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Dedication
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The task of choosing to whom to dedicate this book was a
daunting one. There were many deserving candidates. Should we dedi-
cate it to Alan Douglass and David Hudson and their paramedic team?
Those were the men who saved Kara’s life on the track on April 7, 1995.
Should we dedicate it to Dr. Rebecca Chagrasulis and the Bath Midcoast
Hospital emergency room? Those were the people who sustained Kara’s
vital signs as she tottered between life and death that day. Should we
dedicate it to the medical staff and employees of Maine Medical Center?
Those were the people who lead Kara back to health as she recovered
under their special guidance.

Should we dedicate Kara Mia  to our friends and neighbors?
These were the people who cleaned our house, fed us for four months,
mowed our lawn and walked the dog. Should we dedicate it to my co-
workers in the operating room? These were the people who gave me all
the easy cases until my feet were firmly planted on the ground once
again. Should we dedicate it to certain special friends who have been
more angelic than human? These were the people who helped me give
Kara her first bed bath (that would be you, Linda) or who literally held
my hand through the first surgical case I did on my first day back to
work (that would be you, John) or who gave Kara her weekly shampoo
and manicure (that would be you, Paula) or despite an ankle broken
while rescuing puppies, unfailingly had Kara to her house every Tuesday
(that would be you, Joanna). Should we dedicate the book to our tech-
nical        support staff? These were the people who read and reread
our manuscript and generously offered us their computer expertise.

Should we dedicate the book to my parents? They were the
ones who heard the news of Kara’s collapse at 4:00 p.m. in Chicago and
were in Maine by 9:00 p.m. that night. Should we dedicate this book to
our respective children, Ken, who is in graduate school at the University



of Chicago, and Guerin, who is a sophomore at Providence College? We
are proud of both of them. Should we dedicate this book to our respec-
tive spouses, Ann and Tom? They have been more than tolerant of our
writing process in their quiet, calm, patient and funny ways. They have
always had faith in us, stood beside us and trusted the importance of
this book to us.

Even though all of these people are deserving of a dedication,
there is one person who transcends all of them and that person is Kara.
So, Kara, we dedicate this book to you. This book is a testament to your
smiling hard work and this bittersweet story of love and modern medi-
cine. You have taught us that miracles do happen.
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A hymn states, “When upon life’s billows you are tempest tossed,
when you are discouraged thinking all is lost, count your many bless-
ings, name them one by one, and it will surprise you what the Lord has
done.” While Kara Mia is a tale of tragedy wrought by the Long QT
syndrome, it is also a beautiful story of courage, strength, and faith, and
the ability of the human spirit to rise above and grow from the chal-
lenges and hurdles which are placed into the lives of many of us.

Kara Mia’s story is common in the Long QT syndrome—a com-
pletely unexpected cardiac arrest or sudden death, or unexplained loss
of consciousness (syncope), in an apparently healthy young person. Once
thought to be rare, the syndrome is now recognized as a common cause
of these events. The disorder is due to mutations in genes which control
the electrical activity of the heart. Affected persons are predisposed to a
sudden onset, very fast and abnormal heart rhythm, which causes the
syncope, cardiac arrest, or sudden cardiac death. These events typically
occur during the preteen to teenage years; they can occur as early as the
first days or weeks of life and infrequently even as late as the fourth or
fifth decade. Some patients never have any symptoms, but still can trans-
mit the gene to their children, who may have such events. The charac-
teristic sign of the syndrome is a prolonged QT interval on the electro-
cardiogram (ECG). When the QT is greatly prolonged, the diagnosis is
simple. However, in some patients the QT is only borderline prolonged
or even normal; in these cases the diagnosis can be difficult. To further
complicate early diagnosis, ECGs are not routinely performed in chil-
dren. Consequently, many patients with this condition go unrecognized
until serious symptoms occur. All too often the first event is a cardiac
arrest or sudden death.

Research is quite active. Recently, four genes which cause the
syndrome have been identified, and others are suspected and being



sought. The underlying mechanisms of this disease and the abnormal
heart rhythm are being unraveled. The full spectrum of signs and symp-
toms is being clarified, and it is now evident that there is some diversity
in the manifestations of the condition based on the specific gene in-
volved. New treatments are being developed. Physician and public edu-
cation is increasing. As the remaining genes are identified, genetic analysis
will become the most accurate and preferred way to diagnose the condi-
tion and additional treatments will be possible. Yet, much remains to be
done. Many physicians and most of the public are yet unaware of this
silent killer, and misdiagnoses are common.

Often a silver lining exists in clouds of darkness. Thanks to
Maryann Anglim and Dr. Walter Allan, such will be the case with Kara’s
tragedy. Certainly, Kara Mia will uplift and strengthen those who must
struggle with similar catastrophes. Further, the Long QT syndrome is a
very treatable disorder, and the events can be prevented if the disease is
recognized early and the proper treatment is instituted. Kara Mia will
educate and inform and assist in the early and presymptomatic diagno-
sis and treatment of patients with the Long QT syndrome. Precious
lives will be saved as a consequence of this effort.

G. Michael Vincent, M.D.
Chairman, Department of Medicine, LDS Hospital

Professor of Medicine, University of Utah
Salt Lake City, UT

Spring 1997
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PART I

SUDDEN LOSS
AND

SLOW RECOVERY



CHAPTER 1

Letters from the Heart
April 10, 1995

���

Dear Kara,
I was very surprised when I heard what had happened to you

but I am sure that you will get better. It gets kind of boring around here
without cheerful people like you because the kids become quiet. My
good friend Michelle, a sixth grader here at Bath Middle School, had to
have a heart transplant which I think is much more dangerous than
being in a coma. But now she is back healthy and having fun as you will
be, too. Everyone misses you and from all I’ve heard they are taking
good care of you. You may not know everyone here as close friends, but
I think that what you’ve been through affected everyone quite a lot.
Many students look up to you and can’t wait until you come back. At
least you don’t have to present your science project. Speaking for all of
Bath Middle School, hurry and get well because people here will not
take “no” for an answer.

Your friend,
Serenity

Hey Kara!
How are you feeling? I hope that you get better real soon. The

classes really aren’t the same without you. In science there is no one to
rub the top of my head. In reading there is no one making that weird
noise that you make. And in math, there is no second teacher.

Science really isn’t the same without you because you never
stop talking. But I don’t really mind. It’s someone to listen to besides the
teacher. And now there is nobody to copy my science answers when you
don’t have them.

Steph and Heather are taking it really hard. Mrs. Roberts started



talking about you and they both started to cry. Even I almost did be-
cause you have become a good friend to me this year and no class would
be complete without a Kara Anglim in it.

This morning when Mrs. Brunette was reading what the letter
from your parents said, she even started crying. So you can see how
much everybody misses you. I hope that you get better soon and every-
body here loves you.

The person who sits beside you in science,
Tommy

Hey Babe!
You sure know how to scare people. Don’t you ever do that

again. I miss you so much. I love you a lot. Let’s never get in a fight
again. Kara, so many people are worried about you and care for you.
The whole town of Bath is praying for you. I photocopied Stairway to
Heaven for you so you can start playing it on the piano when you come
home. Chorus is not the same; there is no one here to fool around with.
You never know how much you care for a person until something like
this happens. I miss you so much. I need you to come back so you can
make my mornings at school much brighter. I love you and miss you.
Please get better soon and come home. I love you.

Love,
Amy

P. S. You are one of my best friends in the whole wide world.

Kara Bear,
School isn’t the same without you. You always brightened my

days. Come back soon so you can make me smile and laugh. Everyone
cares a lot about you, especially me. You are in my prayers and heart.
Everyone is trying to be strong for you, but it is hard to hold back the
tears. It makes me glad to know that you are getting better. I was look-
ing at old pictures and saw how many wonderful memories I have of
you. Come home soon so we can make more memories and take more
pictures. I just want you to know how much I love and care for you and
hope you get better soon. I love you.

Kate H.
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Kara,
I am so happy to hear that you are getting better everyday.

Pretty soon you will be fully recovered. Everyone at school is really con-
cerned. They all miss you. I do, too. It isn’t the same here without you.
Well, I would have had everyone sign this at school, but I wanted to
have one card just from me.

When I found this card it reminded me so much of the day
when Kate and I were at your camp in your canoe. We wanted to make
it as far across the lake as we could, but we were interrupted from our
determination by the water fight that was started.

After thinking about it for awhile, I realized that you have to
pull through this one. No matter how big the fight, we always pulled
through it together. You are not alone in this battle. I can’t speak for
everyone else, but I know that I pray every night for you, hoping that
you will wake up and be all better. I am sure that I’m not the only one
who prays for you. Just remember that even though it sounds really
corny, I will always love you! I know that you are strong! You will make
it through this.

Love always,
Vanessa

Kara,
I am going to start writing to you in a journal. I think you will

want to hear what was going on at the hospital and in life. Friday was a
half-day. Remember that deal we had with our parents? That if we went
to the dance we would have to stay together on the half-days. Well, my
mom made me come home even though you weren’t there with me! I
went to the dance to TRY and get my mind off you. It didn’t work. I was
so scared. When I first found out at the track, Angie hugged me and
told Amy I was really scary to look at because I was white and shaking
and standing there. You really scared me! I guess you really got me back
for popping up in your window when you were eating ice cream out of
the container. On Sunday we went to church to pray for you—the min-
ister said a special prayer for you. Then I went to visit you! You look so
beautiful! You were having a really good face time! Not one single zit
and you have a better tan than Guerin or Emily! But it was kind of scary
seeing you—you had tubes out of all your fingers, nose, legs and arms.
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Going there made me realize how much I loved you and missed you.
Well, I’ll write to you tomorrow.

Love,
Kate B.

Dear Kara,
I don’t know you very well, but I’ve been where you are. I know

it’s scary and uncomfortable but the feeling you get when you finally
come home is wonderful. You notice things you never paid attention to
before and normal stuff seems new and exciting. And believe me, I sym-
pathize about the hospital food.

When I was there, the nurses were really caring and consider-
ate. I know that this is really hard for you, but you’ll get better soon, so
don’t worry.

