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1

The First Step

Chapter 1

Sometimes the simplicity of a thing belies its signifi-
cance. For example, how simple is it to run a Q-tip 
around the inside of your mouth a few times? It could 

be the beginning of a lifesaving process for someone. But let 
me start at the beginning. 

I became a blood donor in 1975 in Harrisonburg, Virginia, 
the town of my birth, just after my eighteenth birthday. As 
the years passed, I kept donating through various agencies.  
Finally I was able to conveniently donate at my place 
of employment, Champlain Valley Physicians Hospital  
Medical Center in Plattsburgh, New York, fondly known as 
CVPH.

I continued to donate blood using the traditional method, 
but I also expanded my horizons and became an apheresis 
platelet donor. This type of donation requires supervision 
by a nurse. The donor’s blood flows through an apheresis 
machine that skims off a portion of the platelets, the blood’s 
clotting hero. Then the other components are returned to the 
donor’s bloodstream, unharmed. For me, the process usually 
took 60 to 90 minutes. During that time I would relax in a 
big reclining donor chair and enjoy snacks from the canteen, 
particularly milk. The process could be repeated in a few 
days since the amount of blood donated was minimal, and 
platelets replace themselves quickly.
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I had heard from my friends at the donor center about bone 
marrow donation and found it to be an interesting concept, 
so one day I spoke to Nancy Roberts, the nurse I saw every 
time I donated platelets. “I think I’d like to be a part of Be 
The Match, the bone marrow donor registry. What does it 
involve?”

“Oh, it’s easy,” responded Nancy. “There’s some paperwork 
to fill out, of course, and we need to get a sample of the cells 
on the inside of your cheek.”

“What’s the level of commitment?” I asked.
“You’re committed to helping anyone you might match 

and to keeping your contact information updated. It does 
little good to be on the list if they can’t find you when they 
need you. Of course,” she added, “they’ve come up with some 
pretty creative means of finding people in an extremely 
mobile society!”

“Can I back out if I decide later that I don’t want to be on 
the registry?”

“Oh, yes. By all means. You’re free to change your mind at 
any time. But think seriously about whether or not you want 
to do it before you sign up. Valuable time and resources can 
be wasted trying to find and test people who decide they 
don’t want to do it after all.”

“I want to do it,” I said. I knew that my window of  
opportunity to be a match would be closing in a few years, 
since the upper age limit to be a donor was sixty. Only God 
knew the whole picture—who would need a bone marrow 
transplant in that time, and whether or not my marrow 
would match.

Nancy spread the contents of the Be The Match kit on  
the table. She affixed bar code labels here and there on 
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the paperwork. “This is the form you need to fill out,” she 
explained. “If you have any questions, let me know.”

I picked up my pen and began sifting through the ques-
tions. This was easy . . . and exciting. Could this process really 
be used to cure a disease? Blood donations are used to save 
people’s lives every day, particularly in a crisis, but a bone 
marrow donation is made for a specific person to cure him 
or her of a specific blood disease such as sickle-cell anemia 
or leukemia. 

My thoughts returned to the questionnaire. There were 
the normal questions about address, birth date, contacts, 
and employer. The unusual questions were about ethnicity. 
In the “White” section I needed to check off what particular 
kind of “white” I was. I knew I was of European descent, but 
was it eastern, northern, or western?

“Nancy,” I called, “can you please help me with this? My 
ancestors came from Germany and Switzerland, but which 
category does that fit into?”

“Let me check my instructions,” Nancy said, thumbing 
through some papers. “Oh, here it is. Germany and Switzer-
land are both classified as northern Europe.”

I quickly checked the box and moved on. There were some 
questions about medical history, general health, and blood 
donations. Soon the papers were filled.

Next came the cheek swabbing. Each of four swabs was 
labeled with the same preprinted bar code number that was 
also on my paperwork. The number would follow me during 
my time on the registry. 

“Each swab is for one of four cheek areas inside your 
mouth,” Nancy informed me. “Upper right, upper left, lower 
right, lower left. Use the swab to rub your cheek so that it 
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will collect some of your cheek cells. Use the same motion as 
brushing your teeth, but your focus will be your cheek, not 
your teeth.”

I rubbed and twirled each swab on the inside of my cheek 
for a few seconds, according to Nancy’s coaching. Then she 
stuck it into a special holder, and slipped it into the envelope 
addressed to the National Marrow Donor Program (NMDP). 
It didn’t hurt. It wasn’t laborious. It was easy.

“The cells on these swabs,” Nancy went on, “will go to St. 
Paul, Minnesota, to be tested to see what your tissue type is. 
That information will reside in a potential donor database of 
about seven million people.”

In my mind’s eye, I could see that far-off place in Minnesota 
with drawers full of millions of cheek swabs, each carefully 
accounted for, thoroughly tested, and precisely cataloged.

“The questionnaire, on the other hand,” continued Nancy, 
“will go to the Rhode Island Blood Center (RIBC) in Provi-
dence. Personnel there will go over your questionnaire with 
a fine-tooth comb to make sure you are an eligible donor. 
RIBC is the keeper of Be The Match in the northeastern 
United States.”

“No blood sample?” I asked. 
“No,” Nancy replied. “The bone marrow match is based on 

tissue type, not blood type. It involves a whole different set of 
testing and is very complex. Tissue types seem to have com-
monality within ethnic groups, so knowing the ethnic back-
ground helps Be The Match narrow down which potential 
donors are more likely to be a match for a specific patient, 
thus speeding up the entire matching process. That’s the 
reason for all those questions about ethnicity. Take a look at 
these pictures on the questionnaire.”
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I looked and saw four pairs of people, each pair looking 
ethnically similar. One in each pair had been the bone mar-
row donor for the other. Fascinating!

“And what’s the next step?” I queried Nancy.
“Wait.” Nancy smiled. “Just wait. You might never be called 

as a match for someone else . . . but then again, you might 
be. And you might be the only one among millions who will 
match someone who needs a bone marrow transplant. You 
never know.”

She was right. You never know. The date was May 5, 2009.
A year passed. No call. A second year passed. No call. The 

months were moving on. I was still waiting. I was in the 
upper fifties—getting closer to sixty-one years old all the 
time! Would I ever be called? 

And then it happened. In early January of 2012, after 
returning from a trip, I found a message from RIBC on my 
answering machine. “This is Susan at the Rhode Island Blood 
Center. We want to know if you are still interested in being 
a bone marrow donor. You have been selected as a poten-
tial match for a twenty-one-year-old woman with leukemia. 
Please give us a call at your earliest convenience.”

Talk about an adrenaline rush! Yes, I definitely WAS inter-
ested in being a bone marrow donor! I tried calling yet that 
evening, but it was not until the next day that Susan and I 
connected, and she gave me more information.

“Thank you so much for calling me back,” she said. “Do you 
still want to be a bone marrow donor?”

“Yes!” I almost shouted into the phone.
“Great!” Susan almost shouted back. “I’ll e-mail you an 

Internet link to a medical questionnaire you need to fill out 
within the next two days to see if you’re medically able to 


