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"sornethinghard" in her abdtlmen :rnd noticed changesin her bowel rnovcI y.,r,. later she felt
right to lcft hip iincl up ttr
ments. Surgeryrevealedthat tumors had sprcadbeyond her ovaries,frorn
her rib cage. She hacl irdvanced gvarian cancer, stage 3C.
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policy may lead to bankruptcy at the end of the day'
C)nly thc vcry rich or those with the best c()rporate
insurance policics arc adequately insured, Frecman
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ing on insurance at all' Protccted hy grert insurance
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A Dose of RealitY

\il/hat h:rsoften been sweptunder the rug in all this is
that, while the wealthy passthrtlugh an orbit tlf privilege, the plights of the uninsured and the untlerin'
sure.l are remarkably alike. Thc messagehit home
after the Commonwealth Fund, a New York-based
comparedthe financiirl problernsof trninfcrunclation,
(rf
sured and unclerinsuredpeople' Forty-six percent
by
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the
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heat or rent in order to pay medical bills"' says
Michelle Doty, the Comtnonwealth health p"licy
"They were als.'
analyst who produced the report'
rnore likely to use up most Lrrall of their savings'or
take a large credit card debt or a loan
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For someone with
complex disease,
even a top
insurance PolicY
may be insufficient
to cover the cost.
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Vera-Garci:r, for instance, faced rcality
when her oncologist demancled a chunk of
family savings fcrr the first ror'rnd of chemtl,
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at his office. Unable to pay the $30,000 the doctor
required out-of-pocket and also unable to charge it,
she arrangedfor outpatient treatment at a hospital
that would blll her later insteadof demandingshepay
in advance. This enabledher to receive treatment'
but at a high price. The hospital charged$16,000 a
day for the therapy-a far cry from the $1,000 her
insuter allowed, and far more expensive than the
$6,000a day her oncologisthad wanted up front' She
quickly built up a huge tab.
"Bv Mav of 2005 we owed the hospital about a
quarterof a million dollars,"shesays.Seiling the family's three-bedroomhome would have brought in
ahout $275,000,barely enough to erasethe debt and
"But if it
pay off the mortgagewith nothing left over'
had come down to losing my house, I would have
stoppedtreatment," Vera-Garciasays'After all, she
realized, she would face continual new rounds of
cherno, irnd urgcnt new demands on the family's
money, for the rest of her life. Rankruptcy was the
only :rnswer,:rllowingher to keep the htlusebut forcing her into poverty and clependenceon Medicare
trnd Social Securitydisability checks.
"the underinB:rsedon their balancesheetsalone'
surcdare starting to look more and more like people
r,l,hoare actu:rllyuninsured,"Doty concludes'

R a t i o n i n gC a n c e rC a r e
Freeman agrees. Spearheading national hearings
"people
on cancer in 2000 and 2001, he found that
who testified became bankrupt trying to pay for their
cancer treatment, cven if they were insured' For
many, the deductibles and copays were so high, thcy
werc unpayable."
The people hit hardest in terms trf insurance trou'
bles were not the poorest' who generally were coverecl by Medicaid. In his groundbreaking report,
"Voiccs
of a Rroken Systetn," Freeman noted that the
"uninsured and underinsured in the wtlrking and
rniddle class hurt the rnost. As the prtlblem slips up
through the middle class, people are crying out'"
In Vermont, Freeman heard from Karen Kitzmiller,
ar-r11-year Vermont state lcgislator from Mtlntpelier'
At the time of her testimony, she'd been a five'year
survivor of metastatic breast cancer-an.l a veteran
of the insurance wars. Over the course tlf her treatment, she had to fight her HMO to obtain coverage
fcrr recommended treatment regimens and supportive