We’re signing up for classes today. I can’t wait to be a freshman.
Open lunch is going to be such a blast! Everyone is worried that all the
upperclassmen are going to beat them up. I think that’s stupid. The
upperclassmen are really nice and I should know because most of my
friends are juniors and sen-iors.

I hope that you get better soon. We really miss you here in
Reading. Everybody is concerned for you and we want you to come
back soon. Hey, maybe you’ll get an extra couple of days vacation. I
hope to see you real soon, Kara.

Best wishes,
Lacey
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CHAPTER 2

Shocks at the High School
Track

���

The time was 3:03 p.m. on April 7, 1995, and Alan Douglass
was on duty at the Bath fire station when the call came in that someone
had collapsed at the high school track. He and his driver, Robbie Stailing,
were off in seconds. It was now 3:04. Alan prides himself on being ALS
(Advanced Life Support) trained and certified. He is a full paramedic
which means he has the most experience and highest possible ALS rat-
ing, and he treats every call as if it needs every bit of that training. The
Bath Fire Department ambulance arrived at the track at 3:07 and was
waved through the gates by some of the kids. The ambulance lapped the
track to the spot where Kara was lying, her coach kneeling beside her
and a small knot of kids clustering around her. Alan’s first shock was
rolling over what he thought was a young boy to see it was a girl. Then
a series of other shocks followed. There was the shock of seeing the
horrible bluish color of her face, which showed she had not been breathing
and was probably in full cardiac arrest. There was the shock of recogniz-
ing this girl as Kara Anglim, whom he had known for years. Another
shock registered when out of the corner of his eye he caught the expres-
sion on the coach’s face. The coach had suddenly realized that Kara’s life
was in danger.

Allowing no time for emotions, Alan acted swiftly. He cleared
her airway with his finger, and operating on instinct, he gave her two
mouth-to-mouth breaths while Robbie got the Ambu bag out of his
pack. Alan then gave Kara a couple of deep chest compressions and put
his Lifepac 5 portable monitor/defibrillator on her chest. This device
can both read the electrical activity of the heart—the electrocardiogram,
or ECG—and deliver a large shock to convert any detected abnormal
heart rhythm. Robbie breathed for her with the ventilator bag via a



mask. The monitor revealed Kara was in ventricular fibrillation. This
rhythm makes the heart behave in a way that produces no coordinated
contraction and thus it pumps no blood. It must be converted to nor-
mal quickly, otherwise death will soon follow. Alan took a quick tracing
for the records and began to charge the defibrillator’s capacitor when he
realized he did not have a fully charged battery. He had a sinking feeling
as he gave Kara a couple more chest compressions and Robbie venti-
lated her. “Things are not going well,” he thought as he changed the
battery, “and we need more help.” Robbie is an EMT or emergency
medical technician. EMTs know basic life support and are trained to
assist. Alan realized that they would need more than the two of them if
they were going to save Kara.

Alan charged the new battery and delivered the usual 200 joule
countershock across Kara’s chest. On the monitor her rhythm still showed
ventricular fibrillation. She had not converted back to a normal cardiac
rhythm. He gave her a couple more chest compressions as he charged
the capacitor for another countershock. As he delivered the second shock
to Kara, his and her luck changed. Kara came out of ventricular fibrilla-
tion and, simultaneously, Mike Drake and David Hudson arrived at the
scene. Both were off-duty but had heard the call on their scanners which
they keep open for emergencies. Mike has intermediate ALS qualifica-
tions. David is a full paramedic. Now David and Alan, the two most
experienced men in the town of Bath, were there to help Kara.

Mike laid out the kit Alan would need to place a tube in Kara’s
trachea to better ventilate her. Robbie took over the chest compressions
as Alan moved to Kara’s head and smoothly and easily put an endotra-
cheal tube in Kara’s trachea. At the same time David slipped a 16-gauge
angiocath (a large bore intravenous catheter) in Kara’s arm and hooked
her up to an intravenous solution of normal saline. Now they had a
controlled airway as well as IV access for administering fluids and medi-
cations. Alan breathed for Kara through the tube, watching her chest
rise with each respiration as he squeezed the Ambu bag. Although she
was out of ventricular fibrillation, her heart rhythm between chest com-
pressions was bad. She had a wide, poorly formed ECG, known as an
agonal complex, at forty beats per minute, half of the normal rate. This
rhythm is only electrical and Kara’s heart still was not pumping any
blood on its own. David gave her an intravenous injection of epineph-
rine to try to convert this rhythm to one that would effectively pump
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blood through Kara’s body as Alan and Robbie continued the chest com-
pressions and bag ventilation. Epinephrine, or adrenalin, should have
stimulated her heart to return to a normal beat but Kara’s rhythm re-
mained agonal. A couple of minutes passed as David prepared a second
epinephrine injection and also gave Kara a bolus of atropine, a drug that
should speed up the heartbeat.

A second ambulance arrived with more help. Kennie Desmond
relieved Robbie on chest compressions and the new members of the
team began to prepare the stretcher and ambulance to transport Kara to
the hospital emergency room. Her rhythm, between chest compressions
still showed the agonal complex at a rate of forty. David gave her a third
IV injection of epinephrine. After a minute more of chest compressions
and bagging they checked the monitor once more. Kara still maintained
an agonal rhythm at forty beats per minute. Alan thought to himself, “I
am not sure that we are doing Kara and the Anglims any favors,” as they
lifted Kara, still lifeless without a real cardiac rhythm and blood pres-
sure, into the ambulance. What he was thinking was that he and David
had done thirty full cardiac resuscitations in one year and the six people
who survived neurologically intact had all been resuscitated successfully
prior to being transported to the hospital. If Kara were to have hope for
a meaningful recovery, she needed to respond before transport.

But Alan’s final shock came after loading Kara into the ambu-
lance. She suddenly converted to a normal sinus rhythm at one hundred
sixty beats per minute. She had a blood pressure and she took a couple
of breathes on her own! As the ambulance pulled out of the track, Alan
and his team now had some hope that the Anglim’s daughter would
recover.
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CHAPTER 3

APRIL 7, 1995

���

Our home telephone rang and I ran from the bathroom to
answer it in the bedroom. Kara was at track practice, Guerin was in
Florida swimming at a national YMCA swim meet and Tom was out
shopping for a white shirt to wear to a wedding the next day.

The words were calmly delivered: “Kara passed out on the track.”
I said back, just as calmly, “I’ll be right there.” A similar event had oc-
curred to Kara in February and I thought that I knew the drill. I drove
hastily to the track which is about three miles from our home expecting
to see Kara sitting on the track, surrounded by her ever-attentive friends,
waiting for me to take her home.

What I saw was completely different—the ambulance already
racing through the track gates and a policeman named Joel telling me
not to speed to the hospital. “Don’t worry, I won’t,” I assured him. I was
thinking that when I arrived at the emergency room, Kara would be
resting on a stretcher sipping a Coke, eating a popsicle, surrounded now
by a bevy of nurses attending to her every whim.

But when I arrived at the emergency room door, I could sense
that the ambulance had been parked quickly and that Kara had been
just as quickly rushed into the emergency room. I haphazardly parked
my car off to the side of the hospital entrance as fear and worry were
replacing my vision of Kara sipping a Coke. I ran into the emergency
room and pulled back the dividing curtain to see Kara lying on a stretcher
in what I knew in my heart was critical condition.

She was, indeed, surrounded by a bevy of nurses and techni-
cians but she was intubated and a respiratory therapist was breathing for
her. She was attached to a cardiac monitor, an automatic blood pressure
cuff, an oximeter, had two IVs running, one in each arm, and a catheter
in her bladder. Being a nurse, I knew the questions to ask. “Did you



defibrillate her?” “Yes, two times,” came the answer. “She was in v-fib
when we arrived,” said the EMTs, “and then she went into an agonal
rhythm. We didn’t think that we would get her back.”

Now my observations were a mixture of mother and nurse as
she lay so dependent upon the skill of others in the emergency room.
She had on her red and white Umbro shorts. I remembered the day I
bought them. Someone’s brown plaid flannel shirt lay beneath her. I
wondered whose shirt it was. Her rings were still on her fingers. I thought
I had better take them off in case her fingers got swollen. Her chest had
slight red marks on it from the defibrillator. “How can this be happen-
ing?” I asked myself. She was so dirty from the track. I kept trying to
wipe the dirt off as I talked to her and told her that I loved her, as I
begged her not to leave me. I watched the monitor and listened to the
interplay among the emergency room team members.

Then came the questions. “Where is your husband?” “Out
buying a shirt.” “Where?” “I don’t know.” I felt as if I were a bad wife
because I didn’t know where my husband was. I wondered if they knew
where their husbands were all of the time. “Do you want the priest to
come?” “Yes.” By asking this question, I knew that the emergency room
staff thought that Kara might die. “Can we call someone to be with
you?” “Yes, get Linda.”

There I sat on a stool as I watched these people try to save my
daughter’s life. I saw the dopamine drip, heard the blood gas results, saw
the chest X-ray and pieced together what was happening before my eyes.
I knew exactly what Kara was facing and that her future lay somewhere
between death and a complete recovery and that there was a long con-
tinuum between those two points where she might come to rest.

Suddenly Linda Coes appeared and her arms were around me.
Linda is my best friend and we have worked together for years in the
operating room. I observed the look of shock and amazement on her
face as she absorbed the scenario before us.  Linda always knows what to
do and she mobilized herself to sit by Kara’s head and whisper into her
ear. I didn’t need to hear the words because I knew that she telling Kara
not to be afraid and that she was going to be fine. At one point, Linda
looked at me and said, “What happened?” I couldn’t answer her because
I had no explanation. I just looked at her and said quietly so no one else
could hear, “She is going to die.” But Linda wouldn’t allow that thought.
“We are not going to let her,” she said.
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Next the lanky, craggy Catholic priest appeared in the emer-
gency room. He looked like Ichabod Crane. It was amazing to me that
he was there to give the Last Rites to my daughter. I remembered learn-
ing the seven sacraments in second grade. Then Last Rites were called
Extreme Unction, and I remember not paying too much attention to
this particular sacrament because, after all, it was the last sacrament we
learned and it seemed reserved for old people. The priest prayed over
Kara, his voice more distinctive than the hum of the working voices. I
heard him say, “Forgive Kara her sins,” and I remember saying, “She
didn’t even have a chance to make a sin.” I immediately felt apologetic
for being cynical. Even at that early stage I knew that cynicism wasn’t an
emotion that would help our family through this. The priest mumbled
some words of encouragement to me and wafted off just as a benevolent
spirit should.

