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The Frag

Cancer
mented
Record

How Did We Get To This Point?

by April G. Fritz, A.R.T., C.T.R.

eet Susan
Smith. In
1973, wh en
she wa s 57
years old,
she fo und a
4-ccntimeter
mass in t he

upper inn er qu adrant of her right
breast . Because she worked for an
employer who had co mme rcial
insurance, she went to see a surgeon.
The surgeon scm her to Memorial
Genera l H ospital for a mammo
gra m, which was positive. The sur
geo Dadmitted her to Memorial
General Hospital for some d iagnos
tic tcsting-a chest X- ray and some
skeletal X- rays. After two days, she
underwent an excisional biops y. The
frozen sec tion was positive for can 
cer, and she underwent a radical
mastectomy within the same anes
thesia. All of her lymph nod es were
negative. She was conside red to have
a localized rumor. She was dis
charge d after 10 days in the hospital.
N o further tr eatmen t was rec om
mended. She is 21 years post-treat
me nt and has had no recurrence.
H er bill for the hospitalization
(her total treatmen t) was $2,600
(in 1973 dollars).

Me et Jane Smith Doe, the
daugh ter of Susa n Sm ith. She kn ew
she had breast cancer risk factors:
no child re n and a positiv e fam ily
history of breast cance r. In 1993,
when she was 49 years old, she had a
screening mammogram through her
employer w ho participated in a
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prefer red provid er organi zation
(PPO). The mammogram showed
clu stered calcifications in her upper
right breast. She went to her PPO
doctor who exa mined her and
refer red her to a surgeon. H e also
ordered a diagnostic mammogram,
which was done at a local radi olo gy
clinic. Jane then went to a surgicen
ter for a biopsy of the area. The
biopsy was evalu ated by an indc
pend ent pathology office. Jane went
to the outpatient clin ic across the
street from Memorial G ene ral
Hospital fo r a bone scan and an
abdominal CT scan. Finally, she
was admitted to Memorial General
H ospital one morn ing; that after
noon she underwent a lumpccromy.
The tu mor itself was 2.5 centimeters
in size and was invasive. H er ly mph
nodes w ere negative, and her case
was staged as a T2 N OMOStage IIA.
A tissue sam ple was sent to a refer
ence laboratory for ERA and PRA
analysis as well as D NA analys is
studies. She was di scharged t he next
morning. Jane was referred to the
Cancer C are Center fo r radiation
ther apy, w hich she received over
a period of six weeks. Jane's ERA
and PRA were high, but the S-Phase
was also high and her tumor wa s
aneuploid. As a result, w hen she
fini shed her radiation therapy, she
was referred to a medical oncologist
who decided to treat her in his offi ce
with six months of cyclop hos 
phamide, methotrexate, and 5-FU.
Jane's tot al medical bill for her first
year of tr eatment was mo re than
$28,000 (in 1993 dollars).

Susa n Smith had one medical
record in one doctor's offi ce
and one record in one hospital.
Seventeen year s later, Jane Smith
Doe has pans of her cance r record

in four physicians' offices, th ree
radio logy facilities, an inde pendent
laborato ry , a reference laboratory,
a su rgiccnter, a hosp ital outpa tient
clinic reco rd , and an inp atient
medical record. Jane's medical bill
was more than 10 times wh at her
mother's wa s.

How did American health care
get to this point?

The short answe r is that in
response to the growing cos t of
medical care, the U .S. federal gov·
ern rnent, which has pa id for the
greatest share of cance r costs since
the 1960s, has taken several actions
in the past 30 yea rs t hat have altered
the wa y medical care w as deliver ed .

What caused hea lth care costs to
rise in the fir st place?

Here the answer isn 't so short .
Health care costs in the past 30
years have been affected by several
fact o rs, including advances in tech 
nology, the aging of the population
in gene ral, and changes in fede ral
reimbursem ent st rategies, as well
as ove rall inflation. Each of th ese is
the sum of other factors, and each
meri ts individual di scu ssion.

TECHNOLOGICAL ADVANCES
ADD TO HEALTH CARE COSTS
These mother and daughter
vignettes show just how mu ch
American health care has changed
in only two decad es. Jane's
treatment- even for a sma ller
tumor-was more comprehensive
because her doctors learned more
about her tumor fro m a battery
of supplemental tests that did not
exist in the 1970s.

