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Introduction to eBook
series

Seventeen years ago, when Vonne was 33 and Tom was
32, we were suddenly confronted with every parent’s worst medical
“bolt from the blue”: our only child, 30-month-old Emily, was
diagnosed with an advanced – meaning metastasized – pediatric
cancer. At the time we were living in northern Virginia. Tom worked
for a defense think tank in the Washington, DC area and Vonne was a
largely stay-at-home mom prepping for a return to her earlier
professional career in social work. We were trying – in vain – for
our second child.

What followed was the defining crisis of our
marriage: an intense 20-month battle to keep our first-born alive.
About six months into the struggle, Tom started writing a weekly
update on Emily’s progress (or lack thereof) for interested
parties. Vonne contributed to this blog-like diary, and it was sent
out by email, fax and regular mail to over one hundred relatives
and friends who spontaneously organized themselves into our
family’s extended support network. We started this diary because we
tired of having to rehash all the details in phone-call after
phone-call, but over time we came to view it as something more
important – a real-time memoir that would someday prove crucial to
Emily’s understanding of how she became whom we hoped she would
become.

Our family now hails from the Indianapolis area, and
besides 19-year-old Emily – the girl who lives, we boast five
additional children: sons Kevin (16) and Jerome (11), our adopted
Chinese daughter Vonne Mei (7), and our adopted Ethiopian sisters
Metsuwat (4) and Abebu (3). Would we have achieved such a blended
clan absent the early experiences of Emily’s cancer? We can’t ever
be sure, even as we suspect it played a significant role in our
subsequent decisions to expand our family in this manner. But yes,
that’s perhaps another reason why we wanted to revisit this
tumultuous early family chapter at this time. As Vonne now finally
gets back to restarting her professional career after all these
years, we wanted to take this moment to remember how we got here –
or how the journey truly began.

What you are about to read in this series of eBooks
are the original weekly updates as Tom wrote them – with Vonne’s
continuous inputs – across all of 1995 and into early 1996, a
period encompassing the last 14 months of Emily’s treatment
protocol. Those 45 updates constitute Chapters 3 through 9 in the
series: Chapter 3, which concludes with the birth of our second
child, in included in Volume I, along with two opening chapters
that recreate our discovery of Emily’s cancer and her initial
hospitalization; Chapters 4 and 5, which cover the difficult summer
of 1995, make up Volume II; Chapters 6 and 7, which chronicle our
final push on the chemotherapy, fill out Volume III; and Chapters 8
and 9, which encompass the post-treatment diagnostics – and
Make-a-Wish trip to Disney World, constitute this volume.

We haven’t made an effort to “improve” the updates
from today’s perspective. We think it’s important to leave them in
their raw, written-in-the-heat-of-battle state. Yes, we now claim
to be wiser on a host of subjects that arise in this family memoir,
but a lot of that wisdom stems directly from these experiences, so
we felt it made most sense to share them with you, the reader, in
this unaltered format. Simply put, we didn’t think we could make
them any more honest than they already are – despite the passing of
time.

Now that all of the updates are
published as eBooks, it is our intention to pen a fifth volume
wherein Tom, Vonne and Emily look back at these events from today’s perspective. At
this point, we can’t tell you what that effort will entail, because
– quite frankly – we first need to undergo the same reliving of
events that we now share with you, and we just don’t know what that
process is going to unearth in each of us.

We do know this: if this series of eBooks helps you
better understand an analogous past experience or ongoing crisis in
your life, then we will have accomplished what we set out to
achieve with this storytelling effort.

Finally, as a reminder regarding where you are in
the story: you rejoin events in November of 1995 – just after
Emily’s final chemotherapy round. Her diagnosis occurred in July of
1994 and her 16-month treatment protocol has just concluded. What
comes next is the waiting, which – on some levels – continues to
this day.


Chapter 8
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Waiting for Mickey and
Judgment Day
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Emily Update #42 (6-22 November
1995)

Emily’s blood holds up pretty well going into the
week following the last chemo round. The Monday-after numbers show
hemoglobin already on the upswing, and that marks the end of our
worries about transfusing red cells (something we did only once
last fall). Platelets continue their free-fall down to 101K, but we
still have 80K more to burn before transfusing. White count up a
bit to 3.4, but the Happy! Happy! Joy! Joy! here are the
neutrophils getting back over 1K at 1,156 ANC (absolute neutrophil
count). We know the neutrophil recovery is only temporary, but
we’ll take it for now. We won’t call it the eye of the storm
this time, just a break in the wholesale slaughter of her
blood.

Emily is still doing well as of Wednesday the 8th.
Despite some frightful bouts of anger here and there (sign of low
platelets), she’s relatively happy and upbeat. Staying indoors all
the time gets to her, but at least this is the last month of
that.

The platelets crash begins showing up in other
familiar ways. First the casual nose picking (dried-out nasal
passages) leading to blood spotting and then some light flow (the
leaking out phenomenon). Then the bruises start appearing on her
lower legs, and next comes the oddly purplish tint to her lips.
Soon Em-Cat cannot bear to have her nails clipped (extremity
tenderness) and teeth brushing is out of the question (gum pain).
Then comes motion sickness, with car rides getting harsh. There’s
that strange mix of late-night insomnia and narcoleptic-like
napping throughout the day. Geez, you wonder how she remains
relatively upbeat most of the time! She’s just so happy to be done
with the chemo and meds. But all in all, she’s one tough patient,
and rallier – as she was described by nurses after her very
first surgery in the summer of 1994 – just doesn’t cover it.

Nice talk with social worker Yvonne Bush on Tuesday:
she tells us to expect a call from Make-a-Wish by week’s end.
Someone will then come by and meet Em to hear it from the horse’s
mouth (couldn’t resist) that Disney World is her choice. As
interviews go, this should be easy. Still, we secretly prep Emily
on the side: “Emily Barnett, you’ve just finished 15 months of
grueling chemo in high style. Whatta ya gonna do next?”

Yvonne and I also talk about the utility of having a
debrief with the Lombardi Cancer Center personnel regarding Em’s
overall success with the protocol: namely, two short suspensions,
only four transfusions, so little G-CSF, no hospitalizations, no IV
feeding, no catheter infections, only one upper respiratory
infection. Em, by doing everything so well, represents an outlier
of real significance. Some of it was our vigilance as
parent-advocates and caregivers. Some of it was just Em, of course,
but some of the rest could signal important data for consideration.
I mean, every medical professional we bump into says how unusually
successful we were.