The cast of main characters remained fairly constant in the
emergency room but new ones kept entering, exiting and then reap-
pearing. Dr. Rebecca Chagrasulis was the emergency room team leader
and I knew that Kara was in capable hands with her. She had taught the
Advanced Cardiac Life Support course many times and I had great re-
spect for her skill. Dr. David Enright, Kara’s pediatrician, now appeared
at her feet. I was glad to see him. He is a serious and hard-thinking
doctor and his presence could only help. I didn’t even greet him. My
first words to him were, “Could you call Dr. Allan?” Dr. Walter Allan is
a pediatric neurologist at Maine Medical Center, and he had been Kara’s
doctor for five years. I knew that we were going to need his help to assess
Kara’s neurologic status, and I just hoped that he was available.

Laboratory technicians, X-ray technicians, respiratory thera-
pists, nurses, doctors and EMTs all played their parts. They were in and
out, on the telephone, and arguing politely with each other. I was won-
dering if Kara were having a “near death experience” which I had heard
people who had survived catastrophic events describe. Was she floating
above us looking down and observing? I looked up but all that I saw was
the ceiling. “Don’t be weird,” I told myself.

Kara’s condition was extremely critical but she was stable enough
for the team to consider transferring her to Maine Medical Center which
is thirty-five miles away in Portland. I knew that they were trying to
decide how to get her there in the safest and most efficient way possible
and there was definite controversy over this issue. All that I really cared
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about was that I would be allowed to ride with her in the ambulance
and hold her. I wasn’t sure how much longer I would be able to have her
and I wanted to spend every moment with her.

The decision took a while to make, but once it was made, Kara
was quickly transferred into the ambulance, and she and I and Dr.
Enright, an emergency room nurse and two EMTs climbed into the
back of the ambulance. Linda knew the EMTs and they allowed her to
ride up in the front with the drivers. I was so grateful that Linda was
there. I knew that she would be able to be strong in case I couldn’t be.
Kara felt so cold and before we drove off I asked the nurse for some
blankets. A mother’s job is to keep her children warm.

As we were leaving, a nurse told me that they had located Tom
at home and that he would meet us in Portland at the hospital. He was
just starting to cook a Chinese stir-fry dish that Kara had requested for
dinner. I felt that bad feeling in my stomach in sympathy for Tom. At
least I was with Kara and knew what was going on with her. I was part of
the process and the hope. All Tom had was his imagination and his
fears. Maybe he did not have any hope. “Dear God, help us be strong,”
I prayed, “and help him not be too scared.”
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CHAPTER 4

With Grace and Maturity

���
The ride to Portland was quick and I only remember asking

three things. First I asked Dr. Enright what the date was. He looked at
his watch and replied, “April 7th.” I knew that date would now be as
memorable as a birthday or an anniversary. The second thing I asked
was “Do you think that Kara is getting too much fluid?” as I observed
frothy secretions project from her endotracheal tube. I didn’t listen to
the answer as I started to imagine how hard it must be to balance enough
fluids to sustain a blood pressure but not produce pulmonary edema. I
couldn’t watch how fast the IVs were dripping because the motion of
the ambulance made it impossible. The third question was “Where are
we?” “At Dexter Shoe,” came the answer. That meant we were in
Brunswick with another half-hour until we arrived at Maine Medical
Center. Mostly I kept holding Kara. Her arms kept wanting to hang
over the edges of the stretcher and I knelt by her side keeping her arms
safely tucked in close to her body.

Sometimes I watched the cars on the highway. In second grade
at Catholic school we learned to say a prayer whenever we heard a siren
or saw an ambulance or fire truck. Someone was in distress and needed
our sweet and innocent prayers. I still whisper a prayer although my
prayers now are not nearly so sweet nor so innocent. For all those people
in cars driving with us on the highway, April 7 was an ordinary day. I’m
sure none of them imagined that inside was a fourteen-year-old girl
who only hours before had been a silly and carefree eighth grader. Maybe
they knew from their second grade teachers that they were supposed to
pray for us.

We arrived at the hospital and parked at the emergency room
entrance which resembled a big cement loading dock. As I hopped out
of the ambulance, I saw Tom standing outside. He looked calm. That is
a good trait, to be calm in the presence of an emergency. By this time he
knew that Kara had collapsed at track practice and that she had sur-



vived a cardiac arrest but those were the only two details of which he
was aware. I didn’t know much more than that. With his arm around
me, we watched, silent and resigned, as the EMTs lifted Kara from the
ambulance.

Dr. Sandy Bagwell, who was to be Kara’s physician in the Spe-
cial Care Unit, met the ambulance and I could see her quietly assessing
Kara and scanning the situation. There were probably other people there
but I only remember Tom and Dr. Bagwell. We went through some
doors and into a big steel elevator. Once the doors opened on the upper
floor, we traveled down a long hallway, into the Special Care Unit, and
then into the room assigned to Kara. A male voice asked me, “Does she
have asthma?” As I answered, “No,” I thought gratefully that at least
there was one problem that she didn’t have. Dr. Bagwell asked me, “Does
she have any siblings?” “Yes,” I said, “a sister.” “Where is she?” “In Florida
at a swim meet.” “When will she be home?” “On Sunday.” At the time
I couldn’t understand why she was so interested in Guerin when Kara
was the critically ill sister. It took me many days to realize that it was
because Kara’s condition was so precarious that our whole family should
be together while we could. In case...just in case.

The drapes of the cubicle were shut and the door was closed
and I knew the flurry of activity that was going on in there. I didn’t
mind not being in the room. Right now Kara needed their medical ex-
pertise more than she needed my mothering expertise. I think that I
work better as a nurse when I don’t have family members observing my
technical skills and probably the Special Care Unit staff felt the same
way.

As we waited, our friend Sandy Zimmerman appeared. He is a
Special Care Unit physician and we know him from various activities at
the Bath YMCA. He was the first person who made me smile since the
phone call came. Linda was telling him that she had been at the beauty
shop getting her hair streaked when someone tracked her down and
told her that I needed her. He glanced at her half done hair-do and said,
“I hope that you didn’t have to pay.” Both Linda and I looked a fright.

Next a little dark-haired social worker suddenly stood in front
of me. She had on big thick-framed black glasses. They resembled the
glasses that Aristotle Onassis wore. I had to concentrate hard on what
she was saying because I kept looking at those glasses. She told me a
number of things but I didn’t absorb most of them. I pretended that I
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did and kept saying “Yes, okay” to everything. The only things I did
remember was that we could stay overnight in a Portland hotel for a
cheaper rate if we chose and that we could get some temporary cash if
we needed money. I sensed that we were part of a system that was set in
motion at the medical center whenever a catastrophic illness occurred.

Then came a phone call for me at the nurses’ station. “Hello,”
I said tentatively because I had no idea who could possibly be calling
me. It was a church lady telling me that the Catholic church in Bath had
started a prayer chain for Kara. I wondered what a prayer chain was, but
I knew it was something for which I should be grateful. Maybe they
planned to pray all night for Kara—they would be exhausted by the
morning.

Dr. Allan appeared. Over the years that he had been Kara’s doc-
tor, I sort of had developed a sense of his personality and I had devel-
oped a definite sense of his skill. I was so glad to see him and so relieved
that he was available to help Kara that I gave him a hug. There is no
delicate way to say it—we needed him to tell us if there were any hope
for neurologic recovery for Kara. I asked him, “Will you help us make
the right decisions?” He said he would and he did. Then he went into
the room to examine Kara and told us that he would talk to us after-
wards.

Dr. Maribeth Hourihan was already in Kara’s room. She is a
pediatric cardiologist. She is blond, cute and smart and I knew that
Kara would love having her as her doctor. She introduced herself to us
and told us her plan which was to do an echocardiogram and see how
Kara’s heart looked after the insult that it had suffered. She was also
looking for reasons for the cardiac arrest. She, too, told us that she would
talk to us after the echocardiogram.

I knew that Kara was getting excellent care, and now all we
could do was wait for the experts to give their opinions and plans. Tom,
Linda and I went into the hallway outside the unit to give the doctors
and nurses the time they needed and maybe allow ourselves the time to
take a deep breath. That was not to be, however, because a crowd of
friends awaited us, wanting news of Kara’s condition and hoping to help.

Rufus Coes, Linda’s husband, said to us, “What are you going
to do about Guerin?” I was thinking that we should just let her enjoy
her last day in Florida, let her drive home with the rest of her swim
teammates and then help her deal with the reality of Kara’s sudden ill-
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ness on Sunday. Luckily Rufus was being more realistic and analytical
than either Tom or I and he said, “You have to tell her the news before
she hears it from anyone else. Also, we have to make plane reservations
for her so that she can fly home as soon as possible.” He said it so au-
thoritatively and so assuredly that I knew that he must be right. He
dialed the phone number as I pondered the correct manner and the
right words to tell Guerin the devastating news. This is not something
that is covered in Dr. Spock. But I did know that my attitude would
become her attitude and I had to be honest but allow her the luxury of
optimism and hope. First Linda spoke to Guerin as I tried to collect my
words and thoughts and then Linda passed the phone to me. Guerin
probably knew immediately the depth of the tragedy our family was
facing because my voice was so strange. I sounded strange even to my-
self.

