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Michael hung up the phone
and sat in stunned silence.

A single cancer cell had gone
haywire and infiltrated his
bone marrow. Now, his |
marrow wasnt producing ( \
enough red blood cells.
“Without new red blood
cells, you die,” he said.
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with My Cousin Mich

& | board an almost empty train
in Mew Jersey, I'm more con-
that Sondav

marmings are the best time o
travel. 6% mid-May and m off o visic

vinced than ever

my first cousin, Michael Rillig, whe is
undergoing & stem-cell ransplane ar
[ohns Hopking Hospital, Michael has
been  batthing  chronic  lymphocyric
leukemia for almost a vear, Mow, after
months filled with rests, wrenching
decisions and battering chemotherapy,
his omeologise is ready o reinfuse his
Blood with healthy stem cells, the hio-
logical bulding blocks thae produce all
the red cells, white cells and plareles a
persan needs, Whar the physician and
Michael hope is thar chis rransplane will
rebuild his immune system and cure
him from this dreadful cancer,

On the phone a few days hefore,
Michael referred to the first days of
this procedure as “Hell Week.™ Bur
without wndergoing the porentially

risky rransplant he'd likely die. 1 stare
our the train window, wondering if he
can beat this thing,

In Balrimare, | pay the cab driver and
fellow Michael's directions through the
Haospital to an elevator and head for the
Crscodogy Cenrers [POP {inpatient/out-
patient] unit, This prosrram [kox] for
ster-cell transplancarion patients s
allowing Michael to spend a good pare
of the ome it rakes o complere this
complex procedure living with his wafe
in an apartment outside the Hospital, A
receprionist directs me to a back room
where Michael, seared on a cardiac
recliner, looks up from his crosswaord
puzele and smiles. Before he's finished
gaueing my eeaction ro his shaved head,
I ask him hoow it feels oo Anally resem-
hle the other folliclechallenged mem-
bers of our family,

Ball Cilemmr i semior editor at Rurpers
Magazine, This i Fus fiest srory for HMM,







When this dreaded disease was dingnnsed
lasr sumimer, Michad, a 43-vear-old associae
predfessor of anthropology ar Frankln 8¢ Mar
shall College in Lancaster, Pennsylvania, was
completing a book abour the Fhilippine sugar
industry, His sibe af four months, Jane Raos-
settl, an ecomeimics professor ar Fa&EM for six
years, had lefr reaching a few months before
and was comternplaring a career change,

Life was now on serious hold for §

lame had pur her squeamishness aside oo

lot better than someone calling

meer [PCPs requirement thar transplam
patents have a fulltime caregiver whils
thevre liv ing at the apamment, Michae! and
Jane both see [POP as something of a silver
limim in their ordeal, Withour i, rransplan-
ation patients would have o stay alone in
the hospiral in relarive isolacion tor the dura-
o of ther treatment. Wich 1POE Michael
and Jane ca

for the ref

cave the hospital cvery evening

uge and togethemess of a place of
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every step of the way, like mother hens
guarding fragile chicks, have been the

nurses from I0OE

Kindred Spirils
MO makes Jane an egual parmner in the

all-consuming serogsde. She's been rramed

to care tor Michacl's surgically implanred
catheter, Ve IMJECTInns, track her hushand's
pill-raking, and record his daily medsca

FEEimen im a ||II"I'|.I| "I'l!.\.'.-| .I|'~||| FEspansIg

Jane Ressetl cleans he catheler in ks Beshand's
chesl, @ rifual that fook an hour every day and
helped Michael stay perm-free during bis trassplan,

for shopping, chauffeuring, cheerleading
and, most importanty, keeping their apare
ment germ-free during the frightening
stretch when Michaels body, awaiting the
redevelopment of his bone marrow, 15 virta-
alby defenseless apainst infections,

When 1 ask how she s holding up, Jane
|'||_'~|II1'_I\,,'I- Far g mdament. ‘\.l"llli"'\._ .=_||d -\.=_:|-:
“This 15 certainly a lot better than someone
calling ro rell you char vour husband juse
got hit by a roeck.”