For example, line infections are viewed by many
parents as scary things that come out of nowhere and you can only
do so much to prevent them. Maybe true, maybe not. We’re especially
careful and vigilant with Em’s dressing changes and overall
catheter care, according to the homecare nurses. The guidelines
said we only had to bathe her two times a week, but we bathe Em and
change her dressing 3 to 4 times a week, and every day when she’s
immune depressed. Is that difference worth noting? If it is, no
one’s asking – not the cancer clinic Lombardi, the homecare
provider Caremark, nor the HMO Humana. Nobody is really performing
an after-action lessons learned exercise.

The other major variable is how heavily we utilize
options provided by homecare – in effect, putting us largely in
control of her day-to-day care. For example, no medical personnel
have examined Em’s catheter site since surgeon Hoy checked it
post-operatively in August of 1994. Our overall competency as
trained caregivers meant a dramatically different course of care
for Em than was possible as little as even 3-to-5 years ago. As
nurses have told us, a few years back an absolute neutrophil count
below 500 easily landed you in a hospital. Hell, Em-Cat spent
weeks like that – all at home.

Looking it over, we’re simply stunned at how much
leeway we still receive on our decision-making, personal
preferences, and scheduling desires. Not that we mind, as it gives
us something to do, alleviates some of our fear over the loss of
control over our lives, and allows us to tailor the experience as
much as possible for Emily. But still, if you had told Vonne and I
back in July 1994 that we’d be running as much of the show as we
are now, we simply wouldn’t have believed it. We would have been
scared and disturbed at the prospect – like they were cheap-skating
us. I suppose some parents feel that way, especially if they view
interactions with medical personnel in that typically passive
fashion – as in, doctor knows best.

When we realize how different it all could have been
if we hadn’t pursued every opportunity to retain as much control
over things as possible, it’s not pride that shines through.
Rather, it’s a deep fear for those children whose parents can’t
handle the challenge posed by managed care and the shift to
home-based services. The idea that any kid facing a life-and-death
struggle must simultaneously overcome parental incompetence,
indifference, laziness, squeamishness, inertia, or simple distaste,
is nothing less than anathema to us both. It makes me well up with
tears and just want to punch someone – as stupid as that would be.
It also makes me appreciate what my parents did for me throughout
my childhood.

I pull down my Excel spreadsheet of Em’s chemo
schedule from my office wall today (8 Nov). I carefully store it
away with her medical records that I keep. It’s strange not to see
it up anymore, as it animated so much of my day-to-day planning and
strategizing. Nurse Mary Alice told me we’re famous at Lombardi for
it, as we always have all this historical info – especially past
blood results – at our fingertips during phone conversations. Being
able to argue our position on some treatment issue based on our
command of the empirical record often allowed us to get our way on
grey-area decisions. The nurses never took offense, for they deeply
appreciated how involved we were.

Later that day I talk with head pediatric oncology –
or “peds onc” – nurse Donna Oishi about Em’s Monday numbers and we
agree she doesn’t need to come into Lombardi until Friday, when a
platelets transfusion will either be necessary or rendered moot by
rising platelet numbers. When Vonne and I talk later, she convinces
me not to wait so long on a blood draw. Vonne says she’s spotting
too many signs that Em’s platelets are still crashing, and she’s
unwilling to tempt fate. So later that afternoon I call Caremark
and schedule a blood courier pick-up for 9am the next day. I then
let Lombardi know what we’re doing. They don’t have any problem. I
do the draw myself before leaving for work Thursday.

The numbers from the lab confirm that Emily is
getting weaker. Platelets fall even further to 67K, meaning only
47K more to burn before transfusion. White cells hovering low again
at 2.9, and 638 neutrophils says her immune system is heading
south. Overall, they’re numbers we can live with. Yes, the immune
crash is happening at the same time as the platelets are troughing,
but the Wednesday post-chemo is typically when we’ve usually had to
transfuse her, so maybe this will be as low as she goes. Meanwhile,
we pretty much expect the extreme immune-system depression, or
neutropenia, to last a fortnight. That means we should be in the
clear just before Thanksgiving. Now that’s timing!

Later that day I call Mosby Publishers’ 800-number
and order Survivors of Childhood Cancer. Time to start
looking ahead.

My Mom arrives by plane Thursday afternoon
(9th), and Emily has been whine-yelling
Graaaaaaaanma! ever since. Where she got that nasal
Midwestern twang here in Virginny, we’ll never know.

Friday morning (10 Nov) Vonne and I see Dr. Robert
Nover for our latest chat about Em. This meeting is pretty much
focused on educational strategies for the next 3 to 4 years. Nover
is not necessarily sold on private versus public, but more on the
necessary level of interaction we’ll need to have with teachers. He
gives us a name of an educational consultant who knows our county
well.

The issues surrounding cognitive development for
peds onc kids following treatment are just emerging, as the first
big wave of survivors are just reaching their thirties – allowing
for comprehensive studies to emerge. Of course, all these studies
document those who received treatment far less advanced than that
given to Emily (we’re talking all the way back to the 1960s), so
everything must be taken as a nasty possibility as opposed to
predetermined fate. Still, enough is known that Vonne and I
approach these schooling issues with great care.

As always, the visit with Nover gives us that
feeling of validation – a spacey term I’ve mistrusted and never
understood until our talks with him began. Of course, the real
sufferer here is Em-Cat and we only know her pain second-hand, but
the larger point is having someone else really get it and
thereby ending our sense of isolating myopia. We keep wondering,
Are our collective lives really that much scarier because of the
cancer and what it does to Emily over her life? Or are we just
making too much of this? Then again, no one lives forever. Emily
just got that message at age two instead of seventy-two.

Whatever. We talk, Nover responds, and it all seems
less unreal.

If that is Nover’s impact, why not just join some
parents’ group and end the isolation that way? Reasonable point,
but it’s just not our way. Those venues would feel too much like
Waiting for Godot – or marking time. We’re looking for
allies in our quest to beat this demon on every level. Nover is all
about doing something – being pro-active. He’s also a professional,
not just another parent relaying hearsay. That we feel better in
the process is nice, but not the point. We know that having kids
means anchoring yourself deeply in worry and pain. We wouldn’t pass
up this struggle for anything. As difficult as it’s been, neither
Vonne nor I have ever experienced anything that’s taught us more
about life and ourselves. Emily’s cancer is just another price of
admission.