The significant tec hnological
advances in the past 20 yea rs jus t
in treating breast can cer include:
• developmen t and widespread
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implementation of low-dose
mammography for screening and
diagnosis
• reduced morbidity surgical
treatment, first modified radical
mastectomy and later lumpectomy
and radiation therapy, both of
which equalled or improved the
survival rate of the disfiguring
radical mastectomy
• the development of estrogen
receptor assays and other tumor
markers to aid in treatment
decision making and provide
better prognostic information
• recognition of the value of
adjuvant chemotherapy for both
node positive and node negative
breast cancers
• the development of the anti
estrogen tamo xifen for long-term
hormonal suppression and lower
recurrence rates
• the identification of a breast
cancer antigen, which may lead
to a vaccine against breast cancer
• high-dose chemotherapy and
bone marrow transplantation
• the use of cytokines (growth
factors) that improve the recovery
rate and reduce the toxicity of
myelosuppressive treatment
• the beginnings of genetic
engineering of the cancer cell,
which can interfere with or reverse
the neopl astic process and poten
tially cure the patient without
surgery, radiation, or systemic
therapy.

With the possible exception of
the shift from radical to modified
radical mastectomy, each of these
technological advances has increased
the cost of cancer treatment,
primarily because these advances
are supplements to treatment that
provide additional prognostic
information or improve quality of
life or overall survival. The costs of
these advances are notable, but they
are compounded by additional
factors: an increasingly aging
population and an increasing
incidence of and mortality from
cancer in that aging population.

AN INCREASING CANCER·
PRONE POPULATION
The growth in the cancer-prone
population is the result of two fac
tors: a baby boom generation that
is advancing into its senior years
and an increasing survival rate
among people who have had other
diseases-particularly heart disease
and strokes. People are living to
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ages where cancer is increasingly
common. The median age for all
patients who develop cancer is 67
years; the oldest of the baby boom
generation will be 50 years old in
1996. By the year 2C11 , the first of
the baby boomers will be eligible
for Medicare. In 50 years, more
than 20 percent of the U.S. popula
tion will be age 65 and older. This
profound demographic shift will
have a massive economic impact.

In addition, for reasons as yet
unexplained, the incidence rate for
cancer among those 65 and older is
increasing, as is the mortality rate
from cancer. Between 1973, the first
year SEER data were available, and
1990, the most recent year for which
SEER data are available, the age
adjusted cancer incidence rate in
the United States rose from 319
per 100,000 to 389 per 100,000,
an increase of 22 percent. Over the
same period, the mortality rate in
the 65-and-older population from
heart disease dropped from 45
percent of all deaths in 1973 to 39
percent of deaths in 1990, while the
mortality rate from malignancies
rose from 16 percent of all deaths in
1973 to 22 percent of deaths in 1990.

In short, more peopl e are living
long enough to develop cancer,
more people are developing cancer,
and more are dying from cancer
despite advances in treatment.
The number of new cancer patients
diagnosed is expected to double by
the year 2000.

As these factors continue to
merge and build upon each other,
the American Hospital Association
estimates that cancer services will
become one of the largest-if not
the largest-revenue and cost cen
ters (product lines) in hospitals by
the end of the decade.

THE 19705: REGULATION AND
SPIRALING COSTS
Beginning in the early 1970s, the
federal government sought to
limit the cost of medical care by
regulating the health care industry,
including requiring hospitals to file
certificates of need (CON) for new
construction, expansion, or the pur
chase of expensive new technology
such as computerized tomographic
scanning (CT) or magnetic resonance
imaging (MRI). Certificates of need
were overseen by professional
standards review organizations
(PSROs). The federal government
established PSROs in the communi-

ty, and decisions could be appealed
to state-level review organizations
if the applicants were not satisfied
with the local decision.

There were two major effects of
the CON process. First, health care
groups that desired new technology
attempted to circumvent certificates
of need by installing the new equip
ment in facilities owned not by the
(regulated) hosp ital, but by groups
of physicians or other investors. This
was the first attempt to outsource
services from the hospital, and the
beginning of the disintegration of
the unified cancer record.

Second, hospitals incurred sub 
stantial costs when preparing the
CON documentation and dealing
with the politics of obtaining
approval, not to mention any
lengthy appeals process that became
necessary. These costs were passed
along to the patient. Ultimately,
more than 90 percent of CONs
were approved, but the process had
the opposite of its intended effect,
and costs continued to rise.

The spiraling cost of health care
was not totally the result of a failed
attempt at federal regulation. As
already noted, the 1970s and early
1980s saw quantum leaps in diag
nostic and treatment technology,
and each advance was more expen
sive for the patient. As an example,
prior to the development of CT
scanning, a metastatic skelet al sur
vey (radiology) was the only means
available to look for bone metas
tases. A cervical spinal X-ray costs
in the range of $200-250 at 1994
rates. A computerized tomographic
bone scan can find metastases that
are not visible on the bone X-rays,
but a cervical CT scan (with and
without contrast) costs $1,000
1,300. The next technological
advance for certain indications,
magnetic resonance imaging, costs
around $2,300 for cervical spine
imaging with and without contrast,
roughly 10 times the cost of a plain
X-ray of the same area. However,
when the diagnostic window moves
from centimeters to millimeters,
from Stage II to Stage I or Stage 0,
new technology is quickly embraced
by the patient and the physician
despite the increased cost.

