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Clockwise from top left: Khaleah and her mom with hospital staff including: Pediatric cardiology fellow Dr. Agustin Rubio, nurse Tracy Brown,
cardiovascular invasive specialist Holly Qian, Dr. Robert Vincent, Lauren Cochell, Sherese Howell (far left)

ALEXANDRIA BERG (NURSE WHO MANAGES HEART TRANSPLANT
PROGRAM]: It’s different for parents of kids with congenital heart
defects because all along they’ve heard the word transplant. If
the ventricle’s not working, it’s almost like, “Thank God we
have another option.” But for kids like Khaleah who are nor-
mal, healthy, and expecting to live a long life, it seems like the
end of the world. It takes those parents awhile to understand
their child isn’t going to live a normal life without a transplant.

FELICIA: So then they sent old Dr. Vincent. Oh my God, he
came ’round and just said it: “I’'m not telling you nothing
good. I’'m going to start with the bad. A transplant doesn’t
mean she’s going to live, a transplant means you get to keep
her for a couple of years.” He said it could last for seven
years, 12 years, 15 years, it all depends on her. He said, “But
I tell you what, she needs a new heart, and you’re either going
to give it to her, or she’s going to die. I’'m not going to beat
around the bush: She’s going to die.” After he talked to me,
I was shaken up, and I went home and prayed about it. I
thought about it, and I talked it over with my husband. I said,
“I got to stop trying to handle this myself. I got to hand Kha-
leah over to God and let him do what he needs to do to take
care of her.” I said, “Okay, put her on the list,” and they put
her on the list.
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1V. THE MEDICAL TEAM PREPARES FOR TRANSPLANT

he hospital staff prepare Khaleah and her fam-
ily for the transplant as they wait for a heart to
become available. Her common blood type and
teenage years (which make her closer to adult size)
improve her odds of finding a match. Khaleabh’s
energy drives the hospital staff crazy. For the next
six weeks, she and her siblings run all over the hos-
pital, making friends, playing with visiting puppies, terrorizing
the volunteer clowns. Everyone in the hospital rallies around
Kbhaleah and her family as she learns, just days after she was
finally put on the transplant list, that a beart is on the way.

LAUREN COCHELL (CHILD LIFE SPEClALIST)Z When it came time
for transplant, Khaleah definitely had lots of questions about
what was going on, because it’s her body and it’s a huge change.
The thing about transplant is we never know when it’s going to
be or what’s going to happen, so we had to prepare her as soon
as we knew transplant was an option. We sat down and went
through a picture book we have of the operating room area,
[reviewing] where she would go, what it would be like, what
her parents were going to do to get her ready, how the doctors

Clockwise from top left: Khaleah gets visits from Dr. Rubio, nurse Vicki Bishop, and nurse Howell. Hines-McNeal takes notes.

“SHE HAD SURGERY THURSDAY MORNING, THEY LOST HER FRIDAY NIGHT.

BUT | WASN'T WORRIED ABOUT KHALEAH. GOD HAD KHALEAH. SO | TOOK MY

GROCERIES HOME, PUT EVERYTHING AWAY. | KNEW KHALEAH WAS ALL RIGHT.

| GOT BACK UP THERE AND KHALEAH WAS SLEEPING LIKE A BABY. | WAS LIKE,
‘OKAY, NOW | AM NEVER LEAVING."”"—TFELICIA

would give her medicine to help her sleep through it. Then we
had Khaleah teach her mom about it.

KHALEAH: Lauren showed me the tubes that would go in me
and stuff, and I wasn’t as nervous after that. In the hospital 1
always went downstairs to the activity room, and I’d use the
computers to go on the Internet. And then somebody from my
family would stay with me at night, and 'd do my puzzles and
hang out with the nurses. We did games together. Me and my
sisters used to go up to the sixth floor on the roof. They have
helicopters. We got to go inside. It’s cool to me that my heart
probably came in one of those.

FELICIA: They put a telemetry monitor on her to monitor her
heart. There’s this person who sat in the telemetry room and
watched her heart rate, to make sure it was stable. [One day]
for some strange reason, the heart rate was, like, “Zoom!”
So they came looking for Khaleah, wondering what’s wrong,

thinking they needed to go check on her because the medicine
was making her heart race. Khaleah had all the curtains up.
We peeked through the curtains and Khaleah was doing Tae
Bo! She was doing it to an exercise program on TV. The nurse
said, “I got to go get somebody else because I don’t want
nobody to think 'm lying.” She got the rest of the nurses, and
we all sat there laughing, watching Khaleah doing Tae Bo.
Finally a nurse went in and said, “I’'m not playing with you,
Khaleah. I don’t want to catch you exercising like that. You’re
making your heart rate fast. Just sit right here. Don’t move,
okay?”