I often catch myself wondering about getting
myself back to where I was before Emily’s cancer, but the
thought is always instinctively aborted before it can mature in my
head. I might as well try to imagine myself as a prehistoric man,
or a Republican, or even a Bears fan, or . . . God forbid, a fan of
the Los Angeles Packers. To imagine that person is simply
impossible now. He’s never existed and will never exist. He is a
three-year-old girl with long blond hair, a fig newton of
somebody’s imagination, a face on a milk carton, an artist’s
rendering of what should have been. The answer is easy: I do not
have that card. Go fish!

Recently, Vonne has come to the conclusion that Em’s
tendency to stumble when running is related to the chemotherapy
Vincristine. We were told at the start that Vincristine screwed up
the nervous system and would most likely show up in her gait. As I
start watching Em more closely on walks, I confirm Vonne’s
suspicions, as all of Em’s falls are caused by a perceptible foot
"drop" that triggers a trip. What to do? Nothing. One, the chemo is
over, and two, the impact is temporary. So we simply watch for now,
making sure it goes away with time. This is the type of close
observation we must engage in throughout Em’s childhood.

On Friday (10th) Graaaaanma! and I
take Em into Lombardi. As events unfold, I’m happy to have my Mom
there. Her presence creates a sense of closure, as she was there
for Em’s first radiation and chemo treatments seventeen months
ago.

To our surprise, this becomes our last official
visit to Lombardi regarding chemo. Em’s blood numbers not only
close the door on the last possible platelets transfusion by
bouncing back up near 100K, but her neutrophils score so high that,
if one were unaware of her past history, one could easily have
written off the entire round’s fallout as consummated. In fact,
Em’s neutrophil count of 2,600 represents a four-fold increase from
just 48 hours earlier. If that sounds too good to be true, that’s
because it may just be.

To top it off, head nurse Donna Oishi bakes a pan of
brownies for Emily and frosts it with hearts and the message “Yea
Emily – No More Chemo!” She and other nurses, plus one boy patient,
sing “no more chemo” to the tune of Happy Birthday. It feels like
another one of those resurrecting moments.

My Mom gets to meet – all for the first time – nurse
Donna, art therapist Tracy, and Caremark nurse Kathie Clemens, who
just so happens to stop at Lombardi to drop off another patient’s
blood draw. With all these introductions to my Mom, it starts
feeling like a graduation ceremony.

Our Star Fleet cadet Emily goes in her Next
Generation uniform (command crimson, natch), with her face
painted deep blue with green markings and yellow ears. We know not
what planet this future officer hales from, only that Dad is now
down to blue, green and yellow in his paint supplies.

Dr. Gootenberg stops by to introduce some new
oncologist joining the staff. He thinks we’re ending the chemo just
today, with his mistake only highlighting how little he’s had to be
involved with Em’s case in recent months. He starts talking about
how well Em has done in her chemo when I interrupt and begin
reeling off my favorite numbers – like Don King promoting his next
fight. Gootenberg listens seriously for a bit and then laughingly
protests as my voice elevates like a ringside MC. Not that he
minds, of course, as he only gets so many Emilies in his daily
grind. It feels good to shake Gootenberg’s hand now that we’ve
finally crossed over from Chemoland.

It’s then a quiet weekend at home for us all.
Despite Em’s big neutrophil number, this round’s fallout seems
incomplete for now. Consulting our records, we note that Em once
had an Actinomycin-Vincristine round where she went neutropenic
over and over again over four weeks, with her normal white-cell
cycle thrown into an exaggerated sine wave versus the one-time deep
depression typical with Adriamycin.

True to that suspicion, Em acts neutropenic most of
the weekend: irrational crabbiness, limited attention span, bouts
of weakness, and a very uncertain appetite. She’s crashing again,
hence we keep her very quiet. Grandma Colleen does her part by
getting Em to play board games throughout. At one point they play a
vigorous game of concentration, which intrigues us much since Em
displays a strong memory that impresses the inimitable Colleen. Sad
to think, but we take in such events so hungrily due to fears of
cognitive difficulty stemming from the chemo. For now, none seems
apparent, but watch we will.

Early Saturday evening Linda Myer of Make-a-Wish
stops by for the formal interview. After some confusion about
riding elephants caused by an afternoon viewing of Dumbo, we
finally get Em to declare Disney World as the desired wish. Vonne
and I sign a bunch of papers, including one stating our preference
for no publicity – an easy choice since Em’s story is gratefully
banal in both outcome and choice of wish (the vast majority of kids
go to Disney World). We should hear back within a week or too.
We’re targeting right around or just after New Years. We want to
leave 1995 behind in a whiz-bang manner.

Linda goes out of her way before leaving to state
she’s never met a family in all her visits that seems so together
and loving, embarrassing Vonne and I because we feel mostly beat-up
and tense after the last 15 months of push-push-push!
Despite the compliment, it seems sad that her work takes her to so
many broken and dispirited families – people just barely hanging on
and showing it. Linda’s comments catch us both by surprise. We
figured she feels like a fairy godmother of sorts, rather than a
social worker. Guess it just goes with the territory. I remind
myself how surprised I was to find out that Make-a-Wish wasn’t
limited to terminally ill kids.

Saturday night Vonne and I escape to see a movie.
Back at the ranch, my Mom gets caught on our couch with Kev just as
a powerful thunderstorm knocks out the power for nineties minutes.
Emily is on the far side of the room and follows Grandma’s voice to
the couch. My Mom refuses to leave the couch due to Em’s fears and
her own about leaving Kev behind or stumbling with him in
unfamiliar and cluttered surroundings. Vonne calls mid-show to
check in and gets no response after many rings, then I try a bit
later and happen to get through just after the lights come back on.
My Mom says they withstand their pitch-dark surroundings by
listening to the soothing sounds of – who else? – Purple Singing
Horse! Naturally, my Mom knows the lyrics to almost all the old
songs that filly spouts, so now Em can sing along to most of them
on her own. Somewhere along the line PSH becomes "Molly," and
that’s only fitting as she’s now almost part of the family,
charming beast that she is.

