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FOREWORD I

The Louisiana Regional Medical Program (LRMP) has identified the need for a
state-wide tumor registry as part of its cancer program. The proper development of such
a registry system depends in part on iniormation about the needs and operations of those
local tumor registries which now exist within the state. The services of the Human
Resources Research Organization were secured to conduct a survey to gather this
information.

The survey was conducted during March 1970. Dr. C. Dennis Fink, Senior Staff
Scientist, HumRRO Division No. 1 (System Operations), was the principal investigator.

,Assistance and consultation services were provided by Dr. Mary A. Fink, Special Virus
Cancer Program, National Cancer Institute. During the planning and report preparation
phases of this study, consultation services were provided by Mr. Abraham Ringel, Division
of Regional Medical Programs. Health Services and Mental Health Administration,
U.S. Department of Health, Education, and Welfare. J

This project was supported by the Louisiana Regional Medical Program and It
performed at the request of the Cancer Commission of the Louisiana State Medical
Society. The Cancer Commision provided the travel and per diem funds for Dr. Mary A.
Fink.

This survey is in part a continuation of an earlier HumRRO study for the LRMP,
described in HumRRO Technical Report 69-101, Staffing and Training Requirements for
Tumor Registry Centers in the State of Louisiana, by C. Dennis Fink, January 1969.

Appreciation is expressed to the many people who provided valuable assistance and
information during this study. They include Dr. J.A. Sabatier, Jr., and members of his
staff of the Louisiana Regional Medical Program, Dr. Robert Ryan, Department of
Surgery, Tulane Medical School, and the tumor registry supervisors and secretaries,
medical records librarians, and hospital staff members and administratois. who were

* interviewed during this study.
. forIn particular, appreciation is due for the assistance provided by the two consultants

for this activity, Mr. Abraham Ringel and Dr. Mary A. Fink. Mr. Ringel, Division of
Regional Medical Programs, provided valuable information and reference material on the
establishment and operation of tumor registry systems, and also reviewed the question-
naire which served as an interview guide. Dr. Mary A. Fink assisted in the actual conduct
of the survey and reviewed the technical report.

Meredith P. Crawford
Pretient

Human Resources Rcsearch Organization



SUMMARY AND RECOMMENDATIONS

PURPOSE OF THE STUDY

The Louisiana Regional Medical Program (LRMP) has identified the need for a
state-wide tumor registry as part of its cancer progam. The purpose of this burvey was to
obtair suggestions regarding how this registry system should be designed and what
services it might provide. The study was sponsored by the Louisiana Regional Medical
Program and was performed at the request of the Cancer Commission of the Louisiana
State Medical Society.

PROCEDUR ES

Nine hospitals and clinics were visited by the survey team during the weeks oi
March 13 aid 20, and in-depth interviews were held with the supervisors and secretaries
of the tumor registry at each institution. At a number of hospitals, interested members of
the medical staff aad of the administration also were interviewed.

As an aid in collecting the interview data, a comprehensive questionnaire was
developed describing the various operations, services, and products of a registry. The
questionnaire was mailed to the supervisor of each registry with. a request that it be
reviewed before the visit of the survey team. During the interview the questionnaire was
used to guide the questioning sequence. Topicr covered during the interviews included:
(a) local interest in the establishment of a state-wide registry system; (b) services which a
central registry might provide to local registries; (c) degree and manner in which local
registries are utilized by' the medical staff; and (d) conditions under which the local
hospital would be willing to join the central registry system.

Portions of the report are also based, in part, on discussions with personnel of the
Division of Regional Medical Programs (DRMP) and on examination of various documents
prepared by the DRMP, the American Cancer Society, the California Tumor Registry, and
the Rocky Mountain Tumor Registry.

FINDINGS

The major findings of the survey are as follows:
(1) Seven hospitals and community registries were identified as being prime

candidates for incorporation into the initial state-wide registry system. Taken together
these registries account for the treatment of approximately 4500 of the estimated 9500
new cases of cancer per year within the state of Louisiana.

(2) The interviewees expressed a preference for oiganizing the initial registry
system to include most of the various medical regions existing within the state, so that
comparisons could be made between regions, and so that subsequent expansion within
regions would be facilitated.

(3) The interviewees wete in agreement that the initial registry system should,
if at all possible, contain representatives of the various types of private and public
hospitals existing within the state.

(4) Tumor registries now in existence throughout the state employ somewhat
different criteria for selecting those cases to be incorporated into the registry. In
addition, some registries do not include out-patients. Agreement would have to be
reached among the participating hospitals regarding what information to include in the
registry system.

! !



(5) Generally speaking, tumor registries are little used by the medical staff; in
particular, the annual reports seem to be of little value. The need for providing useful
services in establishing a tumor registry system, and of convincing the medical staff at
each hospital of the advantages to be gained from utilizing the system was empha.-ized.

(6) A desire was expressed for training workshops for registry personnel.
However, it was pointed out that most hospit-als do not provide travel and per diem
funds for tumor registry personnel.

(7) The problem of maintaining medical record confidentiality was emphasized.
Most interviewes expressed a reluctance to provide patient and physiciai identi'ication
to a central registry.

(8) Considerable concern was expressed over the manner in which the registry
system would be financed after the initial years of funding by the DRMP. The need was
expressed for a sound long-range financing plan, along with a plan for providing financial
assistance to those small hospitals which othei-wise night not be able to join the registry
system.

RECOMMENDATIONS

The major recommendations of the study are as fo lows:
(1) The Tumor Registry system established should initially be specifically

oriented to providing the services that would be most highly valued by the local
uscrs--the individual physician and the Tumor Committee for each hospital. To stimulate
use of the system, these potential users should be carefully identified, and their needs for
information and for particular services should be ascertained. In addition, means should
be -mployed to educate users to obtain maximum benefit from the system, and proce-
dures should be developed for periodic study of whether the registry is being used as
en-,isaged, and, if not, reasons for low utilization.

(2) A Planning Committee should be established, consisting of 10-12 people
and including representatives of t,- Cancer Commission, Louisiana Regional Medical
Program, and hospital and community registries that are potential participants in the
initial registry system. This Planning Commission should make decisions regarding such
elements as:

(a) Activities to be performed in the central registry and those to be
performed in peripheral registries.

(b) The amounts and kinds of services to be provided by the central
registry to serve as a basis for establishing costs, ctaffing, and so on.

(c) The information and reports to be provided by the central registry.
(d Procedures for assuring confidentiality of information.
(e) Procedures for continually assessing services and reports and modifying

them when appropriate.
(3) The system established should consist of three varieties of components: the

ceatral registry, community registries, and peripheral or local registriii. The system
should be conceived with community registries serving as the core to the system.

(4) Functions performed by the system components should be:
(a) Selection of cases by personnel of the peripheral registry. As a last

resort this could be performed, all or in part, by the community registry.
(b) Abstracting of cases by personnel of the peripheral registry. For

smaller hospitals the community registry could perform this activity.



(c) Coding of abstracts by community registry personnel. "Y
(d) Maintenance of local files by personnel of the peripheral registry. At

smaller hospitals the community registry could perform this activity.
(e) Statistical analysis by the central registry.
(f) Interpretive reporting and the preparatiox; of annual reports for partici-

pating hospitals by the central registry.
(g) Patient follow-up by all three units of the registry system, the exact

work-sharing arrangement to be establislied by agreement between the local hospital, the
community registry, and the central registry. Patient follow-up consists of several differ-
ent activities, each of which can best be performed by a different unit of the registry• system.

(h) Training of peripheral registry personnel by the community registry

with assistance from the central registry.
(i) Processing of requests from and inputs to peripheral registries by the

community registry.
() Provision of information for and assistance to state and region-wide

educational, research, and other types of programs relating to cancer by the central
registry.

(k) Provision of capability to store, retrieve, and process information by
the central registry. A

(5) Special attention should be given to two problems of concern to personnel
currently involved with tumor registry-funding and confidentiality of records.

(a) Initially, funding to establish a registry system would be provided by
th2 federal government. Such support, however, is programed to be gradually withdrawn
beginning three to five years after the system has been established. In order to ensure
continuing financial support for the tumor registry system, it is essential that the system
establish itself as an important and useful medical tool for local users-mainly the
individual physician and cancer committee of the local hospitals. It is, therefore, espe-
cially critical that mechanisms be provided to identify needs and educate users oit a
continuing basis. Hopefully, by this means the value of the system would be obvious and
doc-nentable, a condition which should increase greatly the probability of obtaining
nonfederal funds for the continued support of the system.

(b) Maintaining confidentiality of patient records was of great concern to
those interviewed. While this could be managed by coding in such a way that only the
local hospital could identify patients, such coding would make it impossible for the
registry to perform certain important functions (e.g., records could not be screened for
duplication, to identify patients who had been to raore than one hospital, and data
would thereby be inflated beyond the actual number of cases; the central registry would
not be able to aid in follow-up search or xcreen the file in terms of death certifications).
It is critical that appropriate safeguards be established to ensure confidentiality and at the
same time permit the system to perform needed functions for the local users.

