B RHCEE G

A
%
e

AT

LIFE & EMOTION




42 8 g P i inl i B

RF% 4#F
AR R

A
—
_ .—“A
I
S
—
AN




21 A IEMEE R
AESHER

Eo] ¥/ HRY
BERB/ K &
Rt ®BE

HIRR T/ LESBHEHE B R
(h¥#gEE 393 5 IR TS 200235)

HE/ www. sste. com

W kL4 &

R/ BBILENRE RA T

&/ 850x 1168 1/32

¥/ 6.25

#/ 167000

W/2003FE 12H%5 18R

/2003 4 12 A% 1 KENRI

#/ 1 -5000

S/ ISBN 7 - 5428 - 3397 - 9/H-51

M/ 12.00 5T

A3 TFENSHIDIEH I



Foreword

E

ELREHER D, PEACOEABAFEXT.
G LE BN R FERE | RIS R T — 3 K
R R T Wl AL S8 7T LLAE B AR T TF fit 5 1 4
RL ™ I3 R TR R B W 14 470 T O L D TR By
WS B E A BT,

ATTES SR S8R IR A By~ 5
J& | P T SO0 B A R A B, P I 1 9 SCHR T I
B —BERAGEG, T ilikH 0w %EmigcE,
AERERIBIM, R REEBFNE, RIONENRIET
21 M RGE PR B B R BN E NS,

“21 20 S i PR B B R AR (AR SR ) (K
RGRE) (NESHRY) (BH SRl) 4 0, 40
M 30 B 256 A G R S SO, BT KA v 1 3 I
W) e SR AR b e N2 i B T X
B, B SRR O A 0 58 SO 2 i % B SO G 7
W ARSI RAEAENT B A AR D R S, 764 55 4850
JE AT A G X 55 SC A BRI RS, 45 RER A 4/ PRI
(A\B.CHID), b — A B g 0, 12 S M 7 B
Jei o DT B S T o B A DS B TS A M
AR ERGER, A THEZE X, M oh— s




i) gt oh 25 R BB , B A i B SR AR DA R — S A
SCHA AR AR LB, B T S DUIGE TE R

BABREE T — 2 23 0 B I g . RE W Y —
BRA® B W — B DR S ) R SR . B BT LU R
WS H W B B AKCE, REY AAMATR TR,
BTZERSHEENGE —, Bh¥4E KFEMBRER
TR K, EBFANERE T RBARS
P kB SHRE AL SR B S8 %575 R s
B EAEY,

o THiIFEK AR, bR aEsiRsimm, )
T E A AT G

EE
20034 4 A



-

1. Something’s Not Right /17
BRRA AR

2. To Do or Not to Do /12
o A

3. The Gift of Life /18
A EIALY)

4. The Long Walk Home /31
AR 18 18 F [l K Z B

5. Boy, Interrupted /43
B AEERATH-

6. Friends /55
i &

7. Charlie and the River Rat /67

A5 W
8. If I Were An Angel /79
R R K A

9. Letter to and from Home: 1918 /90

K1r:1918
10. Marriage and Fidelity /107

.



11.

12.

13.

14.

15.

16.

17.

18.

19.

1 A 08

Reaching for Perfection /110
BRTER

How Honest Are Couples, Really? /118
F#2 A FRA £ Hil

Maybe A Miracle /128

Al fg R AT A T

The Healing Power of Forgiveness /140
T RO LR R

Angels on the River /151

K ERME

Winning through Surrender /161
DA b il ot

Information Please /168

wR A BRGR--

The Coolest Dad in the Universe /179
KK FRENES

The Ice Cream Girl /187
VK 4 %




E_ e Y

hen my son, Zach, was born, he was perfect. He

was seven pounds, four ounces and 21 inches

long. He had fine blond hair and those murky
blue infant eyes that look like the bottom of the ocean. He
did all the things he was supposed to do, at all the right
times: smiled at 7 weeks, rolled over at twelve.

Each time we visited Zach’s pediatrician® for well-baby
visits, her favorite word, when asked any question, was “nor-
mal”. She’d say it in a singsong voice. It became a joke be-
tween my husband and me. Normal, normal, normal, David
and I would sing as we left her office.

I can pinpoint? the day we stopped singing “normal” so
happily: it was a weekend afternoon in early fall. We were
sitting at the kitchen table, interviewing a baby-sitter, and I
was holding Zach, then six months old.

Suddenly he flung his arms up, and his eyes rolled back
slightly. It looked like the common “Moro reflex” that I had
read about in the baby books, ~except that he repeated the
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gesture a half-dozen times. Something rumbled in my gut.

I called the pediatrician the next day. “He did some-
thing strange, ” I said, describing the incident.

“Normal,” she said. “Absolutely normal.”

That was exactly what I'd wanted to hear. She was a
topnotch pediatrician. If she wasn’t worried, why should I be?

But the gestures continued. Not every few hours, not ev-
ery day, but every once in a while. The jerk of the arms. The
slight roll of the eyes.

And Zach was slowing down a bit. He had stopped
rolling over as much and seemed nowhere near ready to sit
up. But these things happened slowly, incrementally. You
think, my baby is tired. Or he’s chubby—maybe that’'s why
he isn’t sitting up.

A week went by, and these incidents continued. I called
the doctor again. This time, her voice had developed a slight
edge. “I'm really not worried,” she said.* Look, if he’s still
doing it when he’s eight months, we'll check into it.”