Having said all that, the Meusslings of Ohio should
note the Klingon saying, “Revenge is a dish best served cold.” Hmm.
Perhaps Alvin and the Chipmunks will someday put out a multi-CD
collection of their complete works. Yes . . . that would certainly
constitute repayment.

Captain Kirk: Go to the devil!

Captain Kang: We have no devil, Kirk. But we
understand the habits of yours!

Star Trek, “Day of the Dove”

Now if Kang had pulled out Purple Singing Horse
instead of merely sticking the tip of his sword under Kirk’s chin,
then we would have heard some classic Kirk screaming!

[Cut to scene on Enterprise bridge. Spock attempts
mind-meld with Purple Singing Horse]

Mr. Spock: We are . . . Purple Singing Horse!
We live . . . to make . . . music! We . . . must never . . . stop!
Arggggh!

Dr. McCoy: Dammit Jim! Can’t you see Spock
being taken over by that blasted horse! And with that Vulcan’s
memory, God only knows how long he could torture us with obscure
songs!

Kirk: Spock! You must! . . . break it off! .
. . now!

Spock: I must . . . break . . . I . . . AM .
. . SPOCK! . . . I . . . AM . . . PURPLE . . . SINGING . . . HORSE!
. . . I . . . MUST . . . AHAAGHRRrrrrole’ McDonald had a horse!
E-yi E-yi-oo! With a NEI-HE-HE-HE-HE-HE-HE-GH!

Kirk: [Screaming hysterically at horse
entity] You’re! killing! him!
Yourekillinghiiiiiiiiiiiiiiiiiim!

[Cut to Spock grimacing in pain just as he loses
consciousness and falls to the floor]

[Music crescendo]

(Whaaaaaa Naaaaah)

[Fade to black]

Star Trek, “P.S.H., I Love You!”

Quick updating phone conversation with Em’s
pediatrician, Dr. Javedan: he’s optimistic about no relapse. He’s
very pleased with the way the chemo has gone and how easily the
lung metastases disappeared last fall, and is full of plans about
how Humana must pick up her long-term follow-up care. Javedan keeps
abreast of everything Emily and knows all about her Cat Scan two
weeks ago. He brags to people wherever he goes about his
“perfect patient” who’s doing so well with Wilms’ and says
he wishes all families did so well under such circumstances.



Joining this love-fest, I pass on to Javedan our
profound gratitude for his role throughout this process –
especially at the start. “Just doing my job,” as he so disarmingly
puts it. But Javedan avoided every diagnostic pitfall that can
easily get a kid killed, especially with a cancer moving as rapidly
as Wilms’ Tumor. I merely stumble upon a bump under Em’s skin, but
Javedan does the hardest part: he progresses us through a series of
increasingly accurate diagnoses concerning a disastrously fast
malignancy whose very ambiguous presentation makes it so deadly. A
lot of people have saved Emily’s life, but as far as Vonne and I
are concerned, Javedan stands at the start of that long line.

And yet, there is that concealed kernel of fear in
the back of your skull. If Em’s cancer has survived the chemo and
will eventually emerge, then it’s probably just starting to do so –
right now, in her body, as we celebrate holidays, mark her fourth
birthday, and go to Disney World. You bump into that fear amidst
all the celebrating and bragging and you just want to grab your
kids and throw them into your bed and lock the bedroom door. But
what good does that do? It’s the devil within that we fear most. If
we lose, it’s because the barbarians are already inside the castle
walls.

I also talk with Javedan about Kevin and his
depressed sternum. I quizzed my Mom about whether she ever saw
anything like that with me and she said no. Javedan, as always,
reassures on the basis of long experience. Kevin’s condition is
called pectus excavatum, which simply means his chest is
slightly concave at the lower end. Javedan has seen hundreds and
hundreds of these in his quarter-century of practice, and only one
ever needed corrective surgery for the follow-on degenerative
condition known as Straight Back Syndrome, where heart and lung
function are affected. The vast majority self-correct as muscle
development occurs. The official odds on plastic surgery, typically
done during puberty, is one in 1,000. For my money, seeing this
crawling baby do two-hundred push-ups a day makes me think he’ll
work it out on his own.

My Mom leaves Tuesday morning (14 Nov), and Emily is
sad to see her go. The two had become such pals over the long
weekend, and it made me feel so good to see that.

My mother’s presence really bookended the
whole chemo thing. She was there with us in the hospital when it
began. She was our first at-home visiting helper, and with this
trip she becomes our last. It’s a very reassuring symmetry for this
mother’s son. I think back to how tired, tense, and generally upset
we all were when we finally escaped from the hospital so many
months ago, and then compare it to this relatively relaxed and
quiet time together, during which Vonne and I get out for a couple
of nice nights. While an ominous fear still casts a long shadow
upon the next ten weeks, we definitely feel ourselves nearing the
exit ramp in this Valley of Death – with God still at our side and
the Packers in first place!

After dropping my Mom off very early Tuesday at
National, I cruise into Georgetown to pick up our last box of
Spandage, the bandage netting for Em’s "tube-top" vests that keep
the external portions of her permanent chest catheter (Broviac) in
place. It’s a size 10. We began with size 8 when Em was only two,
then shift to size 9 when she turns three. I guess it’s another
birthday and another size larger. It’s funny how we’ve come to
measure things in this Cancerverse.

Just as we start planning for our journey into the
land of long-term survivors, our new bible, Survivors of
Childhood Cancer, arrives. Vonne starts perusing it
immediately. As with many books I put off reading, she’ll leak
detail after detail to me over coming weeks. This volume does
indeed provide the big picture, as if the authors were doing the
first overhead mapping of some previously undiscovered country.
It’s a fright plan of sorts, filed with fear-tragic controllers
before you take off on any flights of fancy. I suppose many parents
continue reading their magazines while the flight nurses go through
their safety presentation, but we feel the information is vitally
important and so we listen and watch intently.

The book is a telescoping experience, condensing a
lifetime of danger into a few nifty charts.

Adriamycin? Please come this way and I can show you
what’s available. On your right we have EKGs every three years for
the rest of your life. Excuse me? Oh no. Mammograms every two years
after 25 can be found on Flowchart Arm Three – right under the
sign, Whole Lung Radiation. Just follow the blue-dot tattoos up the
torso. I’m sorry, but I can’t tell you if you did the right thing.
That’s Psycho-Social Impact on the Family – a completely different
department from mine. But I’d be happy to ring them for you if
you’d like. You’re completely welcome. That’s why I’m here.