(6) Initial participants in the registry system should include at least one
representatie from each of the seven health regions of the state; this would allow the
system to be extended readily into a complete, state-wide registry system.

vii
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Chapter 1

INTRODUCTION

BACKGROUND AND OBJECTIVES OF SURVEY

The Louisiana Regional Medical Program (LRMP) has identified the need for a
state-wide tumor registry system as part of its program to make improved care for cancer
available to the people of the state. This effort, sponsored by the Division of Regional
Medical Programs (DRMP),' is part of a national program to upgrade medical care in the
areas of heart disease, cancer, stroke and related diseases (Public Law 89-239).

Effective planning and development of such a registry system depends in part on
obtaining information about the -needs and operations of those local tumor registries
which now 'exist within the state, and their willingness to cooperate in establishing a
state-wide registry system. To gather this information, the Human Resources Research
Organization was asked to conduct a survey at tumor registries within the state which are
prime candidates for incorporation into the initial state-wide tumor registry system.

This survey of registries was conducted at the request of the Cancer Commission of
the Louisiana State Medical Society. It is this commission which would have the
responsibility for overseeing the development of the registry and therefore would use
much of the information developed as a result of this survey.

The purpose of this survey was to obtain information that could be used as guidance
during the design of the proposed state-wide tumor registry for Louisiana. The specified
objectives of the survey were:

(1) To identify the appropriate types of registry to be located in peripheral
areas in order to effectively dovetail with a central state registry in P mutually satis-
factory and complementary fashion.

(2) To determine the most feasible type of data collection system to be used
in peripheral registries.

(3) To determine how local (peripheral) registries can best be set up to serve
the needs of the local physician.

APPROACH

The survey team, during the weeks of March 13 and 20, 1970, visited nine hospitals
and clinics and conducted in-depth interviews with tumor registry personnel, and with
other hospital personnel as appropriate. Discussions were also held with members of and
consultants to the Louisiana Regional Medical Program, and information was gathered on
the operations, services, and products which typify existing registry systems involved in
the cancer care programs.

Findings were then developed on the basis of the information and suggestions
obtained, and these were used as a basis for suggesting concepts and procedurms t.- serve
as guidance in designing and developing a state-wide tumor registry system.

1 Health Services and Mental Health Administration, U.S. Department of Health, Education, and
Welfare (HSMHA, DHEW).
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Sources of Information

Persons irtiriewed at the nina hospitals visited during the survey included the
supervisors of tumor registries, tumor registry secretailes, modical record librarians, and
interested members of the hospital administration and medical staff. The institutions
visited were:

Sara Mayo Hospital, New Orleans
Touro Infirmary, New Orleans
Charity Hospital, Lafayette
Baptist Hospital, Alexandria
Mother Cabrini Hospital, Alexandria
Confederate Memorial Hospital, Shreveport
St. Patrick's Hospital, Lake Charles
Obstetrics and Gynecological Clinic, Baton Rouge
Earl K. Long State Hospital, Baton Rouge

Discussions and conferences were held with the following persons In various
positions of responsibility in connection with the regional medical and cancer registry
programs:

Dr. J.A. Sabatier, Jr., Director, Louisiana Regional Medical Program, and
members of his staff.

Dr. Robert Ryan, Department of Surgery, Tulane Medical School.
Abraham Ringel, Operations Research and Systems Analysis Branch, Division of

Regional Medical Programs (HSMHA, DHEW).
Valuabie information and suggestions also were obtained from the following sources:

A review of the literature and reference material on tumor registries developed
by the American College of Surgeons and the American Cancer Society.

A review of material prepared by the California Tumor Registry.
A review of material prepared by the Tumor Registry System sponsored by the

Inter-Mountain Regional Medical Program.
A review of material prepared by the Division of Regional Medical Programs.

Survey Methods

As an aid in collecting the in-depth interview data from staff members at the nine
hospitals visited, a questionnaire was developed describing the various operations, services,
and products of a registry. The ")ersons interviewed were asked to indicate their interest
--in the various services and products and to express a preference for the various alternative
ways in which these might be provided. -... ....... .

Because of the length of the questionnaire it was not feasible for any particular .
individual to answer all of the questions. Rather, a questionnaire was mailed to the
supervisor of each registry with a request to scan the content prior to the visit of the
survey team. During the interview the questionnaire was then used to guide the sequence
of the discussion. Comments of the respondents were summarized and recorded by the
interviewers.

The major topics covered during these interviews included:
* Local interest in the establishment of a state-wide registry system.
" Services which a central registry might provide to local registries.
" Degree and manner in which local registries are utilized by the medical staff.
" Conditions under which the local hospital would be willing to join the

central registry system.

4



Contents of Report

This report presents a distillation of the suggestions offered by the persons inter-
viewed during th,3 survey, and of the conclusions reached by thp survey team on the basis
of the interviews. Also incorporated are suggestions based in part on discussions with
DRMP personnel and on examination of documents prepared by the DRMP, the
American Cancer Society, and established registry systems.

General background information on regional medical programs and tumor registry
functions is presented in the remaining pages of Chapter 1. The findings and conclusions
are summarized in Chapter 2, and certain aspects are discussed in greater detail in
Chapt-ers 3 and 4.

Regional Medical Programs and Cancer Registry Activities

To indicate the relationship between regional medical programs and cancer registry
activities, material has been adapted or quoted from two documents, Guidelines: Regional
Medical Programs (17) and The Cancer Registry (15), both prepared by the Division of
Regional Medical Programs. Persons interested in the establishment of tumor registries
and tumor registry systems should study these two important documents.

Rtegional Medical Progras.. "Public Law 89-239, inacted on October 6, 1965,
authorizes the establishment and maintenance of regional medical programs to assist the
nation's health resources in making available the best possible patient care for heart
disease, cancer, stroke, and related diseases. Through a system of grants the law attempts
to provide the means for conveying to medical institutions and the professions the latest
advances in medical science for the prevention, diagnosis, treatment, and rehabilitation of
patients afflicted with these diseases. The grants assist in the establishment of regional
cooperative arrangements among medical schools, research institutions, hospitals, and

other medical institutions and agencies to achieve these ends by research, education, and
demonstrations of patient care." (15) The object of this Act "is to influence the present
arrangements for health services in a manner that will permit the best in modern medical
care for heart disease, cancer, stroke, and related diseases to be available to all." (17)

Development of Comprehensive Programs. "The cancer program of a regional meli-
cal program, as with PI; o.perational programs, should be comprehensive and cohesive. The

4 decision to engage in cancer registry activities should be made only after the region has
carefully considered the purpose and use of cancer registries within the total cancer
program of the region." (15) As an example, a regional program may recognize that the
more effective approach in cancer care would be to consider the total problem of the
trea ment of cancer patients within the region. This broadened view permits considering
the total array of resources within the region in relation to a comprehensive program for
the identification of and. for the care of cancer patients. Thus, what was a concern of
individual hospitals about how to identify and manage cancer patients is transformed into
a project or group of related projects with much greater potential for effective and
efficient utilization of the region's resources to improve patient care.

Program Evaluation Criteria. The success of a region in implementing a compre-
hensive program for cancer is juaged by the degree to which it can be demonstrated that
the regional program has implemented seven essential elements of a regional medical
program. These are:

0 Involvement and commitment of individuals, organizations and institutions.
' Identification of needs and opportunities.
9 Assessment of regional resources.
o Definition of objectives.
* Establishment of priorities.

5



.* Implementation of operational proposals.
* System for evaluating effectiveness of program.

Ultimately, the success of any regional medical program must be judged by the extent to
which it has assisted the providers of health services in developing a system which makes
available to everyone in the region improved care for heart disease, cancer, strokes, and
related diseases (17).

Relation Between Registry System and Comprehensive Program for Cancer. The
development of a tumor registry system for Lu..isiana is one aspect of the comprehensive
cancer program to be developed for the state. This includes the preparation of a plan for
establishing and operating a state-wide tumor registry system, clearly specifying the
relevance of the objectives, products, and services of this system to the comprehensive
cancer program for the state.

The decision of the Division of Regional Medical Programs to provide financial
support for a proposed registry system depends in considerable measure on the relevance
of the proposed system to the overall cancer program for the region. A list of questions
to be considered by the DRMP when evaluating proposals for support of registry
activities (Appendix) is indicative of the nature of the decisions that will need to be made
during the planning of a registry system for Lcuisiana.

FUNCTIONS SERVED BY TUMOR REGISTRIES

Types of Registries

registries, epidemiological registries, and special purpose registries (1). The registry at

Charity Hospital, New Orleans, is a hospital evaluation registry with participation by the

End Results Program; all other registries within the state are of the "evaluation" variety.
The registry types may be characterized as follows:

* Hospital evaluation cancer registries collect information about all cancer
patients at a particular institution. Such a registry can provide information that can be
used by the hospital administration and professional staff to assess the effectiveness of
their treatment of cancer patients. This is the type of registry existing at most hospitals.