The demand for new services and
hospital beds peaked at the begin
ning of the 1980s and actually began
to decline. All the while, headlines
screamed that Medicare was going
to run out of mone y, and by the
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Figure 1. Community Hospital Inpatient and
Outpatient Visits 1972-1992

Source: U.S. Department of Commerce

charges with more reimbu rsement,
the government proposed a flat fee
based on the patient's diagnosis.
After extensive investigation and
evaluation, specific diagnoses that
had similar costs were gathered into
categories. Since 1985. these diagno
sis-related groupings (DRGs) have
been the mainstay of federal reim
bursement and have been adopted
by many commercial insurance
carriers as well. With DRGs, if a
patient had a diagnosis of surgically
treatable lung cancer, the hospital

monly chose to havetests close to
home. Thiscontributed further to
the fragmentedcancerpatient record.
Furthennore, after inpatient treat
ment, the patient perceived he was
being rushed out of the hospital to
recuperate at home, further reducing
the hospital's costs to treat the
patient. After all, a shorter than aver
agelength of stay meant an improved
margin to the hospital.Between 1970
and 1994, the average length of stay
for all diagnoses dropped from 8.1
days to 6.2days.The number of
hospital outpatient visits grew from
4.8 million in 1983 to 98 million in
1994. Overall, the number of inpa
tient admissions decreasedslightly,
while the number of outpatient Visits
skyrocketed (Figure 1).

As part of the shift from fee-for
service to prospective payment,
managed care organizations expand
ed. At first heavily regulated in the
1970s, restrictions were lifted in the
1980s. Managed care organizations,
including health maintenance orga
nizations (HMOs) and preferred
provider organizations (PPOs)
added an additional twist to
prospective payment by chargin~ a
fixed cost per month per person m
the plan, thereby spreading the cost
of treatment over healthy people as
well as sick ones. The downside of
this concept was that in order to
reduce expenses, managed care orga
nizations would limit physician and
hospital choice, diagnostic testing
(attempting to strike a balance
between low cost and high yield of
information), and even methods of
treatment. Further restraints on
patient care came in the form of
utilization review (of resource
consumption), second opinions
regardin~ treatment, and preadmis
sion certification (permission from
the managed care organization for
a patient to be admitted to the
hospital for a nonurgent procedure).
The decline in demand for beds and
new services began to accelerate at
this point.

By the end of the 1980s, prospec
tive payment and managed care
accounted for about 70 percent of a
hospital's revenues, and 30 percent
came from traditional retrospective,
fee-for-service reimbursement.
However, as federal and managed
care payment guidelines paid for less
and less, hospitals increased their
charges to other payers to subsidize
their costs of doing business. This
cost shifting drove up the price of

1995

--.....
1990

Year

knew in advance how much it
would receive in reimbursement
whether the patient stayed in the
hospital three days or ten days.
Thus, from the hospital administra
tor's point of view, it was to the
hospital's financial advantage to
make the patient's hospital Stay as
short as possible.

Hospital reimbursement is han
dled by Medicare Pan A. which
pays for inpatient treatment. With
the advent of DRG s, hospitals
began to shift various types of
diagnostic and treatment procedures
to ambulatory settings (hospital
outpatient departments, freestand
ing clinics, and physician offices),
where the procedure would be paid
for under Medicare Part B, outpa
tient physician's fees, which have
no DRG limitations.

As a result, more and more of the
patient's diagnostic workup occurred
before admission for surgery. And
sincethere was little"brand loyalty"
to the hospital, the patient most com- .
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THE 1980s: COMPmTION
Beginning in the early 1980s, the
federal government decided to try
competition rather than regulation
as a method 'to contro l costs. In an
effort to reward hospital efficiency,
the federal government implement
ed the prospective payment system
(PPS) in 1985. Prospective payment
was a complete about-face from the
previous reimbursement process,
because instead of rewarding more

physicians were willing to accept
reduced charges to patients and, in
many instances, longer hours of
work in return for a guaranteed
income. Thus, many physicians
chose to become the employees
of a hospital or managed care plan.

Responding to the increased
competition, physicians opened
independent clinics, urgent care
centers, outpatient surgicalcenters,
community radiology centers and
laboratories, all of which maintained
their own patient records.

time they reached age 65 there
would be nothing for working-age
Americans who were paying into
the fund.