Guerin was eighteen, a senior in high school, and her life was a
frenzy of college plans, swimming, friends and fun. Now she would
have to become an adult instantly. I told her the story and she handled
it well until I told her that Kara was presently in a coma. She started
crying and asked me if Kara was going to die. I told her that Kara was
critically ill and that everyone was working hard to keep her alive but
that no one knew the answer to that question right now. Then her cry-
ing turned into uncontrollable sobs. I told her that Tom and I were
holding ourselves together and that she had to do the same. Sadness and
fear were emotions that we couldn’t deny but we all had to handle them
with grace and maturity. I expected that of her and in the weeks to come
she did not disappoint me. Plans were made for her to fly home to
Maine the next day and soon she would play a big part in Kara’s recov-
ery.
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CHAPTER 5

A Doctor’s Impressions
by Walter Allan, M.D.

���

It was a Friday afternoon and I was seeing the last of my pa-
tients when Mary-Lou, my secretary, put through the call from Dave
Enright. “Walter, I am in the emergency room with Kara Anglim,” he
said in a calm voice. “She was at track practice and had what was de-
scribed as a seizure. By the time the EMTs arrived she was in v-fib and
had to be countershocked twice...”

While he was in midsentence, I knew this was not a call about
a simple seizure. When he mentioned that Kara had been at track prac-
tice, I felt something much worse had happened. My most vivid memory
of the conversation is that I was a step ahead of what Dave was saying. I
was thinking about Kara’s last visit with me in March. I had uncertainty
about the cause of her spells. This thought and its implications were
slowly making their way forward from the back of my mind as Dave was
telling me the details.

“Shit, Dave, this was an arrest. It wasn’t a seizure. This doesn’t
happen after a seizure. I have always thought that things weren’t clear
cut here. Jesus Christ!”

“I think you’re right. She’s in sinus rhythm now and her vital
signs are okay but she’s posturing and tremulous. Do you think these
movements might be seizures?” he asked. Kara’s diagnosis had been epi-
lepsy and he must have been wondering how I could be so sure Kara had
a completely different medical problem.

“She has extensor posturing from anoxic injury because of the
arrest. It’s not a seizure. You don’t get v-fib from a seizure,” I said, sure of
my thoughts about what must have happened. I was still stuck on the
idea that Kara had nearly died from a cardiac arrest. I had no idea of
why Kara would have had a cardiac arrest but there were more pressing
issues to discuss. “Are her pupils working?”



He answered, “Yes,” and we proceeded to make arrangements
for Kara to come down to Maine Medical Center. I had to make some
calls to the Special Care Unit and Sandy Bagwell, the chief of Pediatric
Critical Care Medicine, to get things arranged and I told him that I
would call him back. Then he added, “Maryann is here and wants to be
sure you will be there to assess Kara.” I said, “Of course, I’ll be there.”

I called Sandy and said, “Sandy, Dave Enright has a patient of
mine in the Bath ER with a v-fib arrest. She has reactive pupils and is in
sinus rhythm. They want to transfer her down. I think the best thing is
to let them transfer her rather than wait for our team to go to get her,
but you should call him.” Then I said what I have told a hundred-plus
colleagues, residents, nurses, therapists, administrators, typists, cleaning
ladies and passersby when I first relate Kara’s story: “Kara is fourteen
and one of my favorite patients. I’ve known her since she was eight and
her mother would send me a Christmas card with her photo each year.
It would say things such as: ‘To our favorite doctor’.”

I explained to Sandy that I had followed Kara for epilepsy but
when I last saw her in my office I was wondering if that was really the
diagnosis. Now we knew it was cardiac. She said she would get the pedi-
atric cardiologists involved and asked what I thought the outlook was.

“There is no telling. I’ve got to see her first and get an EEG.
Dave says she’s stable but he wants to get her down here as soon as
possible since we don’t really know what happened.” I ended the con-
versation saying, “This is going to be tough,” thinking about Kara and
Maryann and those Christmas cards. “I’ll meet you in SCU if you page
me when they get here.”

I finished the phone call and went out to get my last patient. I
stopped by Mary-Lou’s desk and said, “Dave Enright says Kara Anglim
had a cardiac arrest and is comatose up in the Bath ER.” She looked
struck by the news. Mary-Lou also especially liked Kara and Maryann. I
finished in the office and then went to the Neonatal Intensive Care Unit
to look at cranial ultrasound scans and see if there were any neurologic
problems they needed me to assess. I began telling Kara’s story to Doug
Dransfield, my closest friend and head of neonatology. I think I tell
these stories to help sort them out in my own mind. I was thinking of
what I would see and say in the next hours when I got beeped. It was
Sandy Bagwell. Kara had arrived at the Special Care Unit.

I remember coming into the unit and seeing Kara’s parents.
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Maryann gave me a hug and said how relieved she was that I was there.
I met Tom for the first time and shook his hand. I asked them both to
go out of the room so that I could examine Kara and then we would talk
about her condition. Maribeth Hourihan, one of our pediatric cardiolo-
gists, was already there examining Kara.

On my exam Kara had intact brain stem reflexes and reactive
pupils—both good signs. She had nearly constant tremor of all muscle
groups, as Dave had described. These were the movements he thought
might be seizures. However, when you pinched her, she had slight flex-
ion of her arms. It wasn’t good, but it wasn’t hopeless. I vaguely remem-
ber Dave being there and speaking to him but mostly I was trying to
think of how to talk about all of this with Maryann and Tom.

I met with the Anglims in the room we use for teaching pur-
poses, just around the corner from Kara’s room. I started by asking
Maryann what had happened at the track and in the emergency room.
After listening to be sure I had the full story, I tried to give the Anglims
my best idea of how things were at the moment.

“What matters most, immediately after an arrest, is whether
the person regains pupillary response,” I said. “Dave told me that Kara
had reactive pupils in the ER, which is a good sign. When I looked at
her just now, she had intact corneal reflexes and a gag reflex as well.
When you pinch her, she flexes her arms slightly which is also a good
sign. But, of course, she is in a coma, which is never good. There is
statistically-based information about the outlook from the six-hour post
arrest exam. So we’ll look at all this again in a few hours. Meanwhile,
we’ll get an EEG—an electroencephalogram or brain wave test—to be
sure that those tremors aren’t seizures. I don’t think that they are but we
need to look with an EEG. Right now, I think we should be cautiously
optimistic since she has a better exam at three hours than she had in the
Bath ER. We’ll know better at six hours.”

Maribeth had come with me to talk with the Anglims about
Kara’s heart and her sudden cardiac arrest. She said she was not sure
what had caused the arrest and that there were more tests to be done.
But, she said that Kara’s heart did not look damaged and was pumping
well at present.

At six hours, the EEG showed no sign of seizures but there was
generalized slowing. That couldn’t tell us much either way, but she did
have brain waves. Her exam showed better flexor movements in the
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arms and the nurses noted spontaneous eye opening. All of this was
encouraging and, statistically, I thought that Kara had at least a fifty
percent chance of making a recovery to a good level. By a good level of
recovery I meant being able to return to school, perhaps with help, but
maybe even recovering completely. I did my best to give the Anglims
some hope.
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CHAPTER 6

A Mother’s Impressions

���

Tom and I and our ever-growing entourage waited in the hall-
way near the pay telephone for the doctors to complete their examina-
tions of Kara. We made quite a few phone calls across the country to
family members to inform them of Kara’s collapse and I learned how
hard it is to use an AT&T calling card when one is upset. Someone
should tell them that it is just too complicated to dial all of those num-
bers in a crisis. AT&T should develop an easier system made especially
for bereft people.

It seems that we waited for about an hour, and I felt ambiva-
lent about talking to the doctors and hearing their assessments, opin-
ions and plans. I dreaded hearing anything negative and hopeless, but I
knew that perhaps what I would hear would be positive and hopeful. It
didn’t matter how I felt because we would have to deal with the reality
of Kara’s condition whether the news was good or bad. Suddenly Tom
and I were in a freezing and empty classroom with Dr. Allan and Dr.
Hourihan. I was so cold and so scared and so nervous. I was holding
Tom’s hand tightly, and I must have been breaking his fingers or at least
causing some nerve damage, but he was probably too numb to notice.

It must have been difficult for Dr. Allan and Dr. Hourihan to
talk to us. We are parents who tried hard to do everything correctly as
we raised our daughters. There was always a part of me who thought
that if I loved them, fed them correctly, kept them safe, gave them ev-
erything they needed but didn’t spoil them, encouraged good morals,
read to them, kept them clean and warm, helped their educational and
cultural development and taught them how to laugh and see the humor
in life that we would be immune to such a disaster. We probably were
not that different from the types of parents that those two doctors are.
Now we were experiencing every parent’s nightmare. I imagine that we
were a fairly heartbreaking image. But doctors have to separate the emo-



tional from the physical, and they were able to give us the facts of Kara’s
condition and allow us the hope of a recovery for her. That was the most
important message I received from the meeting in that cold empty room.
There was hope and maybe my heart didn’t need to feel as cold and
empty as that room.

First Dr. Allan spoke about Kara’s neurologic status and its
implication for her recovery. Neurology, to me, is a complex confusing
maze of basal ganglia and neurons, but he spoke simply and clearly of
pupillary reaction, corneal and gag reflexes, flexor movement and re-
sponse to pain and how all these were allowing us cautious optimism
with the emphasis on the word “cautious.” The scheduled EEG would
answer our most fearsome question: “Would Kara have brain waves?”

Then Dr. Hourihan gave us her assessment of Kara’s cardiac
arrest. She said simply, “Your daughter experienced what we call sudden
death.” I remember gasping audibly and saying, “Dear God!” I know
that I was biting my lip so I wouldn’t cry. I knew about sudden death
from the Advanced Cardiac Life Support course that I am required to
take every other year, but in my naivete´, I had considered it a problem
of unfortunate older individuals, not my daughter. Sudden death is a
medical term that encompasses a number of different diagnoses and in
Kara’s case, Dr. Hourihan felt the cause was an electrical disorder of the
heart muscle, possibly one called Long QT syndrome. She had already
done the echocardiogram of Kara’s heart and told us that it was mildly
abnormal which she expected and she would repeat it tomorrow at which
time she expected it to have returned to normal. Then she spoke about
treatment. Drug therapy, pacemaker and implanted defibrillator were
all mentioned. She concluded, “We will protect her heart so that this
will never happen again.” That statement was aimed at Kara’s future so
it seemed a positive way to end this meeting.