* Epidemiological registries collect information about the prevalence and
incidence of cancer. They assemble large volumes of data that can be used to make
various types of statistical comparisons. With rare exceptions, most hospitals and com-
munities could not afford or could not make appropriate use of such a registry.

* Special purpose registries collect information on one aspect or form of
cancer. For example, there may be bone tumor registries, oral registries, and
gynecological registries. Such registries may be very useful for a special type of clinic or
for medical specialty groups. For the typical hospital, however, their scope is too
restrictive.

The central registry established for Louisiana should be designed primarily to
support hospital evaluation cancer registries. To a limited extent the central registry could
serve as an epidemiological registry in that it would collect data on the ircidence, type,
and efficacy of cancer treatment within the various regions within the state.

Major Purposes

The four major purposes of a tumor registry, as viewed by the American Cancer
Society (1), are listed below. These purposes apply equally well to a local registry or to a
state-wide registry system, although they are not likely to receive equal emphasis. While



formulating plans for establishing a registry, the planning group must decide which of
these purposes will be emphasized initially. The four major purposei are:

1. Qvality control in diagnosis and treatment
lReport on sites and stages

reatnent:
jrr,.Rates

b, Mrtality :"

F•. c. Morbidity
nd Results

2. Follo v-up :

Detection of treatable disease:
a. Local recurrences
h. Regional metastases
c. Isolated remote metastases
d. New neoplasms

liation of untreatable cancers.
Accumulation of time-mortality data for the assay of end results.

3. Education
F ledback of quality control data to hospital staff with comparisons
Ito other institutions.

Resident and undergraduate student training in natural h"story and
treatment of cancer.

4. Research
Case location
Clinical-pathological-mortality correlations
Epidemiology
Other

UJ
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Chapter 2

ESTABLISHMENT OF A TUMOR REGISTRY SYSTEM
FOR THE STATE OF LOUISIANA

This, chapter summarizes the findings from the survey and related information.
gathering activities, presented in the form of coordinated suggestions for the estab'ish-
ment of a state-wide tumor registry system. The two final chapters of the report deai in
more detail with some aspects of the problems to be solved, and with the activities and
products projected for the system.

This summary section includes: (a) a conceptualization of the objectives and chirac-
teristics of the initial stage of the state-wide system, in terms of the services t, be
provided and the proposed structure of the system; (b) the major steps to be taken to
establish the system; (c) a summation of the basic capabilities the system must have; (d) a
discussion of the allocation of responsibilities within the organizational structure of the
system; (e) a discussion of the findings with specific reference to the three objectives of
the survey.

OBJECTIVES AND CHARACTERISTICS OF
INITIAL STATE-WIDE REGISTRY SYSTEM

Services to Be Provided

Service-Oriented System. Tumor registries will be useful to the extent that they
provide valued information and services. Unfortunately, many individual tumor registries
and some tumor registry systems are not heavily utilized and indeed may be producing
information and services of doubtful value. The Louisiana registry system should be
strictly service-oriented. Its general goal should be to bring about an improvement in the
early diagnosis and treatment of cancer patients, by providing information and services to
individual physicians, hospital administration and committees, and local, regional and
state level public health and other medical agencies'and societies.

High-Priority Services. A new registry system cannot hope to provide all of the
desirable services. Rather, the objective initially should be to provide those services that
have the potential for making the greatest impact on the medical community in the care
of cancer patients. Services should be selected which (a) can be utilized by the largest
number, (b) are high-priority services as judged by potential users, and (c) can be pro-
vided in a relatively economic fashion fairly soon after the registry system is established.

Services for Multiple Type, of Users. The registry system should seek to identify all
groups and individuals who could use the registry system, and then determine the
information and the services that would be important to the various potential users and
that could be provided without disproportionately high expense. The registry system
should be aggressive both in determining how it can be of service and then in providing
educational information describing how these services can best be utilized.

Analysis of Services and Inforntion Outputs. Tumor registries have a tendency to
provide "nice to have" as opposed to "need to have" services and information. Therefore
each proposed service and output should be analyzed in terms of how it is related to the



improved care of cancer patients. For each service and information output of the system
one should be able to provide the following:

(1) A clear and substantiated description of potential users.
(2) Evidence of (a) a need on the part of a large percentage of one or more

types of users, or (b) a high-priority requirement for a small group of users.
(3) A clear indication of how it can be used to improve, to modify, and/or to

increase understanding of the handling of cancer patients. .

Proposed Structure of System

Small Number of Initial Participants. The initial regtry system should be composed
of a small group of hospital and community registries supported by a central registry.
The system should remain small and easily manageable until it is operating smoothly.
Then, additional hospital and community registries can be added. At a maximum, two
years should be sufficient to establish a smoothly operating model registry system.

Decentralized Operation. With respect to the operation and the staffing of the
regi,y system, every effort should be made to decentralize registry activities while at the
same tirme maximizing the use of full-time tumor registry personnel. This could be done
effectively by organizing the registry system so that individual hospitals are supported by

community registries which in turn are supported by a central registry (this approach will 1\
be discussed more fully later in this section). In this way the registry system would be
decentralized, with one or two representatives functioning at the community It vel. These
community level people would be able to assist in or perform much of the tumor registry
work at small local hospitals while the larger local hospitals could employ their own full-
or part-time tumor registry persons. The goal would be to have pcrsons employed at the
community and individual hospital level working on registr* activities at least one-half
time; in this way they would have an opportunity to rapidly acquire and successfully
maintain the skills and knowledge required to operate a tumor registry.

Types and Characteristics of Initial Participants. The initial participants in a registry
system should be chosen carefully since it is these participants who must plan and
implement the system. They should be representative of certain types of hospitals and
tumor registries, and possess certain characteristics:

(1) Representative of both public and private hospitals. Every effort should be
made to secure the early participation of both private and publ hospitals and to provide
both types with strong representation on the goverhing body M,, e registry system.

(2) Representative of both individual hospital an community registries.
Community registries have considerable merit and their early p icipation in a stath-wide
system might lead other communities to establish teir own com unity registries.

(3) Be widely distributed throughout the area to be covered by the registry
system. The state of Louisiana is divided into seven medical re ,ons; it would be well to
have as many of these regions as possible represented in the model registry system. When
the time came for system expansion there would be within each region hospitals and
persons who were familiar with the registry system operation and its value to the medical
community. Also, this distribution would allow a limited type of statistical comparison
among regions.

(4) A proven capability for operating their own registries. A central registry
system does not replace local registries. It can relieve local registries of certain portions of
their work load and can perform certain broader functions but, fundamentally, the
reliability and validity of the overall registry system is dependent upon the quality of
work performed at the local registries.

(5) A high interezt in tumor registries, and especially in the potential offeted
by establishment of a state-wide system. The fact that a hospital operates a tumor
registry does not necessarily mean that the hospital staff is interested in or will actively

9



support a state registry, or even that they make optimum use of thr.ir own registry. Other
hospitals may be interested but, for a variety of reasons, may be reluctant to join a
state-wide system. It may be better to invite such hospitals to join the registry some time
after it has been established and has had an opportunity to demonstrate its value.

(6) Be capable of providing partial financial support for local registries. It
seems appropriate to ask each hospital and/or community to contribute financially to the
operation of its own registry. However, it is contemplated that the local hospitals and
community registries would not b, required to incur expenses beyond those they
currently incur in operating their individual registry. Participants would be reimbursed for
expenses they incur in support of the central registry system. Registry financing will be
discussed in detail later in this report.

(7) A willingness to cooperate and to arrive at a set of common forms and
procedures. It is essential that registry participants agree on the use of a common abstract
and common rules for abstracting the medical records of cancer patients. Also, they must
reach some agreement rogarding the types of services which the registry wili provide and
the manner in which these services rill be provided. A spirit of cooperativeness and the
willingness to engage in a bit of trial and error are essential.

(8) A willingness to participate in registry system planning sessions. The initial
registry participants would have the opportunity jointly to determine those services which
the registry system should provide and the operating procedures for the registry. A
limited number of planning sessions would be necessary to make the required decisions
and to approve of the operating procedures for the central registry.

Suggested List of Initial Registry System Participants. On the basis of discussions
with administrative personnel, tumor committee members, and tumor registry secretaries
at the various hospitals visited during the survey, it is recommended that the following be
invited to participate in the model state-wide registry system:

Charity Hospital, New Orleans I
Charity Hospital, Lafayette

Touro Infirmary, New Orleans
Baptist Hospital, Alexandria
Mother Cabrini Hospital, Alexandria
St. Patrick's Hospital, Lake Charles
East Baton Rouge Parish Tumor Registry (under development)

It hac been estimated that 9500 new cases of cancer occur yearly within Louisiana.
The above hospitals and community registry system collectively account for treatment of
approximately 4500 of these cases. The group includes both public and private hospitals,
and represents most of the state's medical regions.

