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HwE X PANDING
Role of Cancer Registries

New registry standards require

increased support & cooperation

from administration & clinical staff.

by Karen Phillips, B.S., C.T.R

istorically, cancer
registries have
operated as a
cancer program
requirement for
state-mandated
reporting and
approval from
the Commission on Cancer of the
American College of Sur{geons.
However, as managers of oncology
programs devise ways to decrease
cost, document quality care, and
compete for managed care contracts,
they are taking a second look ar the
cancer registry.

Cancer registries have always
been an expensive cancer program
element. Staff, computer systems,
operational support, accreditation
fees, and indirect costs are usually
estimated to cost a typical hospital
$100 per new cancer case. Not
surprisingly, hospital-based cancer
programs are reevaluating the
registry’s potential to ensure
powertul, timely analysis of
data for competitive advantage,

Three fungamental reasons justify
the cancer registry’s expense, First,
registry data may help broaden our

Karen Phillips, B.S., C.T.R, is
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knowledge of the causes of cancer.
Population-based state or federal
registries use baseline incidence and
mortality to investigate purported
cancer clusters, i.e., incisfence above
expected rates, and to identify envi-
ronmental factors contributing to
the neoplastic process. The second
justification for registries stems
from the fact that medical science
cannot yet cure every cancer. Thus,
the primary purpose of hospital-
based registries 1s to document
treatments that lenﬁthen disease-
free intervals and lifetime survivals.
Third, the health care system has
only recently shown an interest in
identifying the most cost-effective
methods for cancer control or
clinical care. Registries are the

only means to evaluate the long-
term cost, effectiveness, and
outcome of care,

NEW REGISTRY STANDARDS
When President Richard Nixon
signed the National Cancer Act in
1971, there was a widespread belief
in a single “magic bullet” leading
to the eradication of all cancers.
Unfortunately, a cure has not
come so easily. Because canceris a
complex of more than 100 diseases,
each with its own etiologies, opti-
mum treatment, and prognosis,
research requires analysis of huge

amounts of information. Oncology
outcome assessment is particularly
difficult because of the time delay
between diagnosis and treatment.
During this time delay, patients
have an opportunity to seek care in
a wide variety of settings, making
complete data collection difficult.

In 1992 Congress addressed
the need for more complete data,
creating the National Program of
Cancer Registries to enhance state
registries. The program, which is
administered by the Centers for
Disease Control and Prevention,
has helped standardize cancer
reporting procedures and ensure
that reporting is timely, accurate,
and complete.

Standard-setting organizations
agree that data in today’s cancer
registries are key to quality
improvement studies of nearly
every facet of oncology program
management. Recognizing the vital
role of cancer registries in managed
care, the Joint Commission on
Accreditation of Healthcare
Organizations (JCAHO) and
the Commission on Cancer have
mandated new standards.

Effective July 1, 1996, JCAHO
revised the intent statement in the
Improving Organization Perfor-
mance chapter of the Accreditation
Manual. Citing cancer staging as an
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example, JCAHO recommends

use of patient-oriented, long-term
databases (registries} for both inter-
nal and external comparisons of
processes and outcomes. Similarly,
documentation of improvements in
processes and outcomes of cancer
care is a primary focus of the
updated Cancer Program Standards
from the Commission on Cancer.

In fact, JCAHO and
Commission staff are working to
develop a collaborative relationship
that precludes duplications in the
two survey processes. The two orga-
nizations hope to achieve formal
recognition, endorsement, and/or
reciprocity for their approvals pro-
grams. More specific information
will be forthcoming throughout
spring and summer of this year.

In 1996 the Commission on
Cancer revised its Cancer Program
Standards to further ensure stan-
dardized reporting procedures. In
addition, the Commission made a
number of important updates to
its requirements for approval. The
new standards are broader and
address documentation of quality
and outcomes, such as survival,
patient satisfaction, and resource
utilization, in the face of shrinking
€CONomic resources.

One of the most controversial of
the Commission’s new standards
involves the 1998 requirement to
collect data on patients who are
diagnosed and treated exclusively
in t%le physician’s office. The
Commission’s rationale in mandat-
ing collection of these cases stems
from the move to less expensive
outpatient care and the recognition
that decisions in a physician’s office
are an integral part of the hospital’s
cancer program. Commitment to
rigorous analysis of these outpatient
cases in the Commission on
Cancer’s National Cancer Data
Base (NCDB) is expected to
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More Commission Updates

® New surgery coding scheme.
Final approval: October 1997;
mandated use: 1998

m Fifth Edition of the AJCC
Manual for Staging of Cancer.
Release: Early summer 1997;
mandated use: 1998

® Survey guidelines for a new
approval category for hospital
networks. Release: 1998

s Publication of findings from a
pilot project on capturing physi-
cian office cases: May/June 1997
m Basic course in cancer registry
data collection: Available

July 1997

answer such questions as, “What is
the most cost-effective treatment
plan for localized prostatic can-
cer?” Without a large body of data
on properly staged cases diagnosed
and treated in the outpatient setting
and followed for life, such questions
can never be answered.

These data, which are estimated
to involve less than 10 percent of
the registry’s caseload, will permit
evaluation of a much greater spec-
trum of outpatient care, especially
in managed care settings. Because
inpatient caseloads are dropping, a
net increase in registry accessions
is not expected. The added burden
to registrars primarily involves
casefinding—a task that is routinely
performed by the physician’s
office staff.

Another problematic Commis-
sion requirement involves physi-
cian staging, Documentation of
extent of disease by the managing
physician at the time of treatment
planning is fundamental to good
care. Although this requirement is
certainly not new, it remains the
most difficult to enforce.