We went back into the unit to see Kara again. The nurses had
her all cleaned up and her hair combed but there was no denying the
fact that this was a sick child. Now, in addition to all the equipment that
monitored her in the emergency room at Bath, there was also an arterial
line in her left wrist, a triple lumen catheter in her right groin, a
nasogastric tube, a ventilator and a temperature probe. Linda and I ex-
amined the insertion sites of every invasive monitor and tube. In the
operating room, we are used to our patients being heavily monitored
and sometimes you cannot separate the nurse from the mother. We
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checked all of the numbers and tracings on the monitor. We might not
know neurology or cardiology, but we do know monitors. Despite the
fact that Kara was surrounded by all of the accouterments of a severe
illness, she looked just as pretty as Sleeping Beauty lying in the bed. Her
face was serene and peaceful and her body relaxed. If only the fairy tale
could come true and a princely kiss could wake her and make her well.

Slowly, all of our friends went home and just Tom and I were
left with Kara. I did not want to leave her side, even though I knew the
doctors and nurses were taking good care of her, but I knew from my
own nursing experience, that the parents of sick children need their rest,
too. By the time we both got into the car to drive back to an empty
house, we did know that the EEG showed Kara had brain waves and,
for us, it meant we would press forward with all our strength and heart
to help her recover. The night seemed endless. I did not sleep at all that
night. As I listened to Tom snore, I couldn’t understand how he could
sleep. When I asked him the next morning how he could fall asleep so
easily, he simply told me, “I was tired.” I had better read that book Men
are from Mars, Women are from Venus by John Gray, Ph.D. because it
must be true.

A Mother’s Impressions - 3



CHAPTER 7

Like Patterns for a Quilt

���

Eventually Saturday morning did arrive and as I rode in the car
down to Portland, I wrote a letter to the Bath Middle School staff and
students. All of Kara’s friends and teammates had witnessed her collapse
and subsequent resuscitation, and I could only imagine what a dramatic
impression this had left on their fragile adolescent psyches. I felt a re-
sponsibility to help them through this tumultuous experience by shar-
ing the medical facts of Kara’s condition, offering them hope for her
recovery and encouraging them to be courageous and adopt brave atti-
tudes. This set the pattern for my weekly letters to the school commu-
nity, and everyone became outraged if I missed a week of newsy medical
updates. It became only one of many patterns in the quilt of Kara’s re-
covery.

A second pattern was the linoleum floor at Maine Medical
Center. As I walked through the corridor from the front entrance, past
the portrait of L.L. Bean and up to the Special Care Unit, I eventually
came to a ramp with nonskid black adhesive tapes arranged in a sym-
metrical formation. That was my signal that the unit was just around
the corner, that Kara really was critically ill and that I really was living a
nightmare. My stomach would start to hurt. That happened every day
for the nine days that Kara was in the Special Care Unit. I think that if
I should go and look at that floor pattern again it would provoke the
same stomachache.

The Special Care Unit at Maine Medical Center was true to its
name. Not only did the unit give Kara the special critical care that she
needed, but it also gave Tom and me the special emotional care that we
required through this time. Linda was with us for much of it and to-
gether she and I timidly asked the nurses if they would let us give Kara
her first bath. I knew that I would feel better if I could just do this one
task, but I knew that I needed Linda to help me through it. Kara was



still in a coma with a ventilator breathing for her, and  she still had
multiple tubes, IVs and catheters. The nurses didn’t really know us, but
I think that they used that sixth sense all the best nurses seem to have
and allowed us to be the mothers we are. They were still definitely in
charge. They checked the water temperature and watched how we turned
and positioned Kara as we washed off all of the track dirt left over from
the day before, but they trusted us and let us do it.

Operating room nurses are not bed bath specialists. Actually, I
only remember giving one complete bath to a patient in all of the twenty-
three years that I have worked in the operating room. Probably we were
very slow and clumsy, but Kara was clean. Then the nurses gave us the
ultimate compliment, that we were so capable that we could wash Kara’s
hair the next day. Linda and I looked at each other with terror in our
eyes because we couldn’t even begin to imagine the complexities of such
a task. Certainly assisting with open heart surgery would be easier than
giving a shampoo to a comatose patient! But the next day we learned
one more new skill and gave Kara her first shampoo, even though it
took as much planning as it probably takes to launch a space shuttle.
One of the few things I could do for her then was to brush her hair and
try to get the paste from her many EEGs out of it. Kara has beautiful
thick brown hair with blonde streaks in it, and I spent hours in the unit
just brushing her hair. Whenever I didn’t know what else to do, I brushed
her hair. I hope that it felt good to her because it felt good to me. The
important pattern here is that, despite how sick Kara was, I was being
allowed to be her mom and take care of her.

Of course, there were the patterns of the doctors’ visits. Every
morning Dr. Allan would examine Kara before his office hours and again
every evening. Each morning he would greet us and get our impressions
of Kara’s condition and then ask us to leave her room so he could deter-
mine her neurologic status. I would gladly leave because I knew he was
asking her to do such simple things: open her eyes, sit up, hold her head
upright, look at him.

In those early days of her illness, it was hard for me to see what
she could do. It was easier for me to see what she couldn’t do and that
was painful and sad. As I got to know Dr. Allan better, he would tell me
that I didn’t need to leave the room while he examined her but I always
did. It was cowardly of me, I know, but I think that it saved me an ocean
of tears. With his experience, he could see things that I couldn’t and it
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was my choice for him to tell me about them rather than for me to try to
observe them myself. He always had the correct blend of optimism and
realism and he gave me the courage to trust that Kara would achieve
some reasonable level of neurological recovery.

There were so many doctors involved in Kara’s complicated
medical care. Dr. Bagwell is the physician in charge of the pediatric
patients in the Special Care Unit. It was her job to insure that Kara
remained medically stable as she monitored her heart rate and ECG,
blood pressure, kidney function, fluid intake, respirations, central venous
pressure, oxygen saturation, temperature and overall welfare. With Kara,
this was a full-time job. Dr. Bagwell was smart, clear-thinking and pro-
fessional in her manner and attitudes, and I learned a lot from observing
her. At one point, Kara’s arterial line had stopped working, and the ques-
tion became whether to replace it or totally discontinue it. Dr. Bagwell
thought aloud as she balanced the good versus the bad of keeping in an
invasive monitoring device and decided that at this point in Kara’s re-
covery the bad outweighed the good and discontinued the arterial line
altogether. It seemed a simple and effective technique for dealing with
medical decisions as well as general life decisions. “I’ll have to remember
this style and try to be more like her,” I thought to myself. Dr. Bagwell
also always held out hope for me to trust that a good recovery for Kara
was possible. She told me about a patient of hers who had a brain injury
as severe as Kara’s and with many of the same problems who returned to
the hospital to visit Dr. Bagwell, showing a report card filled with fine
grades. I looked forward to the day when we could do that, too.

The cardiac doctors were hard at work consulting with each
other and their colleagues in other cities about a diagnosis and treat-
ment plan for Kara. Her cardiac problems just would not easily fall into
any one category, and they, too, were weighing the positives and nega-
tives of different therapies. Kara’s echocardiogram was back to normal
by Saturday, but that didn’t help solve the problem of future protection
for Kara’s heart. Tom and I met Dr. Joel Cutler whose specialty is the
electrophysiology of the heart. Dr. Cutler is tall, thin and serious, and
he went to Hampshire College, an innovative New England college, so
we knew that there must be a creative and  inventive bent to his mind.
He spoke about Kara’s arrhythmia and the fact that while he was sus-
pecting the problem was Long QT syndrome, didactic proof didn’t exist
yet. Kara was still critically ill and while it was premature to actually do
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any invasive treatments or testing, it was time to be thinking and plan-
ning what the next steps in Kara’s health plan would be. He spoke of
pacemakers, implantable defibrillators and drug therapy and said that
her future might hold any or all of these therapies. He also spoke of
electrophysiologic studies and heart muscle biopsies, and I was glad that
we had yet another smart and skilled person to help Kara find her way
back to good health.

Kara also had a physiatrist, which is the ‘90s term for a reha-
bilitation physician, in addition to physical therapists, respiratory thera-
pists, occupational therapists, a speech therapist, a social worker, a psy-
chiatric nurse, a recreational therapist and a neuropsychologist.

More than any help that I could have gotten from a psychia-
trist or psychologist was the support I received from the Special Care
Unit nurses. They have dealt with so many families in tragic situations
that they know the right words to say and the right things to do. I think
that they observed us through the glass walls of Kara’s room more than
I realized; they didn’t only watch Kara, they watched Tom and Guerin
and me. One day Kara and I were alone in her room. I had my back to
the window and was sitting in a chair leaning on the side rail of her bed.
Suddenly the entire scenario seemed so unbelievable, but so real and
sad, that I just closed my eyes, put my head on the side rail and cried. I
thought that I was being discrete but I couldn’t fool those nurses. Quickly
Kara’s primary nurse was there with her arm around me. I told her that
I had cried so many tears that my contact lenses were all foggy and that
I had to stop crying so I could see again. “Or you could just wear your
glasses and cry all  that you want,” she said. And then there was the time
that Kara was dressed in a yellow hospital gown. Guerin commented
casually that yellow was not a color that looked good on Kara and the
next time I saw Kara she had on a blue hospital gown. These nurses were
highly skilled and busy individuals, yet they took the time to listen to a
teenager’s comment about her sister and let her have one small element
of control in her sister’s care. I don’t think that a psychiatrist could have
done a better job.

All of these people with all of their different skills and person-
alities made up the complicated and colorful patterns which comprised
the quilt of Kara’s first stages of recovery.
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Three blondes and a brunette: Dr. Bagwell, Dr. Hourihan
and Dr. DeCorey-Woronoff with Kara at Christmas 1996.
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CHAPTER 8

A Sister’s Impressions
by Guerin Elizabeth Anglim

���

“Eleventh place goes to Long Reach Swim Club of Bath,
Maine...”  the announcer’s voice was drowned out by our excited screams.