MAJOR STEPS IN THE ESTABLISHMENT OF A TUMOR REGISTRY SYSTEM

The intent in this section is to record some of the commonly expressed thoughts
regarding the steps which should be followed and the problems which must be sur-
mounted before a registry system can become operational.

Selection of a Sponsor for Planning Activities. Some agency must accept the
responsibility for instituting and coordinating the many planned activities that must occur
during the establishment of the registry system. This agency should have an obvious
association with cancer problems, 'be int4:r,'sted in the establishment of a tumor registry
system, and be capable of eliciting the cooperation of the medical societies ar-i organiza-
tions within the state. It would seem most appropriate that the respons 'iity for
overseeing the planning of a Louisiana tumor registry system be given to th-, Cancer
Commission of the Louisiana State Medical Society.
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Formation Lf a Planning Committee. This committee probably should be limited to
10 to 12 persons. In addition to representatives from the Cancer Commission and the
Louisiana Regional Medical Program, it would includa representatives from the hospitals
and community registries that are potential participants in the model registry system. A
highly ruitable group of participants would be the pathologists who are currently
overseeing tumor registry activities at the various hospitals within the state; it should be
recognized that these persons are extremely busy and special schedules or weekend
confrences might have to be arranged to permit them to take part. Also, it would seem
appropriate to rotate the planning sessions throughout the various potential participating
hospitals, or else hold the sessions at Baton Rouge or Alexandria. To. assist the planners,
the Cancer Commission's tumor registry consultant and cor.sultants from the Division of
Regionl Medical Programs shot,.d be invited.

Utilization of Information Sources. Information is available from a wide range of
sources to provide guidance and working materials for use by those persons having the
responsibility for designing a registry system. The references listed in this report provide
quite detailed descriptions of the operations and potential reports and services of a
registry. In addition, most cancer registry systems have prepared a variety of manuals and
reports which describe the operation of their registry and the products and services which
#hey offer. In some instances documentation exists for the various computer programs
developed by these registry systems. A library of cancer registry information is being
developed by Mr. Abraham Ringel of the Opert; ions Research and Systems Analysis
Branch of the DRMP; persons helping to design a registry system might wish to visit the
DRMP and study the material contained within this library.

M jor Decision Areas Which Must be Covered by the Planning Committee. The
decision areas listed below will be topics for special discussion within this report. These
areas are:

(1) The relationship between the central and the peripheral registries. Decisions
must be made regarding the various activities and services which will be performed at the
central and at the local level, and how these two registry levels will mutually support one
another.

(2) Op.r'.ional estimates for the services to be provided by the central regis.
try. Once the services have been tentatively selected, other specialists can translate these
services into staffirg requirements, equipment requirements, facility requirements, plans
of operations, and cost estimates. This information can then be used by the committee to'
re-evaluate their list of tentative services and to make appropriate additions or deletions.

(3) Information and reports to be provided by the central registry. In addition
to the variety of services which the central registry might provide, it also cen take on
much of the statistical reporting for the participating registries. The various types of
reports to be produced and especially the information to be incorporated into these . -

reports should receive very special attention.
(4) Procedures for assuring confidentiality of information. It is mandatory that

measures be taken to ensure that only authorized individuals have access to registry data.
Many of the people surveyed recommended that names of patients, physicians, and
hospitals be coded at the local level so that such persons and organizations could not be
identified without a special code known only to the physician or hospital submitting the
entry. The advantages and disadvantwg.s of this particular procedure are discussed later.

(5) Procedures for modifying registry services and procedures. It must be
assumed that the initial set of registry services and reports will not be to the complete
satisfaction of all participating hospitals. Therefore, means must be provided for con-
stantly reassessing these services and reports and modifying them when appropriate.
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CAPABILITIES REQUIRED OF THE REGISTRY SYSTEM

Capability of Preparing Accurate and Complete Abstracts. The data that are the
basic element in a tumor registry system come from abstracts of the medical records of
cancer patients. Therefore, the prime requirement is for an organizational entity that will
be responsible for the preparation of accurate and complete abstracts.

If at all possibkc, these abstracts should be prepared by tumor registry per-
sonnel working within fae tumor registry of each participating hospital. Most larger
hospitols will have a tumor registry and therefore will have personnel capable of selecting
and abstracting the records of cancer patients. At smaller hospitals, personnel from the
medical records department can select the appropriate records, and if need be, persons
from a community or central registry can prepare the abstract. Whatever the procedure
followed, the essential requirement is that (a) each participating hospital be capable of
selecting those records that should be incorporated into the tumor registry system, and
(b) some reliable means be provided for obtaining an accurate and complete abstract of
these records.

Capability of Processing Abstracts at a Central Level. The second requirement of a
registry system is to be able to procesb abstracts at a central level. Fundamentally, this
involves having the procedures, facilities, and personnel for processing the data from the
abstracts and for storing and retrieving these data. The abstracting and coding can-
depending on local circumstances-be done by the participating hospital, by community
registry personnel, or by the central registry. The storing, retrieving, and statistical
processing of the data are best performed at the central level because of the need for
statistical expertise and for employment of special automatic data processing equipment,
and because it is this kind of processing that provides a comprehensive picture within a
region or state and permits comparisons within and between regions.

Capability of Providing Useful Outputs and Services. A third prime requirement of a
registry system is for procedures, facilities, and personnel for providing the participating
hospitals with useful data, reports, and services. The registry system should be capable of
relieving the participating hospitals of a certain portion of their work load and of
providing these hospitals with reports and services they would not otherwise have.

Organizational Flexibility. There are a number of equally appropriate ways to
organize a tumor registry system, and most of these alternatives car exist side by side
within the overall system. As discussed in detail in the following section, a registry
system can be composed of participating hospitals, community registries,. units of a
central registry working at the community level, and the central registry. There are
certain work activities, services, and products that should be performed or produced by
the central registry, but there are many activities that can be satisfactorily performed
either by the participating hospital or by some other unit of the total system. It is
especially important that each participating hospital be allowed to operate all or any
portion of its own tumor registry. The only mandatory requirement is that each
participant establish procedures for assuring that copies of all cancer patient record
abstracts-however they may be prepared--are forwarded to the central registry.

ORGANIZATIONAL STRUCTURE AND RESPONSIBILITIES

Participating Hospitals and Their Respznsibilities

A registry system contains only two essential organizational units--the participating
hospitals and the central registry unit. Each participating hospital must contain either a
tumor registry or, at a minimum, that portion thereof w~hch is concerned with the
selection of records for incorporation into the registry system.
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The basic responsibility of the participating hospital is to select those recczis which
should enter the registry system. (In most instances the hospital also will wish to abstract
its own records, but it is at this point that selection of alternative procedures can begin.)
An associated responsibility is for each hospital to take the steps necessary to insure that
its medical records are complete and clear, and that they are forwarded to the records
department within a reasonable time after patient discharge. Obv4ously the degree to
which accurate and complete abstracts can be prepared is directly proportional to the
quality of the records being abstracted.

Central Registry nnd Its Responsibilities

The first responsibility of the central registry ,mit is for processing the abstracts to
permit retrieval of information and to produce statistical reports. In addition, the registry
should be responsible for providing those serices (training, consultation, abstracting
assistance, etc.) that are desired by the participating hospitals. In addition to its inter-
action with individual hospitals, the central registry can draw on data resources on a
regional or state-wide basis and thereby provide information--and interpretation-that
could not be produced by an individual hospital.

Community Registry Options

Two types of "optional" units can exist within a registry system-a community
registry, and a version of a community registry that is a work unit of central registry
rvpresentatives located at the community level. The establishment of community registries
should receive careful consideration, both by the hospitals within a given community and
by the developers of the state-wide iegistry system. Such community units can serve as
middlemen between the participating hospital and the central registry--allowing for the
decentralization of the state-wide system, and providing a means for the participating
hospitals in a given community to share personnel and facilities.

"Locally Owned" Community Registry. In the type of community registry that is
operated and supported by the hospitals of the community, the actual arrangement
between a community registry and each participating hospital can be quite flexible. For
one hospital, the community registry might take on the complete operation of the
registry activities. At a second hospital, community personnel might abstract the cancer
patient records and forward them to the central registry. For a third hospital, the
community registry might participate actively in patient follow-up activities. It would be
helpful if a standard relationship existed between the several participating hospitals and
the community registry, but this is not essential. What is essential is that a clear
agreement exists, for each participating hospital, regarding what information it will
provide to the community registry, and what portion of its registry work load will be
performed by community registry personnel.

"Cen-"aEy Owned" Community Registry. It is possible also for the central registry
to provide one or two representatives at the community level who would act as
consultants to and assume certain portions of the work load for the community hospitals.
These persons could relieve small participating hospitals of most of the work involved in
the operation of an individual registry,

An important advantage to community registries is the opportunity to utilize
full-time tumor registry personnel. At many hospitals the case load of cancer patients
does not warrant the employment of a full-time or even a half-time tumor registry
secretary. The result can be that tumor registry work is performed by someone from the
medical records department and is often a responsibility "in addition to other duties." In
the case of community registries or central registry representatives at the community
level, people can be provided who work full-time on tumor registry activities. Therefore,
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training expenses for such people can more easily be justified and there is more assurance
that they will maintain their tumor registry-related skills and knowledges.