When insurance
1

is not enough

The following organizationsand
resourcesmay offer assistance
when insuranceruns out:
a CANCERCARE,a national nonprofit agency,
offers free support, information, financial
assistance and practical help to people with
cancer.The Avon Cares Program for Medically
Underserved Womsn, part of Cancer Cte, provides financial assistanceto low-income, underand uninsured. underserved women throughout
the countty who noed supportive ssrvicee {traneportation, child care and home carel related to the
treatment of breast and cervical cancerc'
Telephone: 8{B-813-HOPE{4673}
Web site: http:l/wwwcancercare'org
a HILL-BURTON,a program through which
hospitals rsceive construEtion funds from the
federal government.The law requiresthat
hospitals receivingthese funds provide some
services to people who cannot afford to pay for
their hospitalization' Call to learn which hospitals
are involved. Telephone: 800-6:t8-07rtz
Web site: http:llwww.hrca.govlosp/dfcr/obtain/
consfaq.hitm
. THE PATIENTADVOCATE FOUhIDATION
offers legal counseling to patients dealing with
managedcare, insurance,financial issues,
iob discrimination and debt.
Telephone: 800'532-5274
Web sitq http://www.patientadvocate'org
. THE NANONAL TNSURANCE
CONSUMERHELPLINE.
Hotline lor help with insurance issuss:
800-9424242
Mon.-Fri.,8:00ltvl. to 8:00 p.u.,EST.
O PHARMACEUTICAL
ASSISTANCE.
REIMBURSEMENT
Programs available through drug manufacturers'
To sleuth these out' visit the nonprofit Web site
CancerSupPortiveCare:
http://www.cancersupportivecare.Gom/
drug-assistance'html
AlD. Airfare is often
o TRANSPORTATION
provided free or at reduced cost by nonprofit
continued on Page35
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medications,including oral chemotherapydrugs.The
HMO medical director, a general practiti()ner,
opposedthe chemotherapyregimenrecommendedby
her oncologistand a protractedfight ensued.After her
insurer finally agreedto pay for oral chemotherapy,
she still had to pay up front (approximately$2,000 a
month) and wait for reimbursement.She had to
charge the treatment becauseshe did not have the
cash. Kitzmiller, a longtime breast cancer advocate,
died not long after her testimony in 2001.
In Washington,DC, Lora M. Rhodes,a socialworker and coordinatorof the Advocacy and Survivorship
Program at the Kimmel Cancer Center, Thomas
JeffersonUniversity in Philadelphia, recounted the
caseof a 45-year-oldmother of three who had died the
year before.She'd been diagnoscdwith
and treated for breast cancer in 1990,
then diagnosedwith metastaticbreast
cancer in 1998. Unable to work, she
applied for disability. Her employer
stopped paying for her hcalth insurance, and she had to pick up the tab
herself. After paying fcrr insuranceon her own, she
was left with just $950 a month to cover all of the
householdcxpensesfor herselfand her two depenclent
children. While she was undergoingtreatment to try
to saveher life, she was faced severaltirnes with the
threat of her gasand electricity being cut off. She had
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to give up her car and rely on family and
friends for transportation, and she
almost lost her home. Many factors
causedher to discontinuetreatment,but
a major reasonwas fatigue from her financial strain,
Rhodessaid.Insteadof fighting her cancer,she eventually decidedto enter a hospicefor end-of-life care.
Despitethe coveragegapsrevealedby theseimportant hearings,insuranceproblemshave only become
more widespread.C)newornan we interviewedunderwent a mastectomyin the early 1990sand suffereda
recurrenceofcancer a few yearsago,when in her 50s.
Under terms of a new company health policy, she
picks up the first $3,000 of medical expenses,soon t()
rise to $4,000.Her take-homepay is about $30,000.
So even heforethe higher deductiblebeginsto take a
largerbite of her income, she'.salreadyworking more
than one day every two weeksto cover medical bills
that stretch far into her future. Looming somewhere
"lifetime cap" on
in the yearsahead,she knows, is a
benefits-a maximum that her insurance will pay
amounting to $1.5 million. Tieating recurring cancer
"and
then one is lefr
can eat up every dollar, she says,
with no insurancc."
Ironically, her job involves counseling families
"who have no idea where their next paycheckmight
be coming from when the breadwinnerof the family
"This is :r big reality for
dies,"she writes in an e-mail.
me becauseI face rny own situation every time I have
As afraid as to refer a family for financial assistance."
she is of higher costs,she'salmost as leery of angering o
her employerby complainingahout the companycor'-