SHIRLEY WARD (CUSTOMER SERVICE AMBASSADOR): Khaleah is
extra, extra special. She’s like my little perfect angel. She’s very
intelligent. She’d come sit and talk to me just like an adult. A lot
of times the children will confide to me that they’re more worried

about their moms, and Khaleah [ CONTINUED ON PAGE 94 ]
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CHANGE OF HEART

CONTINUED FROM PAGE 83

was worried. [Felicia] never raises her voice
and always smiles, even when everything’s
going wrong.

FELICIA: T got a call on the hospital
phone at about 6 in the morning, five
days after we put her on the transplant
list. I said, “Who would be calling on a
hospital phone at this hour?” I picked
the phone up, and it was Donna, one of
the transplant coordinators, and she said,
“Felicia, this is my call.” I said, “What call
you got?” “I got a heart for Khaleah.” As
soon as she told me that, Khaleah’s nurse
came through the door. And I got silent
on the phone and just started crying. The
nurse was already crying when she walked
through the door. So we both started hug-
ging each other, and we were both crying.
Then we looked at each other, and we’re
crying, but we just bust out laughing. The
news got out on the floor, and all the nurs-
es and everybody kept coming in. They
were partying with Khaleah. Khaleah had
a big Uno game that morning. Everybody
came to play cards with Khaleah. And
then they were just cheering her on, every-
body was just so happy for her.

SPECIALIST COCHELL: I remember
Khaleah being very excited, because this
was what she’d been waiting for. She had
some questions. One of them was, “Will
you come with me?” She asked if I'd
come down there with her and talk to her
and hold her hand until she fell asleep.
And I did.

FELICIA: They gave her the good medi-
cine, and she was giggling and acting all
crazy, and then when they wheeled Kha-
leah out to the operating room, everybody
was in the hallway waiting for her to
come out. And they were just cheering. I
mean everybody came from nowhere—all
the nurses, everybody. They were just giv-
ing Khaleah hugs and kisses.

V. THE DOCTORS FLY TO
“HARVEST” THE HEART

hile Khaleah is prepped
for surgery, the medical
team rushes to exam-
ine the beart, still in the
brain-dead donor’s body.
If it’s good, they’ll transport the organ
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back to Atlanta. If it isn’t up to their stan-
dards, they’ll call off the surgery. Timing
is key, as there is only a limited window

of viability.

DR. KANTER: Either I or someone from
my team goes to get the heart. We never
have someone else do it. We’ll travel up to
four hours, so we’ve gone as far north as
Ottawa, Canada, as far south as San Juan,
Puerto Rico, and as far west as Kansas and
Texas. We usually go to DeKalb Peachtree
Airport, and if it’s far away, which mostly
it is, we take a Learjet. We fly to the air-
port nearest the hospital, get in the ambu-
lance, go to the hospital. Typically the
donor is already in the operating room
because the abdominal team is there, tak-
ing the liver or kidneys and stuff. They get
that all sorted out, then our team scrubs
in, opens the chest, looks at the heart, and
we call back and say, “The heart looks
good.” We know about the heart from
the donor coordinators who have X-rays.
They can tell us what the blood pressure
is, what drugs they’re needing, what the
echocardiogram shows. But sometimes
you get there and it is just not what was
advertised. That’s why sometimes we will
take our patients into the operating room,
but we never make the incision until we
know from the other hospital that the
heart is beating vigorously and there are
no bruises, no obvious abnormalities, that
sort of thing.

NURSE HOWELL: Dr. Kanter can tell
by appearance, by whatever color, by
the circumstances of the donor, and he’s
very particular. They can be prepping the
patient here, and he can be going to har-
vest the heart and inspect the heart and
say, “No, I don’t want this heart.” And
everything will stop. We’ve had children
go downstairs and go to sleep, and then
they find out it wasn’t their heart.

DR. KANTER: We put a clamp on the
aorta and inject some cardioplegic solu-
tion, which stops the heart. We cut it out,
package it in ice saline, package it [in a
sterilized container], and put it in an ice
cooler. . . . We phone, so that by the time
the heart’s come back Khaleah’s ready to
go on bypass.