The book gives new meaning to the phrase, “One damn
thing after another.” I’ll read it sometime soon, but for now I
prefer to let Vonne parcel it out to me in bits and pieces. She
prosecutes the case and I defend in these exchanges; she’s the
great confronter of fears and I’m the great rationalizer. It’s
combative, but we keep each other sane in the process.

Emily’s sparse hair is undergoing one last burn-off.
We can tell by the sudden frizzing of those lonely, pathetic
strands. Sometime after Thanksgiving a new fuzz cap should begin to
appear. We’re intrigued to see what she’ll look like with hair.

Emily says something to Vonne this week about her
hair. Vonne reiterates that her baldness is due to the medicine
she’s taking and now that she’s done, her hair will grow back.
“Yeah,” replies Emily dejectedly as she touches her scalp
carefully, “I don’t have too much hair.” When Vonne suggests her
hair might return thicker than before, Em brightens up. “Oh yes,
thicker would be very nice!”

Still, it’s not all that cut and dried with the
chemo. Nurse Donna Oishi reports we must continue giving Em the
antibiotic Bactrim as a prophylactic for another six months. That
gives you a sense of how long the chemo typically interferes with
the immune system.

Emily starts talking about going to school. We’re
glad she’s eager, but when confronted with the need to be
potty-trained, she balks for now. That’s not surprising, because
she’s sensitive on the subject while she’s recovering. I imagine it
might take having her Broviac removed to convince her the chemo is
really over. Hopefully, that will alter her recurring sickness
paradigm sufficiently to jump-start her motivation. We think her
awareness of this-always-just-around-the-corner-illness
acted as a powerfully thwarting force in this regard. I mean, who
schedules a great achievement just on the eve of some pre-planned
incapacitation?

I do an early morning blood draw on my way out to
work on Wednesday (15 Nov). Despite Em’s big numbers last Friday,
everyone wants another draw to confirm her recovery is real and not
just the sine wave’s crest. The resulting numbers shock us a bit,
confirming that a drastic crash is in progress. The neutrophil
count plunges 95 percent – from 2600 to 126. In five days she goes
from more than five times the neutropenia threshold to one-quarter.
It’s a testament to Em’s grace under fire that the biggest signs of
her distress were occasional crankiness and an uncertain appetite.
We have no idea how long this severe neutropenia will last. All we
can do is go into our hyper-vigilant mode.

Emily’s neutropenia sends us into a spin. Vonne’s
leaving for Boston Thursday evening. Since Em is in quarantine, I
go into work very early that morning so I can do all the shopping
before Vonne leaves, otherwise I’d be stuck for the long weekend
and we’re about two poopy butts away from the end of civilization
as we know it. This neutropenia feels like a looming blizzard – you
rush to get all your dry goods bought because you know you’ll be
trapped in your home for days.

The night before Vonne leaves, I’m in the kitchen
babbling to myself about the inconvenience as I spoon-feed Kevin.
Emily comes up and sits down next to me. As I mutter on about how
queer it is to be trapped in isolation all weekend, Em-Cat lets out
this exaggerated sigh and pronounces wearily, “Yeah . . . story of
my life!”

Em turns four in about a month. She’s been fighting
cancer for one-third of her existence. She can’t remember a “before
time.”

It’s one very quiet weekend for the kids and I.
Sprinkled around my usual housecleaning are lasagna feasts (Vonne
never leaves us home without it), lots of wrestling on the living
room floor, plenty of horse duty for Dad, stroller trips in the
woods with Kev riding shotgun, and lots of Em-Cat painting
Christmas cards. Em and I even manage to detail the van while K-man
sleeps, and she’s an able and enthusiastic helper.

Em does fairly well throughout the weekend. Clearly
she’s weak and guarding herself accordingly. When she wants to sit
in the stroller versus the trike or walking, it’s clear she’s
pacing herself. Still, on Saturday afternoon’s two-mile trek,
Purple Singing Horse rides in the stroller for a good part while Em
runs ahead, coming back now and then to strike up the band. Molly’s
batteries give out on the long trip. Sadly, once home she’s
instantly revived with new ones, which – even more disturbingly –
restore her volume to its ear-screeching norm.

Bits and pieces of Em-Cat are coming back on-line
each day. She sleeps with me over the weekend, but at least starts
going to sleep in her own bed Saturday. She watches a potty video
for the first time in weeks. Her appetite grows more regular and
normal. Em has a very sore lower lip for some reason, which we
treat with a moisturizer. Other than that, she comes through the
round pretty scar-free. Her sparse hair is now totally frizzed and
turning off-white as it falls out. Naturally she’s quite pale, but
overall she looks pretty normal – in a peds onc kind of way.

One painful observation of the past two weeks is the
number of nasty spills and skull-crunching head-bangers Em has
suffered. She’ll be running around a corner and cut it way too
tight, slamming headfirst into the doorjamb. She handles it well,
but every time your hear that CRACK! and see the dark-blue bruise
start in, you’re afraid she’s finally managed to break some bone
under her china-white skin. Remembering the chemo’s impact is
cumulative, it makes sense that this last go-around with
Vincristine leaves a bad impression, quite a few in fact – if you
can forgive my purplish prose.

Vonne has a great time again with my sister Maggie
in the Hub. Two pilgrimages up the coast of Maine in November
surely are a treat for the eyes, plus they catch Horton Foote’s
Pulitzer-winning play, The Young Man From Atlanta, at the
Huntington Saturday night.

Monday (20 Nov) morning’s blood draw goes well.
White count is still below normal, and Emily’s neutrophils are
still in the danger zone at 406. Good news is that, because the
neutrophils are rising slowly, this trough is probably the real
thing. For whatever reason, her immune system roller-coasted before
crashing for real. But then at least it had the good grace to run
its bottom-dwelling course over a mere ten days, instead of the
usual two weeks. May not seem like a huge difference, but it really
is when you’re trapped home alone. Em is still acting pretty
neutropenic (doesn’t want to be read to, demands to sleep in our
bed, etc.), but grows a wee bit stronger every day.