The incidents became more frequent—every day now.
In the moming on the changing table, Zach would fling his
arms up 10, 20 times. Babies have immature nervous sys-
tems, David and I would say to comfort ourselves.

Then one morning it happened more intensely than ever
before, and I shouted out to David to go and grab the video
camera. Then I called the doctor—my heart pounding—and
made up an excuse because I believed she wouldn’t make
time to see us for this thing she had already dismissed. 1 told
her 1 wanted to bring Zach in because he had a fever and a
cough. She couldn’t say no to that.

Armed with our camcorder®, we walked into her office.



“What’s this?” she asked, eyeing the camcorder.

“We've videotaped those gestures,” I said, my voice
shaking.“ 1 want you to see it.” David turned on the camera.

“That’s what you mean?” she asked, pointing at the dig-
ital film. “I really think that’s nothing.”

Something in me snapped. Usually, I am shy and soft-
spoken; 1 blush easily and have been known to stammer. But
at that moment 1 stood up and said, “I'm not leaving here
until you call a neurologist. I want Zach to be seen today.” I
started to weep.

To this day 1 don’t know what possessed me. 1 suppose
it was a kind of mother’s instinct. I'm not sure I had ever be-
lieved in it before, that old adage that mothers simply know.

“I'll see what I can do,” she said with a sigh. A half-
hour later, we had an appointment for that same afternoon.

The moment I saw the pediatric neurologist ®—a man in
his 50s with salt-and-pepper hair and thick glasses—I knew
we were in good hands. “Let’s take a look at him,” he said,
laying Zach down on the examining table.

And in the future when I may wonder whether there's a
God, T will think back to this: Zach had an episode right
there on the neurologist’s table. 1 watched the doctor’s kind
face, his eyes, and whatever glimmer of hope I'd held on to
that this would be nothing faded away.

After Zach’s EGG®, the doctor called us back into his
office. He wasn't smiling. He pulled his chair around to the
front of his desk so that he was sitting near us. “Well, we’ve
got our answer,” he began, “and it isn’t the one we'd hoped
for.” Then he gave us the diagnosis: infantile spasms, a rare

seizure disorder that affects about 200 to 700 out of a million
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babies. The statistics were impossible to comprehend. When
you find yourself on the wrong side of a statistic like that, the
whole world does a spin around the moon. Gravity shifts.

“What does this mean?” asked David. I was holding
Zach, his hair greasy from the goo used to conduct the elec-
tricity for the EEG. He was sleeping and looked peaceful.

“We don’t know,” answered the doctor.

“What’s the worst-case scenario?” asked David.

“Brain damage,” said the doctor.

David’s face seemed to disintegrate, caving in with terror
and grief. The doctor recommended Vigabatrin, a drug avail-
able in Canada that had not yet been approved by the FDA?.

Within a week of taking the Vigabatrin, Zach’s seizures
ceased completely. We went online and tried to find out ev-
erything we could.

But the stories we read were bleak: While infantile
spasms usually go away suddenly, the seizures themselves
may cause problems, perhaps because the resulting electrical
activity damages the infant brain. Some babies may become
blind or deaf from the underlying condition that causes the
seizures. Many are mentally impaired; 85 percent suffer some
sort of developmental delay.

I could not find one single story on the Internet of a
complete recovery. The most I could find out was that early
diagnosis and treatment, along with a quick response to the
medication, are the best indicators of recovery.

A few days into this it occurred to me that Zach’s pedi-
atrician had never called. No call to see how he was doing.
No call of commiseration, just simply to say she was thinking

of us. This was a doctor who had examined him at birth and



seen him probably ten times since then. She had simply van-
ished.

As I write this, it’s six months later. Zach has just
turned one, and I am a believer in miracles: he continues to
be seizure-free. He is crawling, pulling up, cruising and say-
ing, “Dada” and “Mama.” He’s a smiling, perfect handful of
a baby boy. Slowly, he’ll be weaned off his medicine.

His neurologist has called this a “save.” He believes
that Zach is going to be one of the rare lucky ones.

But when I think of those weeks when I was calling his
pediatrician and listening to her dismiss my concerns, I am
filled with rage. If T had listened to her, if I had waited until
Zach was eight months old before looking deeper into his
condition, my beautiful, curious, intelligent little boy might
well have been brain-damaged.

So I am telling my story. Trust your instincts. If you be-
lieve something is wrong with your child, get it checked out.
Make a fuss. Do whatever you need to do to be heard.

Of all the things I have ever done in my life, the one I
am most proud of is standing in that doctor’s waiting room,
tears streaming down my face, demanding that my baby be
seen by a specialist. I may have looked like a lunatic. I may
have appeared to be hysterical. But on that day, I save my
baby’s life. :
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1. When did Zach start his strange gesture?
A. Three months old.
B. Four months old.
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C. Five months old.
D. Six months old.

. How did Zach’s pediatrician respond to the mother’s call

telling her the baby’s strange behavior?
A. She said it is nothing.
B. She said she would visit Zach.
C. She said she would ask an expert to look into Zach’s
case.
D. She angrily refused to check Zach.

. Why the mother made another excuse for visiting Zach'’s

pediatrician?
A. Because the pediatrician are hard to please.
B. Because the pediatrician are angry then.
C. Because the pediatrician had dismissed her real cause for
visiting.
D. Because the mother did want the pediatrician know

the real reason beforehand.

. It is fundamentally due to that Zach fortunately

avoid brain damage.
A. his mother’s insistence on having him checked and
diagnosed
B. his pediatric neurologist’s treatment
C. his parents work on the Internet
D. his own effort
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