“Oh my God! I can’t even believe that we did it,” I said as my
eyes filled with tears of happiness. Eleanor, Eliza, Katrine and I all hugged
as the shock that our 200-free relay team had made it to finals settled in
our minds. What that meant was that we were going to swim that night
again with the fastest relay teams in the nation. It was the first relay
from Maine to ever have made it to the finals at Nationals and it was
something that we had been working toward all season. Our coaches,
Jay and Todd, were very proud of us and the rest of our team was also.

Our relay team was on cloud nine for the rest of the beautiful,
sunny, Florida day. We all went out to lunch at Joe Belair’s, our favorite
spot, and then Eleanor, Eliza and I relaxed in the hotel. Katrine was
only thirteen years old and had tons of energy so she played in the
ocean all that afternoon.

Before we knew it, it was time to go back to the Ft. Lauderdale
Hall of Fame Pool to swim. We all had on our matching black paper
suits and blue caps. We dove in to warm up and it was exciting just to be
warming up with all the other swimmers who had made it to finals. The
200-free relay was the first event so we didn’t have much time to be
nervous. Our coach, Jay, gave us a pep talk and then we gathered be-
hind our starting block to wait. It was getting pretty cold because the
sun was going down and we stretched to try and stay warm. We didn’t
talk much because the butterflies had begun. We just gave each other a
few wishes of good luck and warnings not to false start.

A whistle blew and before I knew it, Eleanor was climbing
onto the block. “Take your mark...BEEP!!!” And Eleanor was off. Then
Katrine swam her leg of the relay and next Eliza dove into the water. I



was last and as I stood on the block my body felt as if it were floating
and I never wanted to leave the block. But Eliza touched the wall and I
had to go. I dove in and swam as fast as I possibly could until I finished.
I looked up at the scoreboard and saw that we had come in sixteenth. I
hauled myself out of the water and we all congratulated each other be-
cause coming in sixteenth meant that we had won points for our team.
We walked back to our team and everyone hugged us as we got more
congratulations. Jay showed us our splits and then told us to get ready
for the award ceremony. We went into the locker room and changed out
of our uncomfortable wet suits and felt relief that the four-day meet was
over.

Walking onto the award stand was so fun. It was a dream come
true and the ribbon that each of us received was humungous.

Once our entire team had piled into our red van we decided to
celebrate by going out to dinner at the Olive Garden. Katrine needed to
go back to the hotel to get her money so we made a quick stop. We were
all waiting in the van and Jay came out and told me that I had a phone
call. I was excited to get a call and joked that maybe it was the hot guy
that had won all the events at Nationals whom we had drooled over the
whole meet.

“Hello,” I said into the receiver.
“Hi Guerin. It’s your Aunt Linda. How are you?”
“Oh, I’m great. We just got back from finals and we got six-

teenth. You should see how big the ribbons are.” I thought that it was a
little weird that Aunt Linda was calling me but not that weird because
her daughter, Emily, was also in Florida with me.

“Well, I have some bad news for you. It’s about Kara. Here’s
your mom.”

“Hi Guerin.” My mom’s voice sounded strained and worried.
“Is Kara OK? Did she have a seizure again?”
“Yes, but this was a really bad seizure where she stopped breath-

ing and now she’s in a coma.”
“Oh my God! Is she going to wake up?” As soon as I heard the

word coma I started crying. Jay ran over to me and hugged me. The rest
of the conversation is a blur. I remember Mom telling me that Kara
might die and that I was going to fly home the next morning with Emily.
Then I gave the phone to Jay so that he could make the arrangements
for me to fly home because I was too upset to remember any details. I
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went out to the van to get Emily to tell her what happened because she
is like a sister to me. Emily quietly began crying.

Emily and I decided to go out to eat with the rest of the team
because the thought of sitting alone in the hotel was depressing. Once
again we were all in the van, but this time it was silent except for my
sniffles. We arrived at the restaurant and that brought another wave of
tears because the last time Emily and I had been at the Olive Garden we
had been with Kara on her fourteenth birthday. Aunt Linda had told
the waiter that it was Kara’s birthday and he brought out a little cake
while all the wait staff sang to her. Kara loved it as soon as she got over
the surprise. And now Kara was in the hospital—it seemed so unreal. I
just wanted to see her so that I could tell her I loved her and to get
better.

It was really hard to fall asleep that night. As I lay in bed I
wondered why this had happened because it didn’t make any sense. Kara
had seizures before and this never happened. Then, I got paranoid that
my heart was going to suddenly stop. Finally, I fell asleep knowing that
my life was never going to be the same.

When the wake-up call rang early the next morning it took me
a minute to remember that Kara was in the hospital. Coincidentally,
Emily and I were on the same flight as Katrine Alcaide and her dad. The
rest of the team was driving back in the van later on that day. I did some
last minute packing and took a quick shower. Soon Mr. Alcaide was
knocking on the door. I said good-bye to everyone and then we hopped
into his rental car.

It turned out to be the longest plane ride of my life even though
Mr. Alcaide had gotten us into first class. I tried to sleep because I felt
exhausted but I could only doze for short intervals. I kept picturing
Kara in the hospital and wondering if she was going to recover. I knew
that she wasn’t going to die because she was so tough and strong. I was
just worried about the brain damage. I tried not to think about Kara but
it was impossible. I didn’t want Emily and Katrine to know that I was
crying so I pretended I was sleeping and covered my face with my jacket.

We finally landed in Portland, Maine, where Uncle Rufus, Julia
(Emily’s twin sister), and Sam (Julia’s boyfriend) were waiting for us. I
looked at everyone’s sad red eyes and began crying again. Julia hugged
me and mothered me even though she is two years younger than I am
and physically much smaller. Emily and I said good-bye to the Alcaides
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and Uncle Rufus drove us to Maine Medical Center. My dad was wait-
ing for me outside and my Grampy was there, too. I was cold in my
cutoffs and tee shirt. We walked into the hospital and my dad told me
that I should say “hi” to my grandfather since I hadn’t seen him since
Christmas. I did even though I didn’t feel as if I wanted to speak to
anyone. That was the first time that I saw him crying. It seemed as if we
walked forever and all of a sudden my mom was there hugging me. She
walked me the rest of the way to Kara’s room and told me what to expect
so I wouldn’t be too surprised. She told me not to let Kara hear me cry
and just to talk to her as if she were awake.

When I saw Kara I couldn’t believe my eyes. There was my
sister lying in that bed with monitors all around her and tubes every-
where. I had just talked to her a couple days before on the phone and
she had been so excited about going to Mexico during April vacation.
She was so happy when I had told her that I bought her a paper suit.
When we were saying good-bye she said, “I love you.” I couldn’t believe
how much had changed so quickly. I couldn’t say a word so I just stood
beside her and held her hand.

My first visit to the hospital was an extremely sad time and it’s
something that I hope I never have to go through again. All of a sudden
all of my worries that had seemed so important didn’t matter as much.
It didn’t matter with whom I went to the prom or what I wore to school.
I just wanted Kara to get better.

Every time I blow an eyelash over my shoulder and make a
wish, it’s always that Kara makes a full recovery. Sometimes I’m tempted
to wish that I’ll do well on my next exam or swim meet but I always
push those thoughts out of my mind and think of Kara.
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CHAPTER 9

Questions with
No Answers

���

What do you say to your daughter when she is seeing her sister lying
in a Special Care Unit bed fighting for her life?

Guerin arrived home from Florida on Saturday afternoon and
came to the hospital directly from the airport. She looked so cute—all
tan with her straight brown hair now sun-streaked, dressed in jean shorts
and a blue striped tee shirt.

I met her in the hallway and as we walked into the unit, I tried
to give her a quick idea of all of the machines that now surrounded her
sister as I prepared her to see Kara. Good preparation is supposed to ease
anxiety but I’m not sure that there is any way to prepare for such a sad
picture. We entered the room and Guerin went immediately to Kara’s
side and held her hand and stroked her head. She spoke to her softly and
gently cried so that Kara couldn’t hear her tears. That picture is frozen in
my mind—two sisters, one healthy and one not, and the bond of love
between them.

From that first moment, Guerin has always known how to help
Kara both physically and emotionally. The mention of Guerin’s name
has always been able to make Kara smile and brighten up a sad mood.
“Guerin” was one of the first words that Kara was able to say as she
recovered her speaking abilities in May. I think that perhaps there are no
correct words to say; I think it is your strength, your accepting and
determined attitudes which are important things to show your daugh-
ters, both the healthy and the sick one.

What do you say to your parents when they first see their critically
ill granddaughter?

As soon as my parents heard the news of Kara’s collapse, they



were making plans to fly to Maine from Chicago to help us in any way
that they could. My father arrived on Friday night. He is a retired sur-
geon and was accustomed to hospitals, Special Care Units, ventilators
and other accouterments of illness. He was not, however, accustomed to
his granddaughter being involved with any of these things. When he
first saw Kara, it took his breath away and he cried. I put my arm around
him but by then the surgeon in him was already taking over as he told
me to make sure that she wasn’t getting too much dopamine, as he
checked the color and consistency of the urine in her catheter and as he
pinched her to see if he could elicit a response. I had asked him to come
for one reason. If Kara had no hope for a meaningful recovery, Tom and
I together would make the decision to discontinue her life support, but
I would need to have my dad say the words “Let her go.” There are some
words that parents just shouldn’t have to say.

The next day my mother came and all that she could do was
cry when she saw Kara. Where my mother was a big help to me was at
home. As the word of Kara’s illness spread throughout the Bath commu-
nity, our phone was ringing nonstop with words of concern and offers
of help and prayers. I was so overwhelmed with the enormity of the
situation at the hospital, that I had no ability or energy to deal with the
public. Luckily, my mother is a friendly and talkative woman and she
fielded all of the telephone conversations beautifully. So much food ar-
rived at our door that I didn’t have to cook for four months and my
mother carefully recorded who brought what and stored everything in
the appropriate spot. She took care of all of the presents and flowers and
mail and left me to take care of Kara, Tom, Guerin and myself. She kept
my house clean and did all of my wash. It was exactly the help that I
needed. My mother was mothering me so that I, in turn, could mother
my girls.