Provision of Statistical Capability

It is doubtful whether an individual participating hospital or even a community
registry would have a work load that would ,justify having its own data processing
equipment and facilities. Even a state-wide system will not require extensive ADP
facilities unless it has an on-line analysis capability (a capability which as yet no registry
system does have). If at all possible, the central registry should utilize the computer
facilities of some state or public health agency. If need be, time could be rented from a
private data processing service organization.

This is a major reason why community and hospital registries can most efficiently
delegate their data storage, retrieval, and processing to a central registry. The community
registry, however, should play an active role in helping the participating hospitals
formulate requests to the central registry and in interpreting informational outputs and
reports from the central registry.

It is not enough to collect and incorporate data into the tumor registry records. This
information is of no value until it has been appropriately processed and interpreted. It
would nut be difficult to generate various types of frequency count and statistical
analysis or summary reports capable of interpretation by knowledgeable statisticians.
However, most physicians and other users of registry data will not have the time nor the
training required to interpret data presented in technical statistical form. Rather, such
data should be presented in a clear and meaningful fashion and be accompanied by a
straightforward interpretation.

This means that a central registry should be staffed by at least one statistician-
analyst. This specialist would be responsible for analyzing the information requirements
of the users of the registry and for assuring that the reports prepared for these users are
in a meaningful, readable form. A constant search slhould be made for Ways to process
and present the data in new and valuable configurations. A continuing effort should be
made to discover new ways for the registry to support a comprehensive cancer program
of the state.

RECOMMENDATIONS RE SURVEY OBJECTIVES

In this section, materials especially relevant to the specific objectives of the
consultant survey are discussed.

Objective (1): To identify the appropriate type of tumor registry to be located in
peripheral axeas (outlying hospitals and medical community areas) in order
to dovetail effectively with a central state tumor registry in a mutually
satisfactory and complementary fashion.

Community Registries as Key Unit. The advantages and disadvantages of various
organizational units and arrangements have been discussed, and the need for flexibility
stressed. It is recommended, however, that the state-wide registry system be designed
around the concept of community registries.

Roles of Community and Central Registry. The abstracting and coding activities now
performed at individual hospitals could be performed by one or two full-time persons
attached to a community registry. It is suggested that each participating hospital-
designate a person from the Records Department to select the records and to maintain
the tumor registry files within that hospital.
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The community registries would be supported by a central registry which
would provide computational capabilities and would prepare all reports and listings. One
or two statistician-analysts should be attached to the central registry. Also, the central
registry would provide special services such as training community registry and partici-
pating hospital personnel.

Within any 'community the following three options should be considered and
any one or more implemented as appropriate.

Option No. )-For a large hospital (300 beds or more) with a considerable
volume of cancer patients. A complete tumor registry coLld exist at the hospital with a I
tumor registry secretary performing all of the typical regihtry activities, with the excep-
tion of coding the abstract and preparing annual reports. The secretary would prepare the
abstracts and forward them to the community registry or to the central registry where
they would be coded and incorporated into the central registry system.

Option No. 2-For medium sized hospitals (150-300 beds). A person within the
medical records department wotld be responsible for selecting appropriate cases for the
tumor registry. Periodically, someone from the community registry would visit the
hospital and abstract and code these records. The participating hospital would maintain
its own registry files. As desired, the community registry could assist in or assume
responsibility for patient follow-up.

Option No. 3-For small hospitals (150 beds and under). Community registry ;1
personnel would assume the responsibility for operating all aspects of the participating
hospital's registry, to include. maintenance of registry files. S.meone at the hospital
would be taught how to select the appropriate records. 4

Objective (2): To determine the most feasible type of data collection system to be used
in peripheral registries.

No Special Data Collection System Required. It is feasible to use remote
input/output devices which transmit data over telephone lines to a central computer. The
remote I/O units are used to input data into and to obtain information from a central
storage and retrieval device. Assuming the establishment of registries at the community
level, it does not seem necessary to link each participating hospital in the community J
directly to the community registry or to the central registry, This approach would be too 4
expensive, and at each participating hospital one or more persons would have to learn to
operate the input/output devices.

Special Capability Expenses. It would be feasible to link each community registry with
the central registry using data transceiver equipment, but it is doubtful whether any benefits

* derived would justify the costs. The abstracts from the participating hospitals would be
coded at the community registry and sent by wire to the central registry where, with
appropriate equipment and procedures, they could be directly inputed into the registry
computer. Again, the major disadvantage to this possibility is one of costs-a key punch
capability would have to be established at the community level, equipment would have to
be purchased, and community registry personnel would have to learn how to use it.

Available Transmission Methods Adequate. It is not necessary that the initial registry
system employ data linkage equipment and procedures. This is a capability which can be
added to the system sometime in the future, if this addition seems to be warranted. For
the initial system, the transmission of information between all organizational units can be
done by mail, by couriers, or by telephone.

Objective (3): To deteimine how local (peripheral) registries can best be set up to serve
the needs of the local physicians.

Service to Local Physicians. It is the judgment of the author that the establishment
of community registries can best serve the needs of the physicians and medical
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organizations at the community level. In addition, there is a need to identify carefullythe potential users of the registry and to determine their information and service
requirements. For a variety of reasons, existing registry systems do not seem to serve wellthe needs of local physicians and medical groups. It is therefore recommended that one
of the primary responsibilities of a community registry should be to constantlyre-evaluate the services and products of the registry system by discussing with potentialusers the value and usefulness of these items and how they might be improved.
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Chapter 3

SPECIAL PROBLEMS IN ESTABLISHING A REGISTRY SYSTEM

FINANCIAL SUPPORT FOR THE REGISTRY SYSTEM

As might be expected, at most of the hospitals visited during this survey there were
numerous expressions of concern over the manner in which the tumor registry system
would be supported. Many naw medical programs initially are funded by the federal
government with the understanding that this funding gradually will be withdrawn over a
period of time. Theoretically, most new medical programs, assuming that they prove to
be of value, eventually should become self-supporting. The question is self-supporting by
whom? By the state, the participating hospitals, some organization such as the American
Cancer Society?

The initial establishment of the Louisiana registry system would be funded by the
Regional Medical Program. The general plan for financing the system calls for the use of
federal funds for a three-to-five year perid. After that, if present plans are not altered,
federal funds will be withdrawn gradually. Then operating funds, will have to be obtained
from the state, from charges to the patient, or from organizations such as the American
Cancer Society.

The proposal for developing the initial tumor registry system for the state of
Louisiana should address this funding problem from the outset. If it is to survive, the
registry system eventually must be supported by the various users. Ultimately this may
mean that the patients and organizations presumably benefiting from the registry may be
indirectly charged. It will be important, therefore, to demonstrate that whatever services
are provided by the registry are indeed of value.

Fundamentally, a tumor registry system is an information-exchange activity. The
value of its products lies both in the kinds of information that are gathered and the ways
in which the information can be used. During the establishment of the system, every
effort should be made toward planning activities and products that will demonstrate that
the system has helped to improve the quality of care provided to cancer patients.

Speaking generally, ther is one demonstrable product of a registry system that is
the essential n for the system being established-the provision of summary data that,
over time, contribute to the total picture of the incidence of cancer and the nature of
the medical gains in treating it. This product, however, is not one that can be hurried. It
seems to be the feeling of those who work in this field, such as medical researchers, that
data naed to be accumulated for five years or more before they reflect enough experience
to provide reliable evidence as to trends-perhaps in terms of documented proof of earlier
detection of certain types of cancer, or of a shorter eriod of time in which patients are
incapacitated under certain forms of treatment.

While these long-term data patterns are developing, however, there are more
immediate ways in which the registry system can be shown to te operating for the
benefit of the patient. For example, follow-up programs are of major importance in the
treatment of cancer, and a comprehensive and sustained program of follow-up work is an
activity peculiarly well suited to the facilities of a central registry system. The value of
such programs (which are discussed in more detail in Chapter 4) can be clearly demon-
strated in such terms as an increase, from one year to the next, in the percentage of
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patients with whom contact is maintained or restored through follow-up activities by the
registry system.

With respect to demonstrating the value of the system to participating hospitals, the
registry system should be designed so as to reduce, wherever possible, the work load at
each participating hospital which is associated with the maintenance of its own tumor
registry. By such activities as consolidating certain functions from several hospitals in a
single community registry, or providing quick information retrieval from automated data
storage in the central registry, effectiveness of work at the local hospital level might well
be improved with less time invested by the hospital staff. It would seem likely that such
a work load reduction at the hospital would be associated with salary or operational
savings that could in turn be allocated, in part, to the support of the central registry

• system.
~Several activities which should be undertaken in establishing a registry system could

be expected to increase the demonstrable value of the system by ensuring that its work is
pertinent to cancer care problems in the region. These activiLies include: (a) careful
identification of potential users of the registry; (b) development of means for educating
users how to obtain maximum benefit from the registry; and (c) periodic investigation of.
the reasons for non-utilization of the registry.