Michael and 1 had been kindred spirins,
wrowing up close in age, As kids, it didn’t
mamer thar [ lived in Mew Jersey and he
lived #) minates away by car, My parents
made the trek almost every Sunday 1o visi
his family and my grandmorcher in Bock-
away, MY Michael and [ seemed o have
gvervihing im common: bascball, puirar,
Pl Oehs, Enghsh-muoffin pizea compen
tions, a disdain for o grandmarher’s
chicken salad. Time off from school often
meant extended slecp-overs ar one anoth-
er'y house, and when Michael's Family
ook a three-week summer driving trip o
Canada, [ was included

Im high school, we both gor sumimer pobs

to tell you that your husbhand ju

ar a Carskill Mountains camp for mengally
challenged and autistic reenagers. By the rime
wie were college studenes, Mechasl—smare
amd mature—was made camp directon. As
adules, 1 served as his best man i his Fese
marmage, held his danghters days afrer they
were bomn, and belped him bury his father.

For the past 16 yvears, parm of Michael's
ideneity had been ped to runmmg, a one-
hour ricwal he performed every other dav.
O thar rare oocasion when | was inspared
oy po orum with him, [ labored along
while he barely broke a sweat. Hos excep-
tional conditioning, in facr, had ripped him
off last year that something was wrong
when he suffered the ultimare indignity of
having o walk his ral-thin body home.

At first, he r|'u:_|;:l'||: e was just over train-
ing. Bur as his rumming became increasingly
labored, he visited a doctor, thinking he had
aame down with the flu, a virus o, ar worst,

Lvme discase. Blood tests showed thatr he

e



had leukermia, Later, his docror phaned and
tried to pur 2 positive spin on the diagnesis.
It was the most common Fform of adul
levkemia in the United States, she said, and
the lease Dikely to be a death sentence.
Michael hung up, dragged himself oue of
bed and down the stairs, collapsed m a chair,
and sar in stunned slences =1 thought of my
davghters, my wife of four months, all the
thimgs [ had yet to dooin life,” he said.

He called me larer that day and explained
how a single cancer cell had pone haywire,
prodiferated and infilerated his bone mar-
row, Bow his marrow wasn'o producing &
normal supply of red Bood cells, *Without
new red blocd cells, vou die,” he said,

Michael had been the kind of kid who
threw himself complerely inro some new pias-
swomt every few months. So ir was no surprise
thar he oluesively began learning all he
could abour chronie ymphocytic leukemia.
As an academic with a BoA. and ML A, from
Columbia and a PhD, from Harvard, he
knew where to find information. He inrerro-
gared his docrors and seoured the Internet. In
a week's tmie, he knew as moch abour cell
strucrure a5 he did abour his precious
Philadelphin Phillics. As a new pa TLiCIpAnE o
a CLL lisc serve, he becamie Familiar with
standard trearment methods, ongning clini-
cal trials and new drug therapies.

got hit by a truck.

Michael learned thar his form of

leukemia is monitored closely and
often left untreated, Sometimes, vears
gor by before chemotherapy is neces-
sary. Bur the first of whar would be
many painful biopsies revealed thar
his marrow was heavily infiltrated
with malignane cells, and the mar-
row’s fadlure o produce red blood
cells had made him dangerously ane-
mic. His docter explained that he had
an wnuspally aggressive form of the
disease and  advised
chemorherapy.

From the Wekb, Michael dscovered
that the administration of chemother-
apy held many subtleties. 5o, with
Johns Hopking just an hour and a
half away he decided o look there
for a leukemia specialist,. A few
phone calls later, he had an appoint-
ment with lain Flinn, M, [, a 35-vear-

immediare

old hematobogist and oncologis.