DR. VINCENT: That heart’s in a bucket
of cold ice water, and the longer it’s there,
the harder it’s going to be to start it work-
ing appropriately again. We need to keep
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it alive. We can only freeze it for so long
and hope it’s going to activate normally.
It’s not really going to be frozen, just kept
in the cold. With very cold temperatures,
you don’t start to lose tissue function. But
you have four to six hours with which you
can do this. You can go a little bit longer,
but the shorter the better. They like to time
it real close. It’s like taking uncooked meat
out and leaving it on the open counter. It’s
eventually going to go rotten.

he surgical team puts Khaleah on
heart-lung bypass and sews in her
new heart.

FELICIA: We were sitting in the lobby,
and we heard the helicopter coming in.
I was like, “That’s the helicopter. That’s
Khaleah’s heart.” And as soon as I said
that, they called me and said the heart just
got here. I wasn’t nervous at all; I went to
bingo. I knew God had her. She was in
there getting a heart transplant and I was
at bingo. They took about four hours.

They thought I was crazy because I was
just walking around the hall saying hi to
people. m like, “Y’all don’t understand,
I’m at peace.” I never stood so strong on
my faith in my life, ’'m telling you.

DR. KANTER: Then we take her heart
out and put in the new one. We open
her chest and put her on the heart-lung
machine. Then we take out her heart
and sew in the new heart. We had to
redirect her systemic veins, but that was
more interesting than a pain.

JODI MOUTON (CARDlAC STEP-DOWN
NURSE): T asked permission to sit in to
observe. I’'d never seen a heart transplant
before. To see her heart beating inside her
chest and then to see the surgeon reach
over and remove it was just amazing to
me. I sat there and watched it beat for
a while outside of her body and then
stop. As they started weaning her off the
bypass machine, her new heart started
beating. That was very emotional, and to
me it was very symbolic. Maybe this is a
new beginning for her.

FELICIA: They sent her old heart to the
lab and did research on it. I wanted to see

it. When Dr. Kanter came out after the
surgery I was asking him, “Dr. Kanter,
when can I see the heart?” He was like,
“No, you can’t see it! You can’t see it!” [
was like, “Dr. Kanter, come on.” He was
like, “Mrs. McNeal, that heart is abused.
It is beat up. Trust me, you don’t want to
see it.”

VII. A civil. wAR IN KHALEAH’S BODY

Ithough the transplant went

well, Khaleah’s body struggles

to adapt to its new nucleus. The

donor had a CMYV infection, a
virus, and the immunosuppressants nec-
essary to prevent Khaleah’s body from
mistaking her new heart for a virus make
it difficult for her to kick the infection.
She spends the summer and fall floating
in and out of the hospital.

DR. KANTER: Initially she did well and was
extubated the next day, but then she had
some unusual problems which we never
figured out. She had to go back on the
ventilator, but we don’t know what it was.
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FELICIA: They lost her twice. They
told me, “You’ve been here forever, girl.
Go home. You can’t stay up there with
her anyway.” So I went home. I went
to Wal-Mart to get some groceries, and
that was Friday. The hospital called and
they said, “I don’t know how to tell you
this, but they had to resuscitate Khaleah.
We’re working on her right now.” She
had surgery Thursday morning; they lost
her Friday night. . . . But I wasn’t worried
about Khaleah. God had Khaleah. So I
took my groceries home, put everything
away. I wasn’t rushing. I knew Khaleah
was all right. I got back up there, and
Khaleah was sleeping like a baby. I was
like, “Okay, now I am never leaving no
more.” T went to sleep Saturday night,
and they called me at like 3 o’clock in
the morning. “Mrs. McNeal, we lost her
again, but this time is a rough time.” It
took them 15 minutes to bring Khaleah
back. They had lost her again. This time
I was more shook because I was like,
“God, how many times is this going to
happen?” You know?

DR. KANTER: Well, Pm not sure it was

“OUT OF THE THREE, THERE ARE ONLY TWO LEFT.

| REMEMBER THEM AS A GROUP, THESE THREE
GIRLS GETTING TRANSPLANTED AROUND THE SAME
TIME. THEY WERE ALL TEENAGERS. THE TEENAGERS
ALWAYS HAVE QUESTIONS. IT’S JUST AMAZING TO

SEE HOW THESE KIDS ARE SO SICK, AND ON THE
BRINK OF ETERNITY, AND ONCE THEY’RE TRANS-
PLANTED, THEIR WHOLE LIVES TURN AROUND."”
—SHERESE HOWELL, CARDIAC NURSE

15 minutes, but it was real and gave us
some concern. But we checked everything
out, couldn’t figure it out. It’s just one of
those puzzles. I don’t know what it was
because she’s certainly not had much in
the way of problems since going home.
Her heart function’s good, and the heart
was a very good heart, so I don’t know
why she had those problems. Everything
else looked good.