What do you say to Kara’s fourteen-year-old friends when they come
to visit her?

The juxtaposition of Kara’s healthy classmates and Kara was a
tough emotional experience for me. It was hard for me to see them so
healthy and happy and beautiful while Kara lay so helpless in her hospi-
tal bed. A week before, she had looked and acted just like them. I was
still mourning all of the losses that I was feeling and I somehow had to
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summon the fortitude to explain Kara’s condition to these children and
console them and their parents.

It was exhausting. And yet I was so proud of them for being
strong enough and for caring enough to visit that I didn’t want to dis-
courage them. I was caught in this conflict that I had no clue how to
resolve. Luckily, the nurses were perceptive about my dilemma and knew
what to do. They said simply, “No more visitors!” That was a great help
to me and another indication that they were not only treating Kara, but
our whole family.

As I got to know other families with sick children at Maine
Medical Center, one of the recurring themes was how exhausting it was
to talk with people about our children’s illnesses. Other people look to
the parents for help in understanding the disease process and for conso-
lation and hope. They look to us to cheer them up! It is a paradoxical
fact and one reason that I still choose to go to the grocery store late at
night or early in the morning or not at all—to avoid all of those emo-
tionally draining explanations.

How do you know how to act when your life is turned upside down
by a sudden and tragic event?

I had no idea how to answer this question but I knew that I
had to quickly learn one. Suddenly the answer occurred to me as one
day, early in Kara’s hospitalization, I started thinking about Jacqueline
Kennedy Onassis. Here was a woman who had suffered through sad,
tragic events but always held her head high and walked proudly. She was
always gracious, composed and poised through a myriad of public expe-
riences. She kept her life, her children and herself together through situ-
ations where others would have crumbled. If she could do it, so could I.

On one especially tough day, Dr. Allan asked me how I was
doing. I explained to him my philosophy of pretending to be Jackie O.
After that her name became a code word. On the rough days of Kara’s
unrelenting dystonia when I was trying to be brave and philosophical,
he would say, “Very Jackie O.” One day he told me that his wife, Ann,
was going on a business trip to Arizona. It was a solo business trip in a
new job and I said to him, “Very Jackie O.!” as a comment on her inde-
pendence and spunk. On the day that Kara went to surgery to have her
defibrillator implanted, my friend Joanna dropped by our house in the
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morning with a present and a hug for me. I told her, “I’m Jackie O.
today,” and she said to me, as I cried on her shoulder, “Today, you don’t
need to be.” But most days I tried hard to live up to Jackie’s image.
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CHAPTER 10

Kara’s Medical History
by Walter Allan, M.D.

���

During the first week Kara was in the Special Care Unit the
cardiologists and I were busy trying to figure out why she had a cardiac
arrest. I went back to my chart to review Kara’s history. Reading my
written notes and dictations brought back lots of memories of this young
woman. It was easy to recall the first time I met her. She was one of
those kids who even at eight was very comfortable with adults. The
story is everything in neurology and I like to get as much information as
possible from the child. Kids often have insights that are crucial to fig-
uring out what is wrong. Kara would look me straight in the eye, con-
sider before she answered my question, then light up the exam room
with her smile.

Kara was referred by Dave Enright in Bath because she had had
two unusual episodes of loss of consciousness. The first had occurred in
October 1989 while she was in gym class rope climbing. She had come
down from her climb and felt what she described as spinning to one
side. She put her hand on the shoulder of a friend and then recalled
sliding down to the floor. The gym teacher reported that Kara was un-
conscious and had wet herself. Kara was rushed to the Bath Hospital
emergency room where she seemed fully recovered and had a normal
exam. A few days later she had an EEG that I looked at and felt was
normal and I did not meet her until the second, more dramatic, episode
occurred.

This happened in November 1989. Kara was a competitive
swimmer in the Bath YMCA youth program. Maryann happened to be
at the practice and saw the entire event so we had her story as well as
Kara’s to go on. Kara jumped from the block during a practice heat and
swam the length of the pool. She made her turn moving somewhat slower
than when she had started. She then slowed her movements down even



further and sank to the bottom of the pool. The other kids had to pull
her out. She looked dusky and unconscious at the poolside but was
breathing and awoke in seconds.

Kara could recall the beginning of the event. She remembered
jumping into the pool and swimming a few strokes. Then she felt like
she was, as she put it, “in a dream.” She did not recall completing her
lap, denied being dizzy or feeling like she was spinning again, and could
not remember anything else until she awoke at the side of the pool.

Quite correctly, Dave had sent Kara to one of our pediatric
cardiologists, Dick McFaul, for a thorough evaluation. Dick had thought
it was serious enough to go beyond the routine ECG and echocardiogram
and had done a treadmill study on Kara. She got her heart rate up to
greater than two hundred on the treadmill. This was impressive since
she started with a resting heart rate of sixty.

Dick described Kara in his note to me as “a competitive eight-
year-old with a ‘will that exceeds her endurance.’” I was not sure if he
was quoting Maryann or describing a type of eight-year-old, in any event
it did capture Kara’s spirit. He concluded that the episodes were not
likely to be cardiac in origin based on the information at hand. But he
commented that the lack of a diagnosis was worse than having an expla-
nation in the setting of exercise-related loss of consciousness. So that
was why Dave sent her on to me.

Could these episodes be a type of epileptic seizure? Epileptic
seizures were certainly a consideration, but it is unusual for seizures to
follow strenuous exercise. However, Kara reported feeling as if she were
“in a dream” during the last episode and that is one of the attributes of
a complex partial seizure. This is a form of seizure that often comes
from an epileptic focus in one of the temporal lobes. The temporal lobes
are the area of the brain where memories are captured and where vivid
dreams are reported by conscious patients undergoing cortical stimula-
tion studies as a part of a neurosurgical procedure. Thus, we repeated
Kara’s EEG looking for an abnormality that would confirm an epilepsy.
This EEG was normal, just as her first one had been, so we decided to
watch her for the time being.

In April 1990 she had another episode. Maryann was picking
her up from school and Kara was on the playground swinging on a tire.
Kara looked odd. Maryann described her as looking “scared” and her
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pupils were dilated briefly. She acted mildly confused and called, “Mom,
Mom...” She then reported that she felt as if she had passed out.

That night Kara said that she had a stomachache and did not
eat dinner. After resting she seemed better and hopped up the stairs on
one foot. She spoke to Tom for a second in the hall and went to her
room. About thirty seconds later Maryann heard heavy breathing com-
ing from Kara’s room. She found her face down on the floor having a
seizure. The jerking lasted about thirty seconds and Kara awoke within
minutes. She did not wet herself. She was seen the next day by Jim
Riviello, my partner, who felt the story was quite good for complex
partial seizures with secondary generalization. That is, a seizure that would
begin in the temporal lobe, spread to involve the rest of the brain and
produce a convulsion. He started her on an antiepileptic drug, Tegretol,
to prevent them.

I saw Kara in May to check how she was doing and to see what
a repeat EEG (her third) would show. Kara was doing fine on the medi-
cation and this EEG was also normal. However, the weight of the evi-
dence favored a diagnosis of epilepsy. Because complex partial seizures
are sometimes associated with a structural abnormality in the brain, we
also did an MRI scan of the brain. This, too, was normal.

My office records showed that Kara did great for the next two
years on the Tegretol. There were no more unusual episodes and she
continued to be a swimmer and a runner. In June 1992 she had been
two years without a spell so we repeated her EEG with the aim of taking
her off Tegretol if it were again normal. This time the EEG showed a
right frontal sharp wave during sleep. This finding can be a sign of epi-
lepsy and because the episodes had responded so well to treatment and
Kara had no side effects we decided to keep her on the medication.

She continued to do well for two more years and when I saw
her in July 1994 she had been four years without an episode of loss of
consciousness. She had had two episodes of dizziness during 1993. Both
of these had been exercise-related. One occurred after she ran up a flight
of stairs and one occurred while she was swimming. But she had not
fallen or lost consciousness during either.

The EEG in the office when I saw her in July 1994 no longer
showed the right frontal sharp wave. My feeling at that point was Kara
had an epilepsy that had resolved as she had matured. This is something
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that happens in childhood epilepsies. With a normal EEG and no epi-
sodes of definite seizures for four years her chances were excellent to
remain seizure-free off medication. We decided to wean her from Tegretol
over the next month.

Then in August 1994 she had another episode just after she
came off Tegretol. She was running uphill when she began to notice
lights “coming down” in front of her eyes. She could not recall anything
else but a friend reported that Kara had fallen and then had some facial
twitches. As she aroused from this episode she was briefly confused. She
was fully recovered by the time the two of them walked back to Kara’s
house. Maryann called me and Kara was put back on Tegretol. We as-
sumed her epilepsy had not resolved after all.

She did well for awhile but then in February 1995 had a fur-
ther spell. Once again she was running uphill when it started. Kara said
she felt dizzy and saw a blue color prior to falling over backward and
having a seizure. Her Tegretol level was below the treatment level so we
upped the dose a little.

I saw her in my office for the last time one month before the
events of April 7. I remember Kara sitting calmly on my exam table
telling me about the blue light she saw before her seizure and smiling
her same wonderful smile. Everything seemed fine at that point and we
were all comfortable with Kara on a higher dose of Tegretol. I wrote to
Dave Enright, however, that I was not sure Kara had a primary or sec-
ondary epilepsy, because things did not exactly add up. Secondary sei-
zures are seizures that occur after some other event—usually a fainting
spell. They are not uncommon in teens where fainting is frequent. We
usually think of this kind of fainting and the secondary seizure as be-
nign. However, that had not proved to be true in Kara’s case. In retro-
spect, the only clue we had to go on was the association between her
spells and exercise.

