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o A CASE FORAdVO(:aCy

Patient

Trisha Torrey turns misdiagnosis into opporfunity to help others

By Amber Smith kmow | have cancer?™ = froam reversnce Tor the doctar g0l & second opinion. What she alii-
Saff writer Wit Torrey did do is keep playing  bealth-care partier, Toerey saps tat eiately discovered was that she dida't
j zolf. 5 swits aging baby boomers whe ane have cascer, but an inflamed eluster of
hat wiuld you do if a doctor She falt fine, She didn’t have the maore educated and who have better ac-  cells — called pannicolitis — that

1old you one summer day

thit you had a rire cancer
and without chemotberapy you would
be dead by Chrisimag?

Trigha Tomay is glad Tor all the
things she didur do.

The Syracuse woman didn't blow
all her money on the vacation of a life-
time. She didn't think her diagnosis
was a death sentence. Though par-
Iyzed emotionally, she didn't give up
hipe, She didn’t stop asking questions
of her dostoss: s chematherpy my
only eptioa?’ and *How do you

Fired a Wiaw doctar Ask Recogmize that 1 Don't be * Metwork. Talk te Leam your.
doctor appointments  guedtions doctor, no matter © afrald to everyone about  options, and
wehio i and tests as uritil you're howe informed or get a woLr situatian; the advantages
willing 1o coportunities  satisfied they  skilled, knows second you'll be amazed  and

partner  teleamabout  have been evenything about  orthird &t who can disadvantages
with you,  your cendition.  answered. ovary discase. opinion.  hedp you, of aach,

fever and chills, weight loss and mal-
wise described by nost peaple with her
rypee of cancer.

“I'm out here playing the best golf
have in years, How can [ need
chemo?™ she asked, "It didn’t odd
up,”’

That niggling suspicion helped
rvove Tosrey from grim cameer diagno-
sis o spirited health ndvocacy. She
snys her experience illustrates the im-
portance of patients taking responsibil-
wly for their bealth care and the evolu-
tica of the doctor-patient relationship

cizss 10 madical information via the
Intemet tan previous geaerations.

T mewer set out o peove I didn’y
bave cancer,” says Torrey, 53, a
poised miarketing consultant who spe- -
cializes in Web site marketing and de-
veloprent. She set out to find aliema-
tivea to chemotherapy, which from all
she rend was not very effective in
treating subeutancous panniculitis-like
T-cell lymphomin, o cancer that affects
the cells of the lymphatic system
throughous the body, The day she was
scheduled 1w start chemotherapy she

DIRE DIAGMNOSIS?
If you'ne facing a dire diagrosis, Trisha Tommey suggests:

bookeed like cancer under a microscape.

Taomey's oncologist, Dy, Jeffrey
Kirshner, ademits *'3ts net that uream-
pon 1o have a questiosable dingnosis,
particulasly if you're dealing with a
rare diagnosis."” Tumors of the byny-
pleoid tisswe called lymphomas, partic-
ularly, can b tricky. ''It’s nat alwoys
black ond white, Sometimes there are
bordarline changes that could be pre-
malignant. Sometimes there are benign
capditiens that could resemble a ma-
lignancy,"” he says.
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Distinguish between wishful thinking and
Intultion, Wishing you don't have a particular
diagnosts can lead to denial, which is
counterproduct fve, You have nothing to lose by
trusting an imtuition that says wou might not by
thia disease, if yow seek and listen to medical advice,
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HOW IT HAFPENED
Syracusan Trisha Torrey got & cancer diagnosis in July 3004 that she learnad, in Septomber, was false, & timedine of her experionces fallows:
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Torrey's Suspicions Led to Knowledge

TORREY'S, FROM PAGE H=1

Tormey vividly remembers the
“vou“ve got cancer”” phonc
cull she got ot 7 pom. on @
Thursday last July.

She hod been watering her
lawn June 29 when she felt a
Iy thee size of a golf ball in
thet Jower right section of ler
abdomen. Her mother had
heen prons to cysts, 5o Tormey
wasn't alarmed. Two days
lates, she saw her doctor, John
Chirles. That afternoo, in a
procodure s simple 25 geling
her teeth cleaned. Tomey had
the lump removed in the office
of general surgeon Brian An-
derson,

He: ealled her at home two
weeks later, He said two labo-
ratories had given the diagno-
sis of subsutonesus panniculi-
tis-like T-cell lymuphoma, and
he was referring her to an on-
cologisr.

Tarrey hung up the phone
in complete shock. She
plugped ber diagnosis into sev-
eral Internet search engines but
omly found doon-and-gloom
deseriptions, Wiat she read
sonred her,

She knew her life was going
1 change, at lenst temporarily.
She knew she would require
mltiple medicat tests and doe-
tor visiis and treaiment of
some sort. She broke the news
10 frends, People started pray-
ing for her. She tumed doan
comsulting work. She couldn't
sll.:l:p.