About this time, medical schools
were graduating more physicians
than the hospital health care market
could assimilate. The number of
specialty physicians grew as well.
Prior to 1970about half of physi
cians were specialists. and from the
1980$ into the 19905 that proportion
grew to two- thirds. Facing such
competition, these young new
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commercial health insurance to

employers.

MANAGED CARE:
A NEW APPROACH FOR
THE 19905 AND BEYOND
Employers turned more and more
to managed care as a way of control
ling costs, and by the mid-1990s,
more than 17 percent of Americans
were enrolled in some sort of man
aged care plan, up from 13.4 percent
in 1990. In 1986, about 48 percent of
U.S. hospitals participated in HMOs.
That figure is predicted to reach
98 percent by 1996.

As cost-containment efforts by
hospitals forced more and more ser
vices to outpatient settings or physi
cian offices, physician charges
soared. Recognizing this, the feder
al government changed physician
reimbursement from fee-for-service
to scheduled fees based on the
Resource Based Relative Value Scale
(RBRVS), a method akin to hospital
DRGs. The RBRVS fee schedule,
which began in 1991 and will be
fully implemented in 1996, is based
on the skill level required and the
time involved (in other words,
physician resources) to perform a
patient service relative to other ser
vices provided by the physician. It is
estimated that payments to general
practitioners will increase 15 percent
as they become the "gatekeepers" or
managers of patient care, and that
specialists will see a 5 to 25 percent
drop in income.

All this competition had a
remarkable effect on health care
costs: the rate of increase actually
slowed somewhat. Competition,
combined with the threat of federal
ly mandated health care reform, has
turned the corner on spiraling costs,
but they are not yet under control.

THE FUTURE OF THE CANCER
PATIENT RECORD
The cancer patient record may have
disintegrated as far as it will. Even at
its present stage, however, a frag
mented patient record remains a
problem for members of the cancer
management team-consultants,
nurse specialists, support staff, can
cer registrars, and others, including
cancer program administrators.
Many times the managing physician
carries in his or her head informa
tion-such as the details on which
staging (and therefore treatment) is
based-needed by others on the
patient care team. Such details
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should be dictated into the hospital
record so that everyone will have
access to them.

For all members of the cancer
team to complete their jobs, they
must be able to find answers to
questions about extent of disease
and multidisciplinary therapy in the
medical record. Unless the manag
ing physician makes an effort to
incorporate these scattered reports
into the hospital record, that legal
document is incomplete.

It may be that the most complete
cancer patient record develops in the
managed care organization's office,
where copies of reports sent to the
primary care physician would be
delivered. Unfortunately, this office
is away from the hospital where the
patient record is needed as a refer
ence by specialists and other mem
bers of the cancer management
team. Clearly, however, the hospital
medical record is no longer the sole
source of cancer diagnostic, staging,
and treatment information.

Recent changes in Joint
Commission and American College
of Surgeons' Commission on
Cancer requirements emphasize the
importance of thorough documenta
tion as part of the communication
among cancer management team
members. The increased use of fax
machines makes it easier to get a
report from an outlying office to
the hospital.

The computerized patient record
(CPR) may solve the problem of
handling reports from scattered
sources. However, a report generat
ed outside the facility must still
make its way into the facility to a
location where it can be scanned
into the CPR, which takes human
intervention and effort.

The quality and completeness
of the cancer patient record will
become crucial in a time when the
patient's extent of disease and
course(s) of therapy must be
communicated to a growing list of
health care providers. In add ition to
nurses and physician assistants, who
will assume more and more hands
on patient care, the cancer patient's
story will be reviewed by utilization
managers and outcomes measure
ment analysts, just to name two
groups on the outskirts of direct
patient care.

Even the cancer program admin
istrator faces the challenge of a
fragmented cancer record. Now that
capitation and carve-outs arc factors

in bidding managed care contracts,
the hospital must be aware of the
complete cost of diagnosing, staging,
and treating the patient, including
all those tests and procedures
performed outside the hospital.
Without a concerted effort by all
members of the cancer team to
incorporate their findings into the
hospital cancer patient record, com
munication will be hampered, and
patient care decisions may be based
on incomplete information.

Whose responsibility should it be
to ensure complete documentation
of the patient's cancer? The answer
will depend on the hospital's rela
tionships with the cancer care team
and the outlying reporting sources.
Regardless, for the good of the
patient-for the patient's service
quality and continuity of care-
a complete cancer patient record and
cancer registry data base must be
central to ongoing cancer care in
the hospital. <II
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