When phoning in the results, Lombardi nurse Mary
Alice says they’ll schedule the next blood draw for the Monday
after Thanksgiving. Thinking about it later, we decide it would be
good to do another draw on Wednesday, so we’d know if Em is out of
the danger zone (above 1000 neutrophils) by the time Maggie
arrives. That way we’d know we could take Em-Cat out to the mall,
the new Disney movie, etc. I guess we just wanted the feeling of
closure before Thanksgiving, so we could relax a bit and enjoy the
holiday. We’ve adjusted our family life so much for the last
year-and-a-half that it didn’t seem like much to ask.

Well, I call Lombardi and catch Mary Alice on her
way out the door after a long day. I tell her what we want to do
and she makes a flip remark about it being fine with her since
special requests are really “something between you and your
insurance company.” I say, “Fine, I’ll schedule the blood pick-up
myself.” But her comment really burns me. We’ve embraced this whole
homecare thing, saving everyone and their brother loads o’ money at
great personal sacrifice to ourselves. I mean, our entire lives are
held hostage by Em’s daily medical routine, all of which we perform
for free. Having paid that piper, I don’t feel like it’s
asking for the moon to not be kept in the dark – any longer than
necessary – about Em’s latest recovery.

I know it can sometimes seem like nothing much to
health professionals, but our whole lives change dramatically when
Emily is immunosuppressed. Since our record’s pretty damn good, a
little respect is due – as arrogant as that might seem. Having to
maintain such a stringent regimen an extra five days is patently
unfair, especially since we’ll draw the blood ourselves. And it’s
Thanksgiving for God’s sake! Maybe we’d just like to feel more like
a normal family for once, so can we have the information
please!

So I call Mary Alice back up and make it clear I
didn’t appreciate her crack about insurance. Frankly, nothing about
health insurance is funny to us. Living a life where any diagnostic
can send you down some path that your healthcare provider may not
follow, suddenly forcing a choice between bankruptcy and walking
away from some experimental treatment that may buy your kid another
few months . . . well, that kind of fear is not much to guffaw
over. No one in this business knows when his or her luck is going
to run out – and believe me, this is a business.

Well, I don’t feel comfortable lashing out and it
definitely hits Mary Alice hard. I guess she got me where it hurts
most, so I wanted to return the favor – as reflexively childish as
that is. Not only does she apologize right then and there on the
phone, explaining her flippancy as a poor attempt at humor after a
long hard day, but she also calls me at home later that night. Mary
Alice confesses she thought about it all the way home, wondering
how she would have felt if it was her kid and Thanksgiving was just
around the corner. Well, our conversation quickly evolves into a
sort of heart-to-heart that – in the end – actually makes the whole
thing worthwhile. Of course, Mary Alice remains a great nurse whose
care for Em we value immensely, remembering things like her nailing
the bone marrow tap on the first try. Mary Alice is the go-to
gal on many of the technically hardest procedures. Almost all
her days are hard.

An article in the Washington Post reports on
studies that prove "psychological stress can dampen the immune
system." This not only puts you at greater risk of illness, but
also makes recovery times lengthier after accidents and surgery. I
imagine this all holds true for chemotherapy as well, meaning our
efforts to manipulate and mold Emily’s medical experiences to
reduce her stress levels wasn’t just us being overbearing and
hyper-controlling parents – which, of course, we are. It was also
good medical strategy, which we arrived at independently.

In noting all that, the bulk of the credit must go
to Vonne for making Emily’s life so rich and full these past
months, despite her relative isolation and weeks upon weeks of
weakened health. I often bitched about how much all these tools
of enrichment cost, but my vision was painfully shortsighted.
Vonne had the great bulk of the day shifts, and her ability to keep
Emily so upbeat throughout this whole ordeal was nothing less than
amazing – especially since she was pregnant the first nine months
and then breast-feeding an infant the rest. How could I betray – on
any level – a woman who’s come through like that for my firstborn
and I at the worst possible moment in all our lives? What world
could I possibly inhabit after that?

And no, that’s not an oblique confession of any
sort. It’s more a matter of acknowledging the thought processes
needed to survive in a marriage under intense stress. You either
confront the worst fears or they sneak up on you unaware. You
simply need to stand back every once and a while and appreciate the
great efforts of everyone around you. These are debts of
honor, gratefully repaid over the years still within you.

Today’s (22 Nov) blood draw goes well and, indeed,
the big day arrives, just as we hoped. Emily’s neutrophils have
doubled to over 800, signaling what we’re sure is the end of her
last chemo-induced immune-system depression. Court is adjourned, or
at least that’s the plan.

AND NOW . . . FOR SOMETHING COMPLETELY
DIFFERENT!

We can only go up or down. We can never go back to
what it was. Many moons ago we enter that black box of radiation
and chemotherapy and now we emerge on the far side largely in tact
– if forever altered. It was an exhausting process. Vonne and I
both feel like we could sleep for weeks.

Ah, but there’s no rest for the wicked. Long-range
planner Vonne has her handyman lover building Emily a puppet
theater for Christmas. It’s a never-ending story with that
woman!

“Sure! Sure! Live our whole damn lives around
that kid’s hand-eye coordination!” yells Dad from the deck as he
unwittingly slices the electrical cord with his circular
saw.

“Look Graaaaanma! Daddy’s hair is white and
frizzy just like mine!” Emily screams in delight as she jumps up
and down on the sofa.

= :< ( Uh . . . I got better!
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Emily Update #43 (22 November-15
December 1995)

Thanksgiving is a great time for us all with my
sister Maggie visiting. She treats Em and I to a late-morning
showing of Toy Story, which leaves us all dazzled.
Afterwards Em seems a bit out of whack, leading us to take her
temperature. We’re still under the regimen of any temp over 102
leading us straight to the hospital for IV-delivered antibiotics,
and we will remain in that mode so long as the Broviac catheter
stays in. Twas’ nothing, though, and Miss Scooby recoups her bright
outlook when we broach the idea of setting up the Christmas tree
that very night, which we do with Maggie’s help. Vonne gets a nice
photo of smoothly bald Em-Cat wrapped completely in gold garland.
There’s one she can show her grandkids someday.

