something to the effect that what we do for ourselves dies with us, but what we do for others lives on with them. 
· Posted 06/04/09 at 8:37 AM EDT | 
5. Diane Craig from Toronto, Canada writes: Dear Karen: Please do not feel guilty. Now, more than ever, it is time to be good to yourself. Thirteen years with a donated kidney is a long time, and you have made your donor proud. Your appreciation for the gift alone shows your graciousness and sincerity. This kidney was meant for you to live a normal life. I am from a donor family. May 26th, 1999, my daughter Sandrine, at the age of 11 died in a school bus accident in Dunrobin, just outside Ottawa. I don't know who received her kidneys, although I do know they were teenagers. She also donated, her heart, lungs, liver, pancreas and corneas. It is true, this gift is not forever. My husband, a nephrologist has been working with dialysis patients, and has had a research lab for almost 40 years looking for a cure to kidney diseases. I have worked relentlessly trying to make sure those who are in need of a life saving organ get it. Your story is an inspiration this morning. A message to let us know we need to keep raising awareness so you don't have to wait too long for your second kidney. I am currently planning a campaign this May in Ottawa. This campaign is to raise awareness and let people in Ontario know they must register their wishes by signing a form with OHIP. If you are up to it, perhaps you will join us May 24th, and if you cannot, please join our page on Facebook http://www.facebook.com/group.php?gid=60918401586&ref=ts It is called Sandrine's Gift. I am sure you would be an inspiration to all of the members on the page. Most of them are young people who went to school with Sandrine. Again, there is no room for guilt; there is only room for a new kidney. 
· Posted 06/04/09 at 9:06 AM EDT | 
6. Sybil Jackson from Gravenhurst, Canada writes: What never seems to be mentioned is that signing a donor card is not enough.

Unless you die in a hospital equipped to deal with organ retrieval it isn't going to happen. Those of us who live in rural or remote areas can sign all the cards we want but it isn't going to result in our organs being available where needed. 
· Posted 06/04/09 at 10:39 AM EDT | 
7. John Doucette from Canada writes: Is this a rejected script for that CBC radio epic Wiretap? 
· Posted 06/04/09 at 12:27 PM EDT | 
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