Ar first, Michael was skeprical about
beaving his fate in the hands of someane so
voung. But the more they talked, the more
Flinn's knowledge and conviction im-
pressed him. Flinn rold him thar the bese
e could hope for with chemo alone was a
complere vemission, m which he wonld
have the impression thar the disease had
disappeared, even though malignant cells
still lurked within his blood. Bur by having
a bone-marrow transplan, the odds thar
the CLL wouldn't flare up again would
improve. He sugpested thar Michael’s rwo
older sisters be tested to see if they had
matching bone marrew o his. Flinn then
candidly laid out the risks of the tans
planit: a 5 o 20 percent martality rate, the
possibility of death from infection, and no
abaolute guarancee thar it would worlk,

Michael and Jane debared whether to go
ahead., Michael also solicited npinicns
from his frends on the lisr serve. Some
argued that in five years some magic buller
drug could come along and climinate the
weed for his undergoing the horrendous
procedure. Others believed thar if Michael
could artain 4 complete remission he
should go For che rransplane, since chemes
wolldn® work as well the second time
around when che discase reappeared.
Michael alse sought the opinion of his

Lancaster docror, [ this were his son, the

Harkiss Merecag

doceor said, she'd want him to do i, Thar
wav, he wouldnt have a Sword of Damo-
cles hangimg over his head.

Gearing Up for a Fight

But round after round of chemaotherapy o
kill off the malignant cells in his blood Lay
ahead before Michael could even consider
a transplane. And so began: five strawght
afternoons every maonth when he'd show
up ar an encologists office in Lancaster o
receive a new combination of two familiar
drugs, Fludarabine and cyclophosphamide
{eyroxim), thar Flinn had prescribed. The
potent new regimen had been developed at
]{I.IF!'L:iI:H and was now |;|u|11:;l_ tesied inter-
nationally, with Flinn acting as the pringi-
pal mvestigaror,

Mixned with these trearment sessions were
“off weeks filled with consant blood
drawing, antthacterial and antiviral medica-
t3on, and injections of a drug thar stimulates
the growth of whire blood cells, Omne Sun-
day afternoon, in late Seprember, a few days
afrer Michael’s second round of chemo he
suddenly lost conscnusness, Barh his white
and red cell counts had -;3||;:.|:.r,|.u|_‘| sov dramar-
wcally char he'd become anemic.

Throwgh v all, Michael continued o
teach his courses. At one point, he even held
office hours while gerting a blood transiu-
sion in & bocal hespatal, and seven students
appeared. Bur aware of his extreme vulnes-
ahility ro infections, he pleaded with the
undergraduares o keep their colds and
orher germs out of the classroom. Onee a
month he returned wo Balomore for rests
and consuliarens with Flinn,

Muchael's sights were set on the rrans-
plant. His sisters—each with a 25 percent
chance of having matching bone marrow o
his—were tested o see whether their stem
cells could be introduced into his systemn.
Flinn, am expert on the subtleties of the
procedure, suspecred what turned our to be
the case—that nerther would mateh.

The oncologisr, however, offered Michael
a second option: an unusual “autologous”
stem-cell transplane Rather than using
donos cells, he would receive bealchy srem
cells raken from his own body, The process
would work ke this: Fiest, through

Decologis! las Flinn, M.0., eflered Billig the chanes
f0 join @ elinical trial of fwa new drugs aiming ta
purge his leukemia cells.
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Billig and [FOP charge nurse Limda Paulailis, RN,
share 2 momenl o levity during & rouling exam,

chemotherapy, Michael would achieve a
near-complete remission of the leukemaa,
His body would regain its viger and once
miore bemin producing healthy stem cells.
These cclls would then be taken from him
tharvested) o use later, Ar that point,
Michael would receive more high doses of
chemotherapy and rachation to wipe out
any resicdual discase. And rhen, hinally, his
harvested stem cells would be sransfused
back througlh his blood.

[he: carch was thar it wasn't going, o be
casy for Michael o achieve the near-com-
plete Temission necessary for the rans
plane. The leukemia had infilerared maore
than 90 percent of his marrow, Flinn, how
cver, hoped the new chemotherapy regime
wonld help, He also offered another poten
ral boost. Iy qust a few months he wouold
be acting as the principal investigarer in a
secomd  progocol festing two omore pew
drugs, Rituxan and GM-CSE thar could
help purge the leokena from Michaels
blood, The Rituxan would be given bosh
before the transplant and afterward, so as
o wipe aur any lingering malignane cells,

Throngh  the manths,
Sichacl wnderwent round afrer round of
chematherapy mo pur his disease i remms-
sign. The porenr drogs lefr him with all the
familiar serbacks: nausea, low-grade fever,

next  several

swillen gums, loss of appetite, fanigoe. Bur
little b little his counts improved=—and so

did his health. As the Lancaster winter
faded, he began race walking and pur on
some moch-needed weight, With a com-
plese remission in sight, he arranged o take

a maedical leave of absence from Franklin
and Marshall for the spring semester and

have his stem-cell rransplant.