"Thanks
ftrr
cr:rge,which she knows to be second-rate.
she
concludes,
the
article,"
my
name
out
of
kecping
"bccause
it could cost rne my job."
Another bre:rst c:rncer survivor in her 40s yetlrrls to
tell hcr story and put us in touch with the clttctor whtr
perfrrrrnetl recnnstructive surgery ttn her six yc:rrs ago.
He's fed up with merlgcr insurancc reimbursetnents,
"There's
a revolution going on," he's told her,
shc sirys.
alnong some .loctors who are rebr"rffing even thcir
insured patients unless thcy can piry the full fare
themselvcs. She cirn't.
"My
doctor would love to talk with you," she says.
But she balks at rnaking the connection, becausc she's
in the rnid,:l1cof clelicirtc nesotiations with him to fincl
some way he can repair a capsular c()ntracture, a h:rrdness in her left breast.
Freeman notes how easy it is ftrr underinstlrance to
snowball. Those without sufficient coverage mtry put

continued from page 33
organizations for pstients golng to or from Hncer
tr€atment centerE, Financial need is not ahrays a
requirement, Ground transportati on services may
be offered or mileago reimbursed througtr the
local American Cancer Society or your state or
local Department of Social Eervices. To find out
about these programs, talk with a medical sociial
worker or else contact the fitational Patient Air
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Telephone: 800-296-1
Web sftel http://www.patienttravel'org
O THE CANCERLEGAL RESOURCECENTER
provides, at no charge, telephone
counseling on insurance coverage, empl,oyment
issues anJ other potential legallroblems. For
more information, contact A;rbara Ullman
Schwerin, founding director and adiunct professor
of law, Loyola Law School, Los Angeles.
i"r"pi"n"t e66-84it-2572

ofT mammograrns, so their cancer is cliagnosecll:rter.
Late diagnosis augers tnore complex and costly treatment that lcaves paticnts with rnounting cleductibles
ancl copays they cannot possibly hope ttt irfTord.

N a v i g a t i n gt h e R a p i d s
Gaps in cancer c()vcrage have yct to elicit ir cttttrdi'
nated n:rtional response. lnstead, limitecl pr()gr:tms
strive to hclp the disenfranchisecl, one by one. The
by Freernan at
rnost anbitior-rs plan so f:rr, 1-rioneerecl
"nav'
Hirrlem Hospit:rl, provicles p:lticnts witl-r expert
ig:rtors" to facilit:rte timely trc:rtment (illttng with
other scrvices) whcther or not thcy are insttrecl.
"Thcre
is a critical winclow to s:rvc lives with di:rgilncl
treatment right after the discovery of ir susnosis
picious finding," Freeman sirys,but thc barriers, espe"Thcrc's
usually a
cially inability to pay, can hc high.
wly to financc the treatrncnt quickly if you know the
"Ncr
"Resource
C)uide," page 33), he adcls.
nrpcs" (see
pers()n with car-rccr shoulcl go Llntreilted. No pcrscln
shoulcl be hankruptcd by diagnosis of c:rncer. No person with c:lncer sh.ruld be forced to spcnd morc time
fighting thcir w:ry through the health care system
than fighting their clisease."
Today, thanks to the nation:rl Patient Navigrrtor,
Outrc:rch and Chronic l)iseasc Prevention Act of
2005, Freeman's prototype is going nirtionwicle.
Navigator programs throughout the c()untry wili bc
underwrittcn bv $Zl million in federal cloll:rrs as wcll
irs privute bcncfirctors ancl nonprofit groups.

FederalHelp
O MEDICAID(medical assistancel, a jointly

i#;;
F;d.'ffii;il: T"*iti*!n*for people who need finaneial aseistancefor
medical expenses.
Tefephone: 877 -267-2323
Web site: http://www.cms.hhs.gov I home I
medicaid.asp
O MEDICARE,a federal heatth insuranoeprogram
for individuals 65 or older, people of any age with
permanent kidney failure, and disabled people
under age 65.
Telephone: 8774Jis,-204Ji
Web site: htp://www.medicare.gov
O SOCIALSECURITYAND SUPPLEMENTAT
SECURIIYINCOMEprovides a montfily income for
eligible elderly and disabled individualsor those
who have certain income and resource
levels, respestivety.
Tefephone : 8i00-77 2-1213
Web sites: http://www.sea.gov/
http :/ lwww.ssa. gov/notices/supplemental'
security-income/
O VETERANSBENEFITS.Eligibleveterans and
their dependentsmay receivecanoertreatment 8t
a Veterans Administration Medical Center.