Identifying Potential Registry Users. Theie are many different types of physicians
and medical groups who could profit from the use of a tumor registry. These individuals
and groups need to be identified and their specific requirements determined. They
include the attending physicians, tumor committee for each hospital, hospital administra-
tors, educators, researchers, and community and state health agencies.

The initiai registry system should concentrate on providing services to the
individual physician and the tumor committee for each hospital. These two Voups are
most directly concerned with the management of cancer patients and are in the best
position to evaluate whether a registry and registry system are of value. Considerable
attention should also be given to the cancer information needs of community and state
health agencies. It is these agencies which might be in the best position to evaluate
whether or not the state should support all or various portions of the central registry
activities.

Educating the Users of Registries. It cannot be assumed that physicians and other
potential users of a registry do know of the existence of the registry or of how to use
the registry products and services to best advantage. As for any other medical tool,
physicians need to be taught how to use a registry. To some extent the use and value of
registries currently is being taught at Tulane Medical School. In addition, however, from
time to time central registry personnel bould prepare and distribute to physicians and . . .
medical groups within the state instructional material on how to use sme- particular
.output or service of the central registry.

Examining Non-Utilization of Tumor Registries. At numerous places in this report
there are allusions to limited utilization of tumor registries. At some hospitals tumor
registries are actively used. Unfortunately, at most hospitals and within a number of state
systems, only limited use is made of registries. Many reasons can be offered, but there is
little evidence to indicate what the "real" reasons are or what can be done to correct this
situation. In many respects, the problem seems to be a circular one in that many
potential users of a i-egist-y do not fully understand how to utilize the services and
products of the registry. And, it may well be that many of the products and services of a
registry are of much more limited value than registry personnel would like to believe.
There seems to be an obvious need for examining the manner in which cancer is
diagnosed and managed, for the purpose of more accurately identifying those items of
information that are useful to the attending physician and that can be provided by a
tumor registry.
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CONFIDENTIALITY OF TUMOR REGISTRY INFORMATION

Need for Maintaining Confidentiality. During the survey, many persons expressed
concern regarding the degree to which individual hospitals, physicians, and patierts could
be identified from central tumor registry data. Hospitals and clinics make every effort to
insure that patient medical records remain within the hospital and that the information
contained within these zecords is not divulged to unauthorized persons and organizations.
Means must be found-without compromising the objectives of the registry-to assure that
information contained within a central tumor registry would enjoy the same degree of
confidentiality as now exists within the medical records department and tumor registry of
the individual hospital.

Use of Identity Codes. The easiest way of assuring information confirentiality is to
devise procedures for coding that information which could be used to identify hospitals,
physicians, and patients.

The obvious advantage of an identity coding system is that it makes it
extremely difficult, if not impossible, for the central registry information to be used for
unauthorized purposes. The central registry information still could' be used to prepare
statistical reports and make statistical comparisons. In all probability, there would be
certain features of the summarized data (e.g., the cancer case load) that would identify
most participating hospitals to knowledgeable users.

Unfortunately, when patient and physician identities are coded it is not
possible for the central registry to provide many types of services and reports. For
example, the central registry could not perform a death clearance service (a service in
which names on death certificates are compared with those in the central registry to
identify registry entrants) or assist in the follow-up of patients or in the locating of
"lost" patients unless they know the names of the entries in the registry.

Another major disadvantage of identity coding is that the central registry can
no longer prevent double entries into the registry data bank. That is, a patient might,
over a period of years, be treated at two or morehospitals within the state, and each
h6spital would submit an abstract for this patient. The result is that the central registry
data would become invalid; the incidence and prevalence of various types of cancer
throughout the state would be inflated and to some extent differences among regions
within the state would be distorted.

For these reasons it is recommended strongly that all efforts be made to devise
procedures and suitable safeguards so that patient identity could be incorporated into
central registry information. To this writer's knowledge, all other central tumor registriez
have been able to overcome this particular problem. It might be well to solicit the advice
and counsel of the board of directors of a selected group of these registries.

Use of Both Names and Identity Codes. As a compromise solution it would be
possible to include in the central registry both the name of a patient and the code
assigned to that patient. As agreed upon by the participants, certain registry reports and
printouts would use codes to identify patients, physicians, and hospitals. When the
registry was performing certain types of follow-up activities or conducting a death
clearance search, the names of the patients would be employed.
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Chapter 4

OPERATIONS, PRODUCTS, AND SERVICES
OF A REGISTRY SYSTEM

Individual registries and registry systems have been in existence for some years, and
there is a considerable body of literature describing the operations of both local and
central registries and the services which they can provide. In this report no attempt is
made to describe these operations and services in detail, but this chapter contains brief
descriptions of typical or possible operations and services so that the reader can make a
preli'Ainary judgment about the interest and potential value of each service. More detailed
information can be obtained from one or more of the listed references.

In a large tumor registry a variety of activities occur, including: (a) selection of cases
for incorporation into the registry; (b) abstracting of medical records; (c) coding, for data
processing purposes, of medical record abstracts; (d) initiation of follow-up actions for all
active cases within the registry; (e) incorporation of follow-up information into registry
records; (f) preparation of reports; (g) maintenance of the registry files; (h) as required,
'training of new registry personnel; (i) supervision of registry personnel and operations.
Certain of these activities are most appropriately performed by local tumor registry
personnel, others should be performed in part or completely by the central registry, still
others can be performed either by the local tumor registry or by community registry
personnel. In the final analysis, who performs these activities and where they are
performed depends upon the judgment of each of the participating hospitals.

SELECTION OF RECORDS FOR INCORPORATION
INTO TUMOR REGISTRY

Procedures for Identifying Cancer Records. One of the important objectives of a
local registry is to provide the means for obtaining an accurate history of cancer cases in
s particular hospital. Therefore, procedures must be established for obtaining a complete
roster of patients with cancer. All in- and out-patient records should be reviewed and
those cases with cancer tagged and/or set aside for additional processing. In addition,
various procedures can be adopted for alerting the tumor registry that specific cancer
patients are undergoing treatment at the hospital and eventually should be accessioned -

into the tumor registry. For example, reports from the pathology, radiology, and other
laboratories could be sent routinely to the tumor registry secretary.

Possible Use of Contact Persons to Select Records. While it is a general practice to
have the personnel from the medical records department select the records that should be
incorporated into the registry, it would be possible to have one or more persons
associated with a community registry or the central registry who would periodically visit
a local hospital and select the records to be placed in the tumor registry. This would
involve screening all records received by the medical records department since the last
visit by the contact person.

The main advantage of this procedure would be to relieve medical records
department personnel of the added duty of identifying records of cancer patients.
However, this selection process does not take much time, assuming that the medical
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records department personnel are capable of recognizing those records dep'ling with
cancer. The disadvantages associated with this procedure include: (a) The participating
hospital must keep an account of those records not yet screened by the registry
personn,l; (b) the records would be handled twice (i.e., both the medical records depart-
ment at the participating hospital and the contact person would separately review them);
(c) at the time of each visit the contact person would have to be provided with work
space, and in many hospitals the medical recurds department is already overcrowded.

Of all the operational activities of a tumor registry, that of records selection
seems the one most appropriately performed by a designated tumor registry secretary or
by one or more persons of the medical records department. As required, a pathologist or
other knowledgeable member of the hospital staff could assist and advise in this selection
process. Contact persons should be used as a last resort.

PREPARATION OF THE TUMOR REGISTRY ABSTRAC'

Need for Accurate Abstracts. "The file of cancer registry abstracts is the most
important element in all cancer registry. programs. These documents enable the medical
staff to evaluate the overall cancer program in the institution. It is a concise summary of
the significant facts from hospital medical chart on the history, diagnosis,' and treatment
of every patieit's cancer." (1) The Tumor registry abstract furnishes the information
which serves as an input to the central registry system. To accurately prepare a tumor
registry abstract, one should possess a reasonable medical vocabulary, especially a vocab-
ulary relating to the diagnosis and treatment of the various types of cancer. One must be
skillful at abstracting from the medical record the information indicating the final
diagnosis and the type of treatment given. In addition, one must know how to apply
rules for determining the stage of the disease at the time of diagnosis.

Determining Who Will Abstract the Record. At larger hospitals, it is ap/:opriate to
have a full-time tumor registry secretary or a member of the medical records department
responsible for preparing the tumor registry abstract. Such a person can be appropriately
trained and, because of the work load, receive constant practice at abstracting records. At
the smaller hospitals, only one or two records may need abstracting per week; with this
light work load, it may not be justifiable to train a member of the medical records

department to abstract. Under these circumstances, it would , be quite appropriate for a .member of a community registry or the central registry to visit the hospital periodically
and abstract records set aside for incorporation into the registry.
deAbstracting Incomplete Medical Records. It often happens that the medical record
does not contain all of the information needed for a complete abstract. In such a case,
the abstractor must see that the attending physician is contacted for additional informa-
tion. This contact is most appropriately made by some member of the medical records
department at the local hospital or by the pathologist who is supervising the tumor
registry activity. Assuming that such arrangements can be made, then at small hospitals
(150 beds or less) it is quite appropriate to use contact persons to do the abstracting.
Numerous hospitals have found that a tumor registry can be instrumental in convincing
physicians of the need for preparing complete and legible records.