Waging the Baitle

Thie first {preparation) stage for the transplant
officrally began m late March with a pao-day
screening, thar required 17 ks of blood; a
heart scang a pulmonary function st CAT
scans of the sinuses, thorax and abdomen;
chest X-rays; an EKGy another bone-marmow
béopay; a complere physical; owo medical his-
rory inberviews; @ radsalogy  consulation,
measuremenrs and fimings bor irradianon; and
a class and our. Michael spent has hirtheay,
Apnl 7, signing consent forms and going
through mansplant crientamon,

The following day a catheter was surgi-
cally implanted i his chese. This access o
Michaels body through a large vessel
wonld make it easier for nurses and dosc
torrs b0 administer the mulitode of medica-
rions he'd be recewving over the crucial
weeks thar followed. Every drog and rrans-
fusion from thar point on would go
throweh the catheter. “The carheter was the
moment the ransplant became a realicy,”
Wichael said. “The day it's removed wall be
the day this will cruly be over.™ An IV con

nector that was restrictive and uncomlborr-

Michael Billig belore leukemis inlernepded his liness
regimen and chematharapy cost him his hair

able made him teel helpless and wnaceac-
tive, Infections related o the catheter were

a danger, =0 for the nexr three months, Jane
would take an hour every day o flush
with solurions and change the dressing.

Mext, the procedure called for him 1o
spend two  oweeks ar Hopkinsg  going
through & “mobilizanon™ process. Owver
vwn days he received his first doses of Rir-
wxan and Cyroxan oo stimulare his hone
mrrow o over-produce stem cells. Then,
he rerurmed to Lancaster, visired his lawyer
e complete a wall and a Living Whll. Jane
continued to give him his daily injections
of the trial drog GM-CSF o soumolate
stem-cell producrion,

Five days after he'd lefr, Michael was
back in Baltimere for the second pwvo-weck
stint tor complete his mobilizanon and har-
vest his stem cells. Then, unexpectedly, he
came down with a fever, For three days, he
lay in the Hospital, warched closely by the
IO ream, Oin the maoming of the third day,
the amending physician looked ar his blood
counts amd annoanced thar the window of
oppormunity had suddenly opened for the
leukapharesis, the six-hour harvesting pro
cedure thar kad been schedubed for Lares thar
week, After months of waring, Michaels
healthy szem cells were retrieved from his
blood, I all went well, in a few wesks thiose
cells would give hom back his lie.

And now, the counrdown o cransplant
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day began. In Lancaster, he visited his bar-
ber to have his head shaved, because his
hair was Falling out From the chemotherapy;
he wenr throweh 11 serai | §d
e went through 11 srraight days of diar-
riea and weight loss from the antibioees,
ending his hapes to exercise and drink some
wine with dimner before remirn ng o H,L:-I:,.
kins; and he sent me this e-mail: “Feeling as
terrific as [ do, | wane e give in o the fan
tasy thar this beass within me is vanguished.

Why can’t the way | feel right

Why can't it all just be over? Why can't the
way [ feel right now be made to st ar least
until I'm 802 [ know [ should enjoy it while
it lasts. Bur, when one knows thar it s just
the high point on a long reller coaster ride,

one's enpovment most abwavs be rentative.”