As for the great feast itself, Vonne, as always,
spoils us mercilessly with her ambitious and belt-defying
cornucopia of tasty dishes. Frankly, that Stewart lady would be
shown the door at our house. We also manage to barbeque the bird
despite the bad weather. The real star of the show, however, is
this addictive fruit-compost featuring fresh cranberries that Vonne
obtained during last weekend’s Massachusetts sojourn. The berries
were handpicked from the bogs by a relative of one of Vonne’s
former colleagues. None of us had ever tasted anything like it.
It’s scary how close I came to passing out at the end there. Vonne
jokes that it’s so sad to see all that brainpower reduced to
contemplating the feasibility and/or danger of just one more bite!
I am Monty Python’s Mr. Creosote realized for one belt-straining
moment!

Still, we have so much to be thankful for – this
time around. Having Maggie here, as we did last year, makes it all
the better. I have a hard time understanding how we managed to
celebrate anything last year. That period still roams my skull as
one nasty, dark memory of doom, despair, and agony on us – deep
dark depression, excessive misery. It if weren’t for bad luck, we’d
have no luck at all . . ..

Never mind. Real point is how, this time, we’re able
to appreciate all the good that’s come with the bad. As with having
my Mom here last weekend, Maggie’s presence lends this nifty sense
of closure – like we had to do it again until we got it right and
this time it clicks just perfectly. I could be a pig and say we
deserve Maggie every year from her on out but . . . oh who the hell
am I kidding! Maggie is ours from now on!

{:< ( I’m telling Mom!

My personal Turkey Day highlight is Emily walking
into the kitchen the night before while Maggie and I are chewing on
some ribs and announcing – with genuine pride – that, “I cleaned up
all the poop on the carpet!” What a crime scene that was. Ah . . .
now back to the nitty-gritty skills of parenting!

Still, dark thoughts always lurk around the corner
and are easily triggered when stumbling across evidence of our
pre-cancerous past (typically some old photo). But while we still
lapse into moody funks whenever we ponder our trajectory over the
past 18 months, life is clearly better today. Rather than feeling
that our family resides in Death’s close embrace, we now sense some
distance – like the Grim Reaper is respecting our family’s personal
space.

Once we get past the relapse period of the next 18
months, it’ll be mostly a matter of dealing – in slow motion
compared to the hyper-kinetic past 18 months – with long-term
fallout from the treatments (e.g., surgeries, radiation, chemo).
There’s naturally a lot of guilt involved in this –
mightmares of the worst order. The best example: We
might have said no to the radiation, but then she
might have relapsed, and then the radiation might
cause a secondary cancer years from now . . ..

I was thinking last night how I might explain to a
preschool teacher that she shouldn’t feel intimidated by the
prospect of Em getting chicken pox that triggers an extended
hospital stay. We could avoid that problem by isolating Em for
another year, but no one advocates that, so we choose to expose her
to the danger, knowing that appropriate procedures are in place.
So we preemptively take the blame on that one, I say to
teacher, absolving you before the fact. And frankly, given the
long list of things we’ve done to her over the past couple of
years, this ‘sin’ won’t even rank in the top 100.

And it won’t.

Then there’s the concept, brought up by many
insightful people along the way, of a delayed stress reaction,
either with Em or Vonne and I. For now, Em just enjoys the idea of
a break from treatment that continues to grow in length. Plus,
there are all the upcoming events to focus on instead (e.g.,
birthday, Christmas, Disney World, go to school!). Actually,
Nover warns of Em reacting more to the removal of the chest
catheter, and this makes sense, as that will make manifest her
transition into a new, or post-treatment life.

Still, you can’t help notice a new and unusual
brittleness among us in our daily interactions. We’re like a bunch
of dogs too excited from a bout of exercise; we just can’t
nipping at one another. Most of it derives from our
collective exhaustion, as well as the strained fear within both
Vonne and I concerning a possibly relapse. We’re honest enough with
each other to admit we simply don’t possess anywhere near enough
energy reserves to meet that potential challenge – even though we
would. More to the point, I guess we just fear how destructive such
a process would be. There’s no telling what would be left standing
in this family at the end. It’s like we’ve worked so hard to create
this wonderful little foursome of friends, and we just can’t
believe fate would tear us apart.

In noting that emotional depletion, it’s not so much
the profound nature of the issues we’ve wrestled with as the sheer
length of the struggle itself. A year and a half is a long time,
and we know, because every so often we are reminded of the
stunning fact that everyone around us has kept on moving
right along – dealing with their own crises and triumphs. By
working so hard to shield Emily from as much of the experience as
possible, we’ve taken on much more than we ever would have imagined
or wanted. We didn’t have to, as they were countless little ways we
could have distanced ourselves from the process, leaving the show
as much as possible to them and her. Of course, those
choices would have forced us down a far different path from the one
we took, which is just another way of expressing how this whole
thing has altered all three of our lives forever.

The weekend after Thanksgiving sees Emily resume her
potty training with much speed. Saturday morning we suggest some
underwear and by day’s end she’s a three-time success on the potty
with only one mishap. The same successes occur on Sunday, Monday,
and so on. Within a few days it all becomes routine with the
peeing, like she was in suspended animation from July 1994 to
November 1995. It’s really been about an easy as flipping a switch.
Em doesn’t even ask anymore, as she simply appears smiling with the
potty insert full. However, BMs remain a dark spot, and if you come
to our house, I’ll show you a few on the carpet. For now, Em
resorts to putting on her own diaper secretly and then pooping
quickly. We continue to work that out – er, so to speak.

My sister Maggie asks how long it will take until
Em’s hair grows back enough “so she’ll look normal.” All I can say
is, I have no idea. After all, this is our first cancer kid.

Sunday afternoon we switch to basketball in the
basement (our Little Tikes set). Emily, out of nowhere, develops
this jump shot that has Dad dreaming of the state AAA finals. He
spends close to an hour feeding her bounce passes that she grabs,
spins, and then tosses in from four feet. Already Dad is tutoring
her on her shot. He’s clearly looking to mold an aggressive
shooting guard who moves well without the ball, a leaper who’s
vertical lift simply forces the coach to let her jump tip-offs
(miffing her much taller teammates), a vicious rebounder and ball
hawk in the Dennis Rodman mold (she can sport any hair color she
wants, just so long as she has hair), a slashing driver with
an explosive first step and dazzling ability to hang in the air and
draw fouls, a . . . but I regress.

At Sunday service I notice that Emily’s name is no
longer called out as a special case during the offering of prayers,
although she remains on the prayer list published in the weekly
bulletin. Given the end of the treatments, it’s a fair enough
demotion that we welcome. We have no idea who told them,
though.