“That phone call, those
words never left me. They col-
ored every thought. They got
in the way of evervthing,”” she
recalls,

Her appointment with the
cncologist was nine doys
away, and Tosrey hated being
in imbha,

““Yoa can give me the worst
riews in Lhe warld, and T will
figure out how 1o deal with i1,
but don’t give me question
marks because T don't deal
with questiom mracks very well
atall,™ she says,

The oncologist she suw
fiest took ill, so one of his part-
ners took over Torrey™s care.
Sl prefers not (o nams the
doctors’ group becauss, she
says, she's not trying o niin
reputations, and the mistakes
thit ook place in ber case
could have happened in any
practice.

She remembers the oncolog-
ist telling her he hod never
seen this tvpe of lymphoma
and was sendling her lab work
1o 1 specindist af the National
[nstitutes of Health. Torrey

suy3 e 103d her that er diag-
nosis hod been confirmed in-
dependently by two different
laba, and even thowgh her
blood work aied a computer-

ized tomography (CT) scan of
her abdomen showed nothing
bnarmal and she had no
symploms, her cancer Wis 50
aggressive thot she nesded 10
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TORREY CREATED this Web site, www. diagknowsis.com,
wihich features sections on how to research medical diag-
noses and a resource library. It is designed to empawer pe-
tients to research treatment options and partner with their
medical advisers.

“You can give
me the worst
s in the
world, and I will

out fiow to
deal with it, but
don't give me
queﬂiﬁiﬁwﬂmrﬁs
because I don't
deal with

—Trisha Tarrey,
Syracise

hegin ehemotherapy right
away.

Togrey wanted ta wait for
thee opiniea from the Mationol
Institutes of Healih specialist.
But the oneologist warned her,
“You'll never make it to
Christrmas.”

She requested o copy of hor
medical records and began
learning words such as *“puo-
legular clonaliy,” ““morphole-
ey nnd “stains,

Torrey had no rouble un-
derstanding some phroses from
the two different laboratories
where her tissee sample had
been analyred. The lab repoe
from Crouse Hospital said the
spnpke was “suspicicuns for’
subcutaneous panniculitis-like
Tecell Iymiphamu, The report
from Upstate Medical Univer-
sity stated it was *“most con-
sigtent with™” subcutaneons
panniculits-like T-cell lym-
phoma, Tosrey understood she
did nod have o definitive diag-
nasis.

HMlost umors ane pretly
straightforward,” says D,
Robert Hatchison, director of
clinical patbology ar Upstate
Medical Undversity, He says
there are 20 to 30 common tu-
mors, and 200 to 300 rare tu-
mogs., “The rare, care things
will fonal anyone,”™

Subcutanecus panniculitis-
like Tecell lvmphoma looks
very much like panniculitis, e
gays. ""You pretty moch have
10 g0 to yoar highest power on
WOr microseops (0 see differ-
ences.'” Both ore inflamed
clusters of colls, bat one is life-
threatening and the other is
nat,

If a pathologist isn't sure
whet something, Hutchison
suys, be asks a colleague for
her opinion. Or he consuits
somenne from ancther lab,
Both may agres that the tumor
sampde looks like cancer —

which 35 what happensd in
Toreey's cose — oaly to find a
third expert who says it's not
CANGET,

Technically, no mistake hos
oecumed, he says. “In the
meantime. the patient has gone
through hell.™

Dir, Kachel Elder s director
of the pathology lab a1 Crouse
Hespital. She suys the Joint
Commission on Accreditation
of Healthcare Organizations is
promedang patient safedy. *'
think, in general, medicine is
irying 1o improve everything."'

But, it's a team effory, she
snys, and paticnis bear some
responsibility.

Y oa T a1 ensiomeT, oo,
she explains. *“You wouldn's
just have the shoe guy give
you ary pair of shoes, and
wizr them. You would say, 'l
don’t like this shoe,”

Thars difficult for some pa-
tients who don't like asking
questinns and don't like mak-
ing decisions. Torsey, Elder
says, s really imte °1 wang o
know cverything [ can.' *' She
spoke with Tomey by tels-
phone as Tomey pieced togeth-
cr her lab reports.

Az chief quality officer at
Crouse, Demick Sushs focuses
on minimizing errors.

“*Sometimes bad things hag-
pen, even though no mistake
wis made,'" He save, em-
phasizing that medicine 15 past
science aiwd part ot

Crouse Hospital in recent
vears has encouraged patients
to becomes more involved in
their care. *"You hove to wive-
cate for yourself,” he says.
“You are part of the equa-
tiom.™

Torrey’s primary-care doc-
tor, John Charles, agrees, He's
proud of her for asking ques-
tions until she got answers,
"*You should be comforiable
with what's going on with
you,'" he swys,

Torrey says she spent two
minnths acjusting 1o her rew
renlity: *'I'm completely
healthy.™

Dhiring that time, she cre-
aled a Web site, www.diag
knownsis,com. It features sec-
tions an how to research med-
ieal dingnoses and a resource
library,

Diaghknowsis is designed to
eopower patkents o research
tregiment options and parines
with their medical ndvisers,
Torrey hopes if a doctor ells
you that you have cancer, you
will have a place to begin your
search for answers, of at least
some educnted questions.
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