"Il Hit the Wall"

On the May day I arrved in Baltimore, |
warched as Michael received his lasr dose
of chemn, He flinched as two long tubes
silently snaked their way out of two clear
bags of liquid and disappeared beneath g
bandaged hole on his chest, He teased
turses Amy Vance and Carol Judkins
abour the hospital food and charred casily

with fellaw |"-Ilil.':l1'- and  Carciivers whn

now last at least

wandered inro the IPOP clinic. Diuming a
I'll'l\.'.'l.!n.. e and his |"|1_|||_||1||,' 1Y stand ook
their dailv

lobbics that connect the hospiral buildings.

walk through the corrdors and

When he felt fatigued we sar on g bench
near Hopkins' well-known  Chrisr stae.

Bone Marrow Transplant with Heart

tarting four years ago with a simple

questioit—Whar can we do ber-

terf—nurse managers Ging Szvinan-

ski and [ane Shivnan transformed
L_ the way paments with leukemias,
lymphomas and several other types of
cancer who receive transplanrs from the
bone marrow and peripberal blood are
cared for ar Johns Hopkins.,

With managed care nipping ar their
heels, the pair knew costs for the pricey
BMT program needed trimming, Further-
more, patients were dissatisfied—not
with Hopkins™ medical ereatment, which
they rated superh, bur with the lack of
continuity among their medical ream dur-
ing a profonged, two-month hospitaliza-
tion {which in iself seemed unbearable).
Finally, a new Cancer Center was on the
drawing board, so an updared model of
care was in arder.

Today, the revamped program
the nurses concetved is recognized
a5 a national model. Called [POP
(Inpatient'Chutpatient), it not anly
improves the pament experience,
but mrims 20 days off the average
45-day hospital stay and $20,000
off the 100,000 to $200,000 cose
of bone-marrow  eransplanration.

Jana Shivess and Gina Szymanski, who
frassformed care.

The key 1o the approach s allowing
patients fo move back and forth berween
the inpatient wnic in the Hospital and
nearby homelike apartments as their med-
ical condition warrants. Yer, despire the
fact that they are in the midst of a body-
battering treatment patients never feel
fearful. Always with them in their aparr-
ment i8 their own personal caregiver—a
family member or close friend who has
been trained by the IPOP nurses. The
apartments also are staffed around the
chiack, and patients know how 1o make
immediate contact with their medical
caregivers in IMOP

In coming up with alternative living
arrangements for these desperarely ill
patients, the nurses, working with oncol-
ogist Georgia Vogelsang, M.D., exam-
ined isswes from every angle. Wouald they
be placing too much stress on the friend

Ihe next day, the three of us gathered in
a Thai restaurant. ™o one would have
guessed that the guy in the “Pinky and the
Brain™ basehall cap had just had four
seraight days of intensive chemo and a day
of total-body irradiation to wipe out his
bome marcow. “In a few days, I'll hic the
will and fun things like going our wo restan
“First,

these high doses of chemao and irradiarion

rants will end,” Michael told me

destroy all my cells and pracrically kill me,
Ihen, they re-mfuse my stem cells and biring
my hone mareow back o life.”

The next day—Friday, May 3 1—the actu-
al  procedure

Michael said, ke a oypical transfusion. This

fele rat I'".'I' anticlm 1 [ f

or family caregiver who must learn 1o
momiter temperatures and medications?
How could the Hospital avoid shifting
higher cut-nf-pocker coses for DULpRELENE
treamment o patwents with familes? And
would the staff, already working with
eritically ill inpatients, accept vet anoth-
er level of responsibiliey?

Meanwhile, as the rwo nurses worked
to provide seamless transitions from one
phase of BMT care to the next, Shivnan
acknowledges, “we knew we were turn-
ing the program upside down, We
weren't just looking at cost and lengrh of
stay. We wanted to make sure we were
really improving things.”