Possible F.inancial Reimbursement for Complete Abstracts. In California local
hospitals prepare an abstract of the cancer patient's medical reccrds and forward the
abstract to the central registry for coding. The local hospital is reimbursed for the
preparation of each abstract and the amount of this reimbursement is proportional to the
completeness of the abstract. If the central registry has to return the abstract to the local
hospital for additional information, the local hospital is paid a lesser amount for that
abstract. This procedure provides a means for defraying some o the costs of operating a
local registry, and provides an incentive for preparing quality abstracts.
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CODuiNG OF THE TUMOR REGISTRY ABSTRACT

Need for Coding Abstract. The crarious services that can be provided by a tumor
registry include the tabulation, follow-up, and analysis of cancer registry data. The use of
automatic data processing equipment can expedite and facilitate these activities. However,
before registry data can be processed automatically, the information on the registry
abstracts must be translated into a numerical code. The End Results Program, HSMHA
and other organizations have prepared "cancer registry codes" which in many instances
can be modified easily to fit local and state requirements and facilities.

Coding Alternatives. The coding activity is one that can easily be delegated to
community-located or centrally-located registry personnel. Alternatives for consideration
are:

(1) An abstract is forwarded to a community registry or to community-located
central registry personnel. Here the abstract is coded and then forwarded to the central
registry.

(2) Locally prepared abstracts are forwarded to the central registry where they
are coded and processed.

(3) During periodic visits to the participating hospital or to a community
registry, central registry personnel code the abstracts.

Coding is an activity best performed by community registry personnel,
assuming the existence of such registries. It must be anticipated that, for a certain
percentage of abstracts, .ome information will be missing or incomplete or ambiguous.
Such abstracts must be returned to the individual hospital for clarification. This process is
performed much more expeditiously by community-located personnel.

MAINTENANCE OF TUMOR REGISTRY FILES

STpes of Files. The usual files maintained by a tumor registry are: (a) a site file,
containing clinical abstracts of all registered cancer patients, with follow-up notes for the
lifetime ol the patients; (b) a patient index file, a master control file which enables a
secretary to avoid duplicate accessions in the registry; and (c) a follow-up control file.
Also, most registries maintain an accession register which is a yearly listing of all patients,
their diagnosis, and their assigned cancer registry number from the date of the establisn-
ment of the registry. If desirable, however, with central support it would be possible to
locate local registry files, especially the follow-up file, at the central registry.

File Maintenance at Small Hospitals. While, typically, a local registry is maintained
by a tumor registry secretary or by medical records department personnel, for small
hospitals community or central registry personnel could perform this activity if this
seemed to be the only feasible way to obtain information and provide services...-

File Maintenance With a Centrally Located Computer. It is possible to have a
state-wide registry system tied into a central computer by remote input/output devices.
With such a system, participating hospitals could readily contact their own registry files
located within the central computer, and with appropriate output devices they could
make hard copies of portions of their files. Consideration of such a system should await a
clearer indication that the benefits to be gained could justify the cost.

PATIENT FOLLOW-UP

Follow-Up: A Major Registry Activity

One of the major objectives of a tumor registry system is to provide the means for
assuring that patients with tumors receive continuing attention as long as their
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malignancy exists. It is extremely important, therefore, that a means be provided for
periodically assessing the condition of the patient so that additional treatment can be
provided if needed.

Patient follow-up can be a very time consuming activity, especially after the registry
has been in existence for some period of time. At either six-month or yearly intervals,,_
the tumor registry secretary records on each patient's abstract the latest information
about the status of the patient. This means that 1/6 or 1/12 of the total active entries of
the registry are followed up each month. The records for the appropriate patients are
pulled and examined for new information. If the patient has visited the hospital or the
physician within the last 6 or )2 months, the physician is contacted with a request for
information about the status of the patient. Status information is returned to the local.
registry, then entered on the patient's abstract and forwarded to the central registry.

The persons interviewed as part of this survey did not express a strong interest in
central registry support for their patient follow-up activities. Most registries within
Louisiana are small enough so that one person can readily handle the follow-up work
load. However, where follow-up exceeds 50 patients per month, local registry personnel
might choose to receive assistance from a community or central registry.

Possible Types of Assistance to Local Registries

Follow-Up Reminder Service. The patient follow-up control file for' each partici-
pating hrspital can be maintained by the central registry. This allows the central registry
to prepare each month a list of those patients who should be recontacted for their
semi-annual or annual status determination. Such lists are sent to the participating
hospitals where they are processed by tumor registry personnel. In many instances,
follow-up information can be obtained from readmission or out-patient records. For other
patients, a follow-up let'- r is forwarded to the attending physician with a request to
provide the latest information regarding the status of the patient.

Follow.Up Form Letters. There are a variety of form letters which can be used to
obtain follow-up information. These include: (a) a letter sent by a tumor registry to a
physician requesting information about a particular patient, (b) a letter sent by the
physician or the tumor registry to the patient, and (c) a letter sent by the physician or
the tumor registry to the patient's relatives, acquaintances, and/or employer. The central
registiy can be responsible for printing these forms and distributing them to participating
hospitals and community registries.

Lost Patient Tracing Service. For a variety of reasons a patient can become "lost" in
that he cannot be located for follow-up purposes -by the hospital or the attending
physician. A concerted effort should be made to locate such patients to determine their
status and need for additional treatment.. Also, this information is needed to generate
accurate survival data. The central registry can initiate a search for these lost patients by
attempting to contact, via form letters, the patient himself, his relatives, or his past or
present employer. In addition, a search can be made of death certificates. Pertinent
information obsained about the patient would be incorporated into central registry files
and, as desired, would be forwarded to the local hospital. Procedures should be devised
to assure that the patient, his relatives, acquaintances, or employer were not contacted
until authorized by the attending )hysician.

Identification of Dual Listing. Occasionally a patient becomes "lost" because he has
moved from one location within the state to another and thereby has changed hospitals
and physicians. When this occurs the second hospital will submit to the central registry
an abstract of a patient who already is entered in the registry. If the patient is known
only by a local hospital code, then double entries may occur. This will tend to inflate the
cancer incidence data produced by the central registry. In addition, a situation will exist
in which two hospitals are "following-up" the same patient. When patient identities are
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known to the central registry, each new case can be matched against its master file and
an identification made of those patients now being treated at a different hospital.
Notification can be sent to the first hospital that it is no longer responsible for providing
follow-up information for that patient.

Death Clearance or Death Certificate Search. This refers to a routine search of all
state death certificates. Those containing information about persons with tumors would
be matched against the master file of the central registry. Information about any matches
would be incorporated into the central registry data bank and would be forwarded to the
appropriate local hospital and physician. In this way, records could be closed for any case
that has terminated in death from any reason. Another version oi this service would
allow any participating hospital to submit the names of its "lost" patients for comparison
against the Death Certificate file. !n still another version of this service, all names
appearing on death certificates for a particular period of time (one month) would be
placed on tape and compared with those names in the central registry's master accessions
file. Of course, all versions of this service require that the identity of patients be known
to the central registry.

Preparation of Reports and Listings

One of the major objectives of a tumor registry is to prepare, on a semi-annual or
annual basis, one or more reports which summarize the cancer experience of that
particular hospital. Most existing registries within. the state of Louisiana follow some
version of the reporting procedures recommended by the American College of Surgeons
(ACS) and use forms recommended by the ACS. Preparation of these reports is time
consuming and sometimes is beyond the capability of local registry personnel. Once
appropriate computer programs have been prepared, the preparation of reports for
individual hospitals by the central registry is a relatively simple procedure. Therefore, one
of the goals of a centiql registry should be to assume the responsibility for producing all
programmed reports o . tumor experiences for the participating hospitals. Some of the
more important tyFes of reports and listings which a registry can produce are described
briefly below.

Annual Report of Cancer Experience. For each participating hospital the central
registry can prepare a summary of the annual caseload of cancer patients. Such a report
summarizes incidence of cancer by the site of cancer, and for each site provides summary
information concerning male cases, female cases, method of diagnosis, and stage at
diagnosis. Figure 1 presents an example of this type of summary. Figure 2 contains a
second example of a tumor registry annual statistical report; this is the type of report
prepared by the California Tumor Registry.