 Thus, as the cardiologists and I reviewed the story and the
results of her cardiac evaluation it was obvious that Kara had a primary
cardiac arrhythmia that accounted for her arrest on April 7 and likely
accounted for many of her spells. The cause of the arrhythmia, however,
was not obvious. Kara’s heart did not show any signs of a malformation
or injury. She did not have any chamber or heart muscle enlargement.
Maribeth’s and Joel’s best guess was Kara had a form of Long QT syn-
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drome without the prolonged QT interval on ECG. To better establish
that diagnosis and prevent a cardiac arrest from happening again, or
happening to other members of Kara’s family, the cardiologists needed
to do more tests. This was part of what we did for the next few weeks as
we hoped Kara would come out of her coma.
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CHAPTER 11

A Roller Coaster Ride

���

When a patient is critically ill, all of the monitoring lines, IVs
and various tubes and catheters are inserted quickly but they are not
taken out quickly. One by one, as the patient recovers, these devices are
removed and each removal signals a victory for the patient and the fam-
ily. Kara had an endotracheal tube which was inserted by the EMTs on
the track and was being breathed for by a ventilator. By Sunday, April 9,
she had started breathing on her own and the doctors and nurses were
thinking that perhaps she could be extubated. They asked us to leave
her room as they made their decision and when we came back into the
room, Kara’s endotracheal tube had been removed. The head of the bed
was positioned so that Kara was sitting and she looked just like Sleeping
Beauty.

To me, this was a huge milestone because now I knew that she
would not be dependent upon a respirator for the rest of her life and it
was a positive step in her recovery. I was happy, and it was so nice to see
her little face without the tube in her mouth and all of the tape on her
cheeks. I felt as if she were the most brilliant child in the world because
she was breathing on her own.

On Monday, April 10, Kara smiled for us, and I don’t think
that I have ever seen a sweeter sight. I was so optimistic, and I thought
that we must certainly be on the superhighway to recovery. Dr. Bagwell
asked Kara to show her the green elastics on her braces, and Kara com-
plied with the request. I thought that because today she smiled and
followed a command, tomorrow she would talk, the next day she would
sit up, the next day she would walk, the next day we would go home,
and I would say, “See, she is fine.” I thought that returning to con-
sciousness from a coma would be similar to waking up from a deep sleep
but in slow motion. But we were not on a superhighway; we were on an
old, unpaved and bumpy carriage trail.



She didn’t smile again regularly for about three weeks. She
opened her eyes widely for us that Monday but after that she could only
open them enough to make little slits. As the days passed, she was able
to keep them more widely open and watch us but the recovery was not
a smooth progression. It was a series of ups and downs, of good days and
rough days, of happiness laced with tears. Dr. Allan would console us by
saying, “Don’t worry. Once she shows a new ability, it is there to stay.
You may not see it again for days, but it is there.” One of the nurses said
to me, “You are in for a roller coaster ride,” and she was correct in her
prediction.

The most precipitous segment of the roller coaster ride was
during the time that Kara was plagued with severe dystonic movements
that caused her body to go into sudden and severe contortions leaving
her sweaty and exhausted and Tom and me distraught. These spasmodic
episodes lasted about three weeks. Her heart rate would climb to over
one hundred twenty beats per minute during these episodes. It was fright-
ening to see her heart working so hard while we still didn’t know the
cause of her cardiac arrest. As Kara’s awareness increased she would cry
during these episodes. I think that she knew they were happening, that
she had no control over them, and they must have been painful. The
movements were relentless at times, and there was little we could do
except to console Kara through them. This was the most difficult por-
tion of Kara’s recovery for Tom and me. It was painful emotionally for
us to watch her suffer and to realize that we could never bring her home
unless this phase passed.

It was getting hard for me to be hopeful. I wanted to maintain
my optimism, but I needed to know that it was still based in reality. I
kept telling Kara, “Be brave, Kara, be brave,” but it was getting harder
for me to be brave. Dr. Allan felt that this stage of dystonia would pass
with a little help from time and medication and then he told me some-
thing that was the biggest help to me during this phase. “You can be as
hopeful as you want. I will tell you when the time for realism arrives.”
This is called trust.

During this time, Dr. Allan ordered quite a few EEGs for Kara
and they all showed improvement, but it was a mystery as to why these
dystonic movements continued. At this point Dr. Allan decided that
Kara should have an MRI to visualize her brain and show him any pos-
sible areas of brain injury. Kara had an MRI when she was in third
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grade. However, this time she would need to have general anesthesia
while she was in the machine because there was no way that she could
hold still for an hour. I signed the consent for anesthesia and the anes-
thesiologist and the resident put her to sleep while I was with her. I don’t
think that it mattered to Kara because she was not cognizant of much at
that point, but it mattered to me a great deal. The exam takes about an
hour and I went up to the waiting room where I fell sound asleep on
someone else’s pillow and the last thought I had was that I hoped that I
wasn’t going to get lice. I wondered, “How can you possibly be worried
about lice when your daughter is having an MRI?” And then I fell asleep.

The waiting room for the Special Care Unit at Maine Medical
Center is one of the most interesting places, filled with every human
drama. Each family waiting there has a story and each story is dramatic.
It is a room filled with a potpourri of people from a potpourri of life
experiences and suddenly all of these disparate people were my new best
friends. We all shared the ups and downs of our medical progress re-
ports and either rejoiced or consoled depending upon the news. I spent
a lot of time in that room observing both strengths and weaknesses of
human spirit, and sometimes I saw the greatest strength in the most
unlikely people. The nurse from the MRI unit came into the waiting
room, woke me, and told me that Kara was back in the Special Care
Unit. My hour of rest was over.

The results of the MRI were mixed. The opinions varied de-
pending upon who was reading the MRI. Once again it was a reminder
that medicine is sometimes a subjective art of interpretation, but cer-
tainly we could feel good that the MRI looked as good as it did and
hope it portended a good recovery for Kara.

Still there were reminders that Kara was a fragile cardiac pa-
tient who required special skills. When she returned from her MRI, and
as I stood at the foot of her bed, both her heart rate and blood pressure
dropped, and suddenly she had the attention of all the residents and
nurses. Her heart rate was twenty-eight and her systolic blood pressure
was in the seventies. Dr. Wayne Sager, a pediatric resident from Mon-
tana, was right there. He was a quiet and serious resident who always
looked as if he had just slept for twelve hours in his clothes. I had confi-
dence in his ability, though, and I sensed that someday he would make
a great pediatrician.

He, I and all the nurses knew that Kara needed some atropine
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to bring her heart rate and blood pressure back to normal, but first he
had to obtain permission from the attending doctor. “It is good that he
is checking with Dr. Bagwell,” I thought. With Kara’s unusual cardiac
status, maybe atropine wasn’t the correct treatment. But over the tele-
phone, Dr. Bagwell gave her permission for the atropine and a bolus of
fluid. Kara’s bradycardia and hypotension resolved. It was a reminder
that the reason she was in the hospital was a sudden cardiac arrhythmia
and the actual cause was as yet undetermined. Obviously there was di-
agnostic work still to be done.

The main suspect was Long QT syndrome. Since that can be a
genetic problem, the cardiologists were interested to see Tom’s, Guerin’s
and my ECGs. The cardiologists had already told us this but then they
also sent Dr. Sager to give us the same news. I think that the attending
physicians were trying to hone his interpersonal skills by making him
deliver unpopular news to parents. He was so apologetic that we had to
have ECGs that it would have seemed to anyone observing that he must
have been telling us we were all scheduled for open heart surgery the
next morning.

Our family was going through so much that I know he felt bad
informing us of more potential problems. However, I couldn’t resist the
obvious joke: “I suppose that next you will be coming to tell us that we
all need cardiac catheterizations.” He assured me that I was being ab-
surd, but the next day he did tell us that we all did need to have twenty-
four-hour ambulatory monitors. “I told you that this was going to esca-
late. When are our cardiac catheterizations scheduled?” I asked, con-
tinuing the joke from the day before. I think maybe he was afraid that I
was correct because this time he didn’t assure me that I was being ab-
surd.

At first I thought that all of these tests were an interesting but
frivolous technological experience. Then, reality did prevail and I started
to think what the consequences might be if any of the three of us did
have Long QT syndrome. Guerin was accepted at Providence College
in Rhode Island and was all set to swim on their NCAA Division I swim
team. She would be performing at a high physical level of activity, and
we owed it to her to check her cardiac status. Tom and I had to remain
healthy to help each other and our family through this storm and as
much as we needed each other, Kara and Guerin needed us more. It was
not a good time for either of us to drop dead, and so we followed the
cardiologists’ suggestions and had the recommended ECGs.
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CHAPTER 12

Long QT Syndrome
by Walter Allan, M.D.

���

Long QT syndrome is one of the causes of sudden death in
adolescents. By sudden death we mean death that occurs out of the blue
in a teenager who is apparently healthy. It most frequently occurs dur-
ing sporting events and is usually attributed to a sudden, unpredictable
disturbance in the rhythm of the heart. Sudden death in adolescent ath-
letes is uncommon but always such a shock to their communities that
the death of these athletes is well-known and long remembered.

Long QT syndrome is thought to be the cause when sudden
death occurs from ventricular fibrillation—a fatal abnormal heart
rhythm, or arrhythmia—and no other explanation is found. The syn-
drome can also become apparent when a young person with fainting or
secondary seizures has an ECG as part of their evaluation. It is especially
important to look for the syndrome when the fainting or seizures are
excercise-related. However, the symptoms can occur during less strenu-
ous activities, upon awakening from sleep, and even when surprised,
frightened or angry. Some people discover they have Long QT syndrome
when they are being evaluated because a family member has Long QT
syndrome. These individuals may have never had fainting or seizures.
They are said to have the syndrome because their ECG shows a pro-
longed QT interval.

Prolongation of the QT interval on the ECG is the major marker
for Long QT syndrome. The majority of the QT interval is the time
during a single heartbeat when the heart muscle is becoming “recharged”
for the next heartbeat. This is called repolarization and follows the phase
of heart muscle contraction which actually pumps the blood and is called
depolarization. The ECG records the electrical signals from the heart
muscle and each wave is labeled as shown.

Measuring the distance from the beginning of the Q-wave to