“There were billing sswses, home-care
ssues, medical record issues, legal ssmes,”
Seymansks adds, “Being bedside nurses
was gssennial to understanding what could
he rweaked, fixed, changed. | don't think
this is an idea thar could have come
from @ higher  adminisrrative
level.™

In the end, Seymanski adinis
thar sevamping care was economi-
cally essential 1o the very survival of
the bone marrow ransplane pro-
gram, Bur che fact thar [POF cuts
costs s by no means what she finds
most gratfying. “The cost paece is
gravy,” she says. “This &5 bemer
care, This is something you can
relly feel good abour™

—Mary Ellesr Miller




transplant, however, was anvthing but rou-
tine. The healthy stem cells thar slipped 5o
ensily back imto his body were the key e my
cousan’s future, In the davs thar followed,
“the preservative used on stem cells made
me smell ke gadic. Poor Jane,™ Michael
recounted, He waited for his counts g crash
as the IPOP nurses circled him with amen-
ceon, Whenever the numbers dropped oo
tar, he recerved a blood rransfusicn.

iy May 26, Michaels white counr was
zero. Feeling weaker than usual and running a
stighe temperature after a day of transhusions,
Ise wis allowwed 1o leave che IPOP unit for his
Balrimore apartment on the condsion that he
callin v talk o che arending physician, Geaor-
gia Wogelsang, M. Laver chas evening, When

he repoited o her thar his temperature was
still above nommal, Vogelsang’s response was,
“Come i to the Hospiral immediacely,”
Michas] pleaded o be allowed o waic unnil

marming, promsms he'd georighe o bed, Bar
Wogelsang robd him blundy tha he maghe have

a svstermae mifection and nor walke g A all.
This ime three davs of transfusions,
fluids Followed
Michaels fever dropped and he and Jane
could leawve the Hospital. Bur afrer that

things started o ger betrer. The mask thar

antibiones  and before

Michael had been wearing in public cume
afl; e and Jane gor permission o go our 1o
restaurants; and on one of his bese days in
wieks his seger brovghe his owo eenage
danghrers 1o visit. All gether, the group
prenecked ar Forr McFlenry,

Oin one of Michael's last days wich TROE,
ber bearied thar as parr of the climical trial his
sterm-cell samiple had been cubtured 1o see if
any tfumor cells would grow, None did. In

mid-June, 34 davs after he and Jane had

Soldiers Returning from War

Michael and Jane didn't adjust 1o their old
rounines easily; Michael compares their re-
cnery oo soldiers rerurning home from war
hey found char they actually missed the
daily the [POP
patients and the nurouring nursing staff.

camaraderie  among
Jane was so mspired by the [POP nurses,
in face, thar she is considering nursing as
her new career.

Since Michacl will need to steer clear of
germs and toxins for many monrhs, he is
nid longer permitred o take our garbage,
pumip gas, garden, and mow the lawn.
Jane, who will pick up the slack, says this
burden is a small price 1o pay to bave her

husband’s health back.

Is removed is the day this will truly be over,

moved it theie iy Baltimore apartment,
Michael received another infusion of Rt
an and he and Jane headed home, Om July 2,
almesst a wear o the day aler his lenkemip
had furst been degnosed, be reromed o
Hexpkins mo have his catheter remaoved.

Michael is sull weak. He has no idea
whether he will ever run agam. He's now
sterile. But he considers himself incredilbly
tortunane, Some of the transplant parients
hie and Jane mer through IFOF have been
miths;

athers  have

regressed or died. His disease has changed

imparicnrs  tor

his life foreves, he says. It tanght him the
hard way the full meaning of such cliches
as “don't rake anything for granced™ and
“make the most our of every day.”

The day before 1 call lan Flinn abourt this
arniche, | ask Michael if there is any particu-
lar guestion he wants me o par o him,
“Ask himiof I'm cured,” Michael savs, “I've
asked him myvself, bur I'd hke ro hear
whether he responds the same way.™

The next day 1 pur the guestion o
Flinn, “I believe with all my hearr that he
is,” the oncologise answers, “Bur we
won't have enough dara o have a defomn-
rive answer for 10 years. We are one of the
few hospitals in the world that attempts
this additional purging approach with Rir-
the 35ch
pacient here whe has had cthe procedure,”

wean, and  Michael s only

Later, as [ relare Flinn's response, Michael
seeims satisfied. We wind up our conversa-
tion by talking abour our families. Then
Michael puts the pormable phone back in

the cradle and goes back o living the rest

af his life. m

Ae the weeks-kag irensplant process draw o a
cloge, Michael's spirits lified, thanks = no small parl
bo & wisit from his daughlers Shica, kef, and Monica,