Additional Commission on
Cancer revisions include:

Point system. The survey process
requires that a program must attain
a successful score in each of ten
sections of requirements, including
institutional and programmatic
TESOUrces; program ma.nagement
and admimstration; clinical man-
agement; inpatient and outpatient
care; supportive and continuing

m New 1997 speakers bureau
presentations on “Preparing for
Survey” and “Benefits of an
:\ppru\ ed Cancer [}['ll‘L"I"lll'l.“
Available fall 1997

m Textbook entitled Tumor
Board Case Management:
Available now from Lippincott
Raven

m Bimonthly periodical Cancer
Case Presentations: The Tumor
Board: Available now from
Lippincott-Raven

care services; research; quality
management and improvement;
cancer data management; public
education, prevention, and detec-
tion; and professional education
and staff support.

Supportive and continuing care.

A team approach to providing site-
specific care must be documented.
Cancer conferences. Ten percent of
analytic cases must be presented;
51 percent of case presentations
must be prospective, i.e., oriented
to treatment planning rather than
retrospecrive case review, and 10
percent of medical staff involved
with cancer care must attend. The
number of monthly conferences is
dependent on the number of new
cases per year.

Research. Teaching hospitals and
large (more than 750 cases per year)
community hospitals must accrue
at least 2 percent of cases to
research trials.

Quality improvement. In an envi-
ronment driven by reimbursement,
at least two enhancements to quali-
ty of care must be document
annually.

Management guidelines. National
or locally developed critical paths,
care plans, or point of care
reminders must be used.

Cancer registry. Use of codes

from the Registry Operations

and Data Standards (ROADS) is
mandated. Cases must be reported
to the NCDB. Cases managed
only in staff physician offices

must be reported.
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Continuing education. All profes-
sional staff members, including the
registrar, must have educational
opportunities to maintain their
credentials.

The new standards continue to
stress multidisciplinary care, but
with an increased emphasis on
continuity of patient management,
regardless of where the patent
receives care and throughout the
continuum of cancer control activi-
ties, from prevention and screening
through ligztime follow-up. New
data elements allow computerized
monitoring of requirements for
approval and facilitate tracking
of diagnosis, treatment, and
outcome by payer.

THE ROLE OF REGISTRY STAFF
The expanded role of cancer
registries and oncology data man-
agement requires increased support
from administrative and clinicar
staff. Cancer program managers
should insist that the registry take
a proactive stance in reporting
data that affect growth forecasts
and outcomes, Encouraging the
registry’s shift in priorities from
data input to information output
1s paramount.

Managers must support certifi-
cation ofg all registrars and provide
for the registrar’s continuing edu-
cation opportunities as computeri-
zation, clinical care, and marketing
needs evolve. Finally, managers
must assure adequate staff and
computer resources. Such resources
will facilitate timely data analysis
and help to integrate the registry
with the hospital’s other informa-
tion systems; allowing registrars
to automatically download data
elements to the abstract.

What should physicians and
other clinical staff do to enhance
registry operations? They should:
m Assist colleagues in understand-

Oncology Issues May/June 1997

ing the purpose and necessity for
accurate staging by managing
physicians.

8 Respond promptly and com-
pletely to follow-up letters.

m Solicit cooperation by office
staff to identify cases diagnosed
and treated in the office, i.e.,
facilitate casefinding for the
hospital registry.

m Assure that dictation of discharge
summaries contains complete
information on staging and treat-
ment planning for the full first
course of therapy.

m Most important, use the registry’s
data to improve patient outcomes
and efficiency of care.

How can registrars increase
productivity? First, each regist
must adopt a proactive approach to
providing unsolicited information.
Recognizing that every reportis an
opportunity for improvement, reg-
istrars should regularly analyze
referral patterns, resource utiliza-
tion, unusual case mix, and data
quality. They should provide regu-
lar analyses of outcomes—survival,
recurrence, appropriate workup,
standard treatment, time from
diagnosis to treatment, complica-
tions, length of stay, payer and
patient satisfaction—and compare
with other published databases
{benchmarking).

Second, registrars should partici-
pate in development of management
guidelines, care plans, point of care
reminders, and critical pathways,
These activities will improve out-
comes for tomorrow’s patient.

Third, abstracting procedures
can be streamlined by decreasing
the number of data elements col-
lected. Abstracting within two
months of diagnosis, rather than
the Commission on Cancer-required
maximum of six months, will pro-
vide current data for comparisons
and reimbursement negotiations.

Performance improvements can
then be implemented promptly.

Fourth, registry staff should
commit thirty minutes each day to
acquiring new skills and enhancing
established skills. Mastering updat-
ed software and applying new con-
cepts in health care to oncology
data management is a necessary
investment of time. Registrars
should be familiar with resources
that provide guidelines for patient
management by site and stage, giv-
ing routine feedback to clinical and
administrative staff when patterns
of care deviate from published
recommendations.

Finally, each registry must docu-
ment that it contributes more than
it costs by distributing data that
enhance oncology program growth
and profit margin. Examples might
include monitoring the e?fect of
“dnive-thru” mastectomies, radical
prostatectomies for advanced dis-
ease, unplanned readmissions after
routine colectomies, or decreases
in caseload from one or several
zip codes.

Cutting the cost of cancer care
is easy if compromised quality is
not an issue. However, quality care
is important, and registries have
the data to document high quality.
Historically, oncology has been a
leader in data standards and analy-
sis, The cancer registry is likely to
have the most thorough, complete,
and consistent database in the
hospital. It provides the only
systematic method to track out-
comes throughout the life of the
patient. Growth and profitability
of oncology programs, projected
to be the number-one product line
in American hospitals ﬁy the year
2000, mandate a solid foundation
of efficient, quality data manage-
ment, which a well-run registry
can provide, W
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