The updates score one for the Barnetts! Latest
insurance snafu is a several-hundred dollar bill for genetic
counseling. It’s solved by looking through old updates to
reconstruct events sufficiently to allow Dr. Javedan’s nurse Karen
to back-write Kevin’s referral from Humana, our HMO. Take that,
insurance gods!

Blood draw on Monday (27 Nov) is just to verify that
Emily is completely out of the woods. All numbers are within normal
range, with the neutrophils at 1,734. This was Emily’s eighth blood
draw in November and the eleventh of this round. Vonne and I
perform nine of the eleven draws at home. No more are
scheduled.

I talk with nurse Donna Oishi later that afternoon
on acceptable risks for Emily between now and catheter removal
(hopefully in early February), and out to the six-months-post-chemo
mark of May 1996. We’ve been planning for things while assuming a
rosy picture of Em’s quick recovery from all treatments, but
warnings about likely setbacks are beginning to attune our thinking
to a gradual recovery requiring a more careful approach. Donna’s
advice cleared a few things up.

Basically, so long as the Broviac catheter remains
in place, any fever of 100 degrees sets off a chain of blood draws
and IV-delivered antibiotics. Reason being any infection sets off
an immune-system reaction that both treats the catheter as a
foreign body and suffers from this physical gap in its defenses.
Strangely enough, the body is not optimized for an open wound in
the chest allowing direct access to a major blood flow point just
above the heart. Duh! Go figure!

I myself will always feel vulnerable about Em so
long as the catheter remains. I keep having this mightmare
in which one of her tube caps is defective and her clamp on that
line gets unlocked by accident. Em unwittingly unclamps a line
almost daily, but to no adverse effect because the caps seal the
line. Still, we’ve gone through dozens of caps and you can’t help
but wonder about the likelihood of coming across a defective one.
So the worst-case scenario is that she goes to bed unclamped, the
cap spontaneously fails and the line starts to leak. I find her in
the morning chalk white and lying in a pool of blood. Poof!
She’s gone just like that. We amuse ourselves by suing everyone in
sight, but the real tragedy is keeping her alive through all this
crap and then losing her to a meaningless accident. Of course, the
world is full of such mightmares for parents of peds onc
patients. There’s even an oft-quoted psychological study on the
subject.

To be really honest, that particular
mightmare is why I’m always happy to let Em sleep with us.
I’m such a light sleeper that I know I would feel the blood (no
“Godfather” horse-head scene would get past me!). I suppose my
newfound fear of the catheter is a delayed stress reaction to
having it in all this time. I just never found the time to deal
with that lesser-included fear – what with all the diagnoses,
diagnostics, surgeries, radiation, chemo, transfusions . . . well,
you get the picture.

As for the longer haul, Donna says Em’s immune
system won’t be whole until a year from now. That means no live
vaccines for 12 months, although inactive ones are okay after six.
It means we continue giving Em the antibiotic Bactrim as a
prophylactic to deflect viral infections for six more months. Over
the next year, it means any known exposure to chickenpox requires
the so-called VZIG shot (varicella zoster immunoglobulin) to
deflect the exposure, or, if it fails to do so, lessen the effects
of the ensuing illness. If she gets chicken pox, she goes on
IV-delivered Acyclovir (very strong antibiotic) for a week.

Javedan will receive a letter spelling this all out
in a couple of days. We’ll receive a copy. Other than scheduled
protocol milestone visits or significant threats to her immune
system, Em’s normal care reverts to Javedan, who’ll naturally work
glove-in-hand with the Lombardi people over the long haul, but
especially over the next 18 months. This will be the status quo
until Emily reaches long-term survivor status in July 1997 and the
protocol officially ends.

Asked about how we should treat Em during this year,
Donna argues for as close a return to normality as possible, with
obvious restrictions so long as the catheter remains. Illnesses
will happen, and although Lombardi pushes a hard line on periods of
low immunity, they let up significantly once the chemo ends. In
Donna’s opinion, we shouldn’t keep Em out of preschool any
longer.

That’s our last call with Donna Oishi, our
Hawaiian-born head pediatric oncology nurse. She leaves at week’s
end for maternity leave. She asks that we send her a photo of Emily
at Disney World.

Last week sees two weird mistakes. On Wednesday I
flush Em’s tubes twice: once during the early morning blood draw
and then again before bed. This is entirely forgivable, if a bit
anal. Saturday’s mistake is far worse. I completely forget to do
the flush, and equally stunning, Vonne forgets as well. We both
feel terrible about it, of course, but equally confused. Em’s
tube-care has been topic #1 between Vonne and I for about 500 days
running. We correct the mistake early the next day and find the
lines still unclotted, but it’s not a fate we care to tempt. Our
blanking out is probably just a sign of our winding down a bit
after all the chemo. Some of that is inevitable. We just don’t want
any preventable screw-ups this late in the game – what with the fat
lady warming up her pipes.

We talk to Em about Disney World almost every day,
and she gets intensely excited each time. It’s all she can do not
to put her shoes like we’re going to leave right this minute. All
the focus on her birthday, Christmas, and then Disney World flows
into her system like some feel-good tonic. We honestly believe they
play a large part in her fastest yet recovery from a round. Last
night Emily does something she’s been unwilling to do for almost a
year – she draws all her alphabet letters and numbers on the
basement chalkboard. That, the basketball playing, the potty stuff
– all these capacities are being reassembled with great speed. It’s
like watching someone coming out of a coma, like that Robin
Williams/Robert De Niro film, Awakenings. It’s so beautiful,
yet it feels very fragile.

Maybe all our fears about Emily were unfounded.
Maybe this resurgence was in the cards. Maybe it would have
happened no matter what we did . . . but we doubt it. Our worries
prompted actions to reduce the treatment protocol’s overall impact
and that effort is a big part of why her recovery is moving along
so nicely. Trust us for having witnessed what a little kid goes
through – day-in and day-out over a year-and-a-half – to beat
cancer. According to professionals who work with such kids, the
experience could have easily left Em a defeated shell of her former
self, as it constitutes physical and emotional abuse of a most
invasive sort. Emily has more scars than the ten or so visible on
her torso. Our work, much like her recovery from cancer, stands
only at the end of the beginning.
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