Survival and End Results Reports. According to the American College of Surgeons,
one of the requirements for approval of a hospital program is that on an annual basis
reports on cancer survival and end results be prepared and distributed to the hospital
staff. These "...periodic reports based upon registry data will serve as a guide for the
care of cancer patients within the hospital and will be useful in developing the overall
hospital cancer program. These reports often arc a stimulus for clinical investigations and
research by pointing out the areas in which studies are especially indicated." The various
types of survival and end results reports which might be prepared are illustrated in a
document entitled The Hospital Cancer Registry (1). Reports can be prepared which
summarize survival and end results by all or selected sites (stomach, rectum, lung, etc.) or
by major site groups (mouth and pharynx, digestive system, etc.), or a particular type of
cancer can be summarized by sex, stage, initial therapy, age, diagnosis, and so forth.
Figure 3 contains an example of a survival and end result report suggested by the
American Cancer Society (1).
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Diagnostic Lidex. Figure 4 contains an illustration of a diagnostic index printout, a
-special report prepared on request by the California Tumor Registry. This index "is a

listing of the patient's name, sex, age, and race, and of the site and type of neoplasm,
type of treatment, years of survival, and other information for every case reported by
that hospital. The index groups cases by primary site and year of admission to provide a
ready reference when a hospital is engaged in a study of its own cases. By referring to
the diagnostic index, hospital personnel may easily identify a series of cases reported by
them for a specific site and for any particular year, or years, of admission. They may
quickly select cases with any combination of reportable factors. The diagnostic index
serves as a screening device for selecting records for more intensive study. For example, a
hospital registry could, by. use of the index, identify all five year survivors with localized
cancer of the cervix uteri who were surgically treated following initial diagnosis in the
hospital." (6)

Five-Year Interval Summary Report of Cancer Incidence. To properly evaluate
trends in the incidence and treatrncnt of cancer, it is necessary to have both yearly
summaries and data which summarize incidence, diagnostic, and treatment data over
five-year intervals. Such summary reports can readily be prepared by a central registry.
These reports show the trends in caseload for selected sites and the sex and age
distribution of cancer cases admitted during the previous five-year period. Each hospital is
provided with tables showing its own experience and with similar tables based on all cases

reported to tije tumor registry. Such reports can be used to analyze trends and differ-
ences on a regional basis also.

Site Survival Data by Stage. The overall purpose of a tumor registry is to contribute
to the survival of cancer patients. Therefore, it is important to collect data which can be
used to describe survival experience for a particular hospital and for regions. Survival data
become meaningful after the registry has been in operation for three or four years. As' an
example, the tumor registry of the Inter-Mountain Regional Medical Program produces a
printout which presents survival data for specific primary sites. The data are organized in
terms of the stage of the cancer at time of initial diagnosis. Such a printout can provide
an estimate of "survival probability" for a particular type of cancer which has advanced
to a particular stage. In addition, the registry has deve!oped a program for producing
computer-generated points which, when connected, provide a curve depicting survival
rates. These curves can be generated for a specific type of cancer.

Tumor Registry Listing (Physician). The tumor registry sponsored by the
Inter-Mountain Regional M-dical Program produces a listing fcr individual physicians
which is of special merit. It provides to the physician a suminmay cf his cancer patient
caseload and can be used by him to evaluate his diagnosis and troatment of cancer.
Figure 4 contains an example of this listing. "The patient regiik_' listing program with
structured priorities can produce reports for individual physicians regarding their own
patients. After listing the group of patients with a specific malignancy, the computer will
print a bibliography of selected current medical referencc chosen by the cancer
committees of local medical specialty organizations. The state and national five year
survival figures for that site will follow the reference, Similar repors are generated for
hospitals, states, and regions." Individual personal physician patient listings are strictly
confidential and available at six-month intervals only on the request of that physician.
(14)

Special Reports. At the discretion of the board of directors, a state tumor registry
system can prepare a wide variety of special reports. The nature of the more typically
produced spccial reports are:

(1) A report describing the cancer mortality, morbidity, and survival rates for
the state or for regions within the state. These reports can be prepared for a particular
year or for a selected group of years.
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(2) A brief statistical report depicting the trends In cancer mortality for the
state or for selected, regions for a particular time.

(3) A monograph which summarizes data for all cases contained within the
registry system since its inception. The California Tumor Registry has prepared such a
report (6), the purpose of which was "to present and analyze the data on the charac-
teristics, diagnosis, treatment, and survival of the 110,229 initially diagnosed cases and to
raise questions for further study."

(4) A- brief report containing incidence, diagnostic, treatmeit, and survival
information for a particular type of cancer. Such reports can be prepared by the central
registry or by interested medical specialities using data provided by the registry.

MISCELLANEOUS SERVICES PROVIDED BY A CENTRAL REGISTRY

Described briefly below are some of the services provided by one or more of the
central registries now in existence in the United States.

Consultation Services. The central registry can provide a variety of consultation
services to local and community registries. In particular, they can provide assistance to
hospitals and communities which wish to establish registries.

Training and Job Aid Material. Typically, a central registry assumes the respon-
sibility for preparing the manuals and the job aids which are to be used by the various
types of tumor registry personnel throughout the system. Many such manurls and job
aids already are in existence. They describe in detail how to operate a registry and how
to produce various types of registry reports.

Training Workshops. As the need arises, the central registry car, conduct training
workshops for community and hospital tumor registry personnel. Such workshops should
be held at the community level since it is difficult to obtain fumds to send local
personnel away for training, and it is often inconvenient, if not impossible, for registry
secretaries to be away from home for more than the working day.

Data and Special Reports to Physicians and Other Individuals and Groups Engaged
in Cancer Research. Most requests received by a tumor registry are for those records or
abstracts dealing with a particular type of cancer within a particular tirme frame. Often
this information is used for research purposes or for preparing a profes onal paper. In
most instances a central registry can provide these data more rapidly Alid can provide
much more comprehensive information than can the local registry.

Assistance in Preparing or Conducting Public Cancer Information .ograms. Com-
munity or state health agencies may wish to conduct some type of public educational
campaign. The central registry can asoist in preparing the information to 1ie used during
this campaign.--

Assistance in Preparing and Conducting Professional (Continuing) Education
Programs for Physicians. It must be assumed that physicians will not be familiar with all
of the ways tumor registry data and reports can be used to improve the diagnosis and
treatment of cancer patients. It should be the responsibility of the central registry to
identify the various ways in which its data and reports can be utilized and then to
circulate this information among its potential users.

Selection of Current Medical References. The cancer committees of local medical
specialty organizations can screen the medical journals and select articles containing
important information on cancer. Periodically, a list of these references can be distributed
to (a) each participating hospital, and/or (b) each physician whose cancer patients have
been accessioned into the registry. Also, these references can be incorporated into special
Tumor Registry Listing printouts prepared for and at the request of an individual
physician. This service is provided by the central registry sponsored by the Inter-
Mountain Regional Medical Program (see Figure 4 for an example of this listing).
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Appendix

GUIDELINES FOR CANCER REGISTRY ACTIVITIES
(DIVISION OF REGIONAL MEDICAL PROGRAMS)

In considering the difficulties involved in organizing and operating an effective
cancer registry program and the constraints imposed by limited funds, the Division of
Regional Medical Programs and its reviewers will seek answers to the following questions
when evauating proposals for support of registry activities:

1. Ho does this new registry activity or expansion of an existing registry fit into the
overall cancer program in the region?

2. Ar the objectives of the registry activity clear with reference to:
a. patient service,
b. follow-up services for physicians and participating hospitals,
c. the number of physicians that might benefit from professional educational

programs utilizing registry data,
d. the use of registry data in public educational programs,
e. the kinds of research studies anticipated,
f. how the registry will fulfill a regional and/or national need, and
g. whether the registry activity will attempt any unique services to patients,

physicians, hospitals, the community (with examples of such possible services)?

3. Does the proposal include documentation or other evidence of cooperative arrangements
with:
a. medical societies (county, state),
b. the administrators and staffs of participating hospitals,
c. other professional organizations (pathologists, radiologists, surgeons, dental society,

etc.), and
d. paramedical groups and voluntary organizations?

4. Will the medical advisory group of the, proposed registry (which will consider registry

policies and operating questions) be representative of the participating hospitals and
professional groups?

5. How many hospitals are to be included in the central registry, how many hospitals
have vancer registries presently, what is the estimate of the cancer load in each of the
participating hospitals, and the anticipated combined cancer load over a five year per 'l?

6. What will be the composition of the personnel, both technical and auxiliary, available to
the central registry?

7. Whal mechanism is to be used or developed to train personnel in participating hospitals,
and to review performance with respect to the abstracts they will submit?

8. Wha criteria will be used to phase in additional hospitals, and at what rate will they, be
phased into the system?

9. What kinds of automatic data processing equipment will be used, and what is the basis
for the selection of the equipment?
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10. Will competence in the development of software be required, what personnel or time
will be needed for this, and the cost?

11. What are the justifications for the budget data for personnel, space, furniture, equip-
ment, supplies, travel, etc.?

12. What other sources of support will be available during funding by the Regional Medical
Programs, and after the Regional Medical Program grant is terminated?
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