FELICIA: Dr. Kanter came up here, and
he said to me, “I don’t know what’s going
on, but whatever it is, P'm going to get to
the bottom of it. ’'m going to give you
my word: Pm going to get Khaleah back

to you in better shape than when you
gave her to me. You can rest assured of
that.” And when he said that, he touched
me on my shoulder. The nurses were all
astounded. They were like, “Dr. Kanter,
he doesn’t talk to nobody! He must really
love you.” I don’t know what he did,
but Khaleah had no problems after that.
When I went up there the next morning,
they had taken, like, 10 tubes off of her.
She just came back.

DR. KANTER: We biopsied her, and she
had no rejection, and so within another
week we had her extubated again, and
she never had any more problems. She
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came off her drips and went out to the
floor. She had no evidence of rejection and
went home just about two weeks after her
transplant. She’s done well.

NURSE HOWELL: She got transplanted at
a time when several girls got transplanted.
There were three of them together. That
happens sometimes because a lot of kids
get transplanted around the holidays. The
Fourth of July happens, accidents will
happen, and then three days later, after all
the issues are dealt with, then we trans-
plant. Out of the three, there are only two
left. I remember them as a group, these
three girls getting transplanted around
the same time. They were all teenagers.
The teenagers always have questions. The
younger kids, they don’t realize. The teen-
agers, they do. It’s just amazing to see how
these kids are so sick, and on the brink of
eternity, and once they’re transplanted,
their whole lives turn around. For most
of them, they’re able to get back to being
a teenager, get back to going to school.
They got to know one another. The one
girl who didn’t do well, who only lived
about 60-some days after her transplant,
they were friends, and they would call
each other, and they would talk about
what their drug levels were. They would
start to learn, “My drug level was this
number, and that was good, or it was a
little low, or T had a little bit of rejection.”
They talked every day.

FELICIA: The heart she got had a cold in
it. She fought with that thing [for months],
and it gave her all sorts of problems. It
would go away, come back, go away, come
back. But now she’s much better. She’s
much, much better. She’s doing so good
they took her off the majority of her medi-
cines. They’ve got Khaleah on six pills now.
She came home on, like, 18 pills.

NURSE BERG: Her mom’s very smart and
resourceful and was able to tackle it all. A
big part of transplant is that so much care
has to happen after they get the heart.

FELICIA: [My children] like this hospital.
We spent the whole summer here. The
whole entire summer we were in here.
They had fun, though, I can’t even lie. They
had fun. They did everything: They played
bingo, they went to all these little arts-and-
crafts parties. They have a lot for these kids
in this hospital. I really hand it to them. My
kids are like, “This is like camp, Mommy!
This is like camp for the summer.”

VIII. CURIOSITY ABOUT HER
HEART’S FORMER LIFE

haleah and her family
realize that for her to
live, someone had to
die. They often think
of the donor with grati-
tude. Khaleah’s class-
mates ask her endless
questions about her
heart: boy or girl? Young or old? White or
black? She doesn’t know, and most of the
time, she’s content just being thankful.

FELICIA: Sometimes I want to meet the
family, but sometimes I don’t want to. I
don’t know. I was talking to Dr. Kanter
about that, and he was like, “Leave it
alone.” I don’t think I would want to. I
think about the person all the time. I keep
trying to get it out of the doctors, but they
won'’t tell me nothing. 'm like, “Was it a
man? A young person? An old person?”
I’m thinking it was a young person—it
had to be. They won’t give me no info.
They told me I have to write a note and
then give it to one of the coordinators.

DR. VINCENT: We keep all that a secret.
Most of the time, I don’t know. I don’t
even ask because really it’s irrelevant.
There have been a few instances where the
families have found out about the donor
family serendipitously, and sometimes
that’s worked out well. People have unbe-
lievable ways of finding out. We don’t
encourage it, and we try not to help any-
thing along. The problem is there’s always
the potential of, “Whose child is this?
My son’s heart is in your daughter. We’re
now connected by blood.” We don’t want
to get into those issues. If they want to
express gratitude to the donor family, they
can write a letter to the donor family. A
letter is delivered to the donor-procure-
ment agency, and the donor procurement
agency then scratches out all identifying
marks as to name and address and deliv-
ers the letter to the donor family. There
can be that type of communication. But
we try not to have one-on-one contact.

KHALEAH: T mostly wonder how long
that heart had been in that person. I'd
want to know what their life was like and
how long the heart had been that person’s
heart. &

ATLANTA JULY 2007

103