i;;il';'
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Web site: http://wwwl.va.gov/Heahh-Benef its/
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Self-Help
But the ncw programs will take time to launch, and
wi[ not reach everyonc. In 2006 most patients rnust
navigi'rte tl'ren-rselves.
The first goal, if possible, is recognizing the pitfirlls and inoculating yourself against
underinsurance right up front. If you want to make
sllre you arc covcred for c:rnccr, this means fincling
the most comprehensivc policy you can-one with a
Iow deductible :rnd srn:rll copays-and then making
surc it is sturciy enough in other ways to carry you
thlougl-r ciutcer treatment without too m:lny burilps.
If you have rhe luxury of choosing a policy (as
opposecl to taking whatever your employer glves
you), try t0 look frrr Onc that covers as much as possible. Sorne important gLlaranteesinclucle coverageof
cancer-rclatccJ clrugs antl thcrapies approvetl by the
Food and L)rug Adrninisrr:rrion and selcctcc.l by a
physici:rn; procedures, drugs ancl technokrgics validated by the peer-revicw
literilture, even if not yet approved by
thc FDA; and :rny clinical rrial
appnrvecl by the FDA or any agency
ur-rder the iruspices of the National

Instituresof Health. Coverageof the
clinical trial shouldincludediagnostictesting,hospital stays and physicianofficc visitsassociared
with it.
If thc insur:rncc you are given at work is lacking,
you rnight want to shore up your existing policy by
purch:rsing a cilncer insurance supplernent. But
beware. Cancer insur:rnce should only augment, not
rcplace, a gencral hcalth insurance policy. And as
Vcra-G:rrciir lcarned thc hard way, nor all supplcments ilrc thc s2mc-.()nle cover only in-hospital
carc, frrr instirnce, :rncl others kick in only after 90
days in the hospital (the average stay is only 13
clays). Rclying on a c:lnccr supplement insteacl of :r
gootl gener:ll policy rnay r-rotbc wise.
Most people, of coursc, c:lnnot pick anci choose il
wide variety of insurance policy options as if they
werc itcrls on a Chinese-restaurant menu. Many

othcrs lack the funds ro buy berrcr insurance or riclersto exisringpl:rns.
For m:rny pcople, says Barbar:r
Ullrnan Schwerin,four-rding
director of the (--ancerLcgal Resource
Center bascd in Los Angcles,
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becomesa financial spiral.', But there are
some stepsto take: If you are denied bv vc,.rrhealth
plan, appeal the decision imrnediately,she advises.
While appealsordinarily rake tirne, one can ofren
make sure the process is expedited by request.
Califomia, for instance, guaranteesdecisions in ZZ
hours for those who initiate appealson an expedited
track. Rejected appealscan rhen be taken up by a
state insurancedepartment or department of health.
Many decisionsupheld by insurancecompanlesmay
be ovcrturned on state level. Schwerin also aclvises
that parients in financial trouble talk to doctors ro
requestthat the fec be waived or a long-termpaymenr
p l a n i n s ti r u t c J i n s r c a J .
Sometimes these precautionsare insufficient and
middle-classpeople who got by beforethey had cancer "starr racking up bills, without a safery net in
place," Schwerin has f,runJ. ,,As time goeson, basic
expenseslike rent, heat and electrical bills rnay gcr
u n p r i J , "s h cs t a t e s .
P:rticntsin this unhappy circumstancecan often
get help, even if piecemeal,as long as they know
whcre to look. Nonprofit trrganizationsp2y defray
costslike morrgzrge
and utilities so thar most of the
patient'sincome c:rn go to treatment. Government
and nonprofir pnrgramsmay pick up the cost of
treatment, :rswell.
Ultirnately, there is Medicaid-althouch one
m u s t q u a l i f y , a n d t h a t m e a n s f a m i l y s a v i n g sw i l l
have to he used first. "lf expensesget too high,
patients rnay need to divest thernselvesof every_
thing, becoming impoverished to qualify for
Medicaid," saysSchwerin. Not only is the straregy
financi:rlly clevasraring,it still leaves the patient
uninsuredfor a period of time. The reasonis that it
can t:rke up ro a year t() qualify, saysSchwerin. In
the perioclberweendivesting everything and waiting for :rpproval,the patient who has lost a house
and life savingsmay still be uninsured.
MAMM's advice to cancer patients/ Call your
insurer :rnd ask what you're covered for
immediately. Seek financial guidance as
soon as possible after diagnosis-even

if you don't think you'll have a probiem-and considerhow you will survive your cancerfor the long haul.8

