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BEPORT OF SURVEY OF REGIONAL MEDICAL PROGRAMS

REGISTRY PROGRAMS AND TRAINING NEEf)S1

The survey reported here was undertaken to meet two objectives. The
‘first was to identify tumor registry programs being carried out under
the auspices of Regional Medical Programs as well as their purposes
and characteristics. The second objective was to assess the need for
training by RMP registries, including such aspects as content, mode,
duration, and locatlon of training.

Méthods

A questionnaire (see Appendix A) was developed and mailed to the 71
regional and area coordinators of Regional Medical Programs identified
in the Regional Medical Programs Service Communication issue of June 11,
- 1970 (Volume 4, No. 28 S). A second mailing of the questionnaire was
sent to those not responding within two months to the first mailing.

Responses were received from 65 (91.5%) of the 71 regions or areas.
Four area coordinators responding indicated that their registry activi-
ties were carried out within the framework of a Regional Program and
_that the response from the regional coordinator would provide the
required information. Thus the following findings and discussion
relate to the 61 remaining questionnaires returned to us.

Findings

Number of RMP Supported Registries

Twenty-seven regions or areas (Table 1) indicated that they sup-
port tumor registry programs. Of these, 24 are currently funded
and data is currently being entered into 23 of these systems.

Types of Registries

Twenty-three of the 27 registries within RMP programs are central
registries, while 1 is a single hospital -registry program. Three
of the 27 programs regard themselves as specialized in function.
Of the latter, one (New Jersey) assists primarily in the organiza-
tion and maintenance of individual hospital registrles{ a second
(Missouri) will include only breast and colon cancer cases, the
third (California-Area I) will include only cases seen by radia-
tion therapy departments.
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Except for basal and/or squamous cell cancer of the skin, all but
two of the registries (one which did not amswef the question and
the Missouri registry referred to above as including only breast
and colon cancer) include all sites of cancer, in the tumor registry
system. Of 26 registries responding, half (13) indicated that they
register some benign tumors. Twenty-six (96%) of the registry sys-
tems (all except New Jersey) include regular follow-up of all cases
in the registry.

Of the 27 registries reporting, 11 (Table 2) identified themselves
as population based. In this list there is some overlap in that
the Intermountain Registry includes several of the other registries
identified, i.e. Idaho, Nevada, Wyoming. However the Intermountain
Registry also includes Utah which is not listed elsewhere. These

| .overlapping programs are treated independently within this report.
since it is not unusual for active smaller programs to be components
of larger programs. An excellent example of this would be the End
Results Program of the National Cancer Institute which brings together
data provided by active registry programs including the Connecticut
Tumor Registry, the California Tumor Registry, as well as a number of
individual hospital registries. LR

Registry Size

- Table 3 gives the frequency distribution of the approximate number
of new cases entered into each registry each year for the 22 regis-—
tries which provided this information. -
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Only 2 registries add less than 1,000 cases per year while 10 regis-
tries accession more than 3,000 cases. The 3 largest systems each
enter between 9,000 and 10,000 cases per year. [ :

Purposes of Registry Programs

A check list of 6 purposes of registries was included on the questionnaire.
Responses to the questionnaire indicated that all registry programs were
established to serve at least 3 of the purposes included on the list. All
27 of the RMP supported registries are for the purpose of helping to assure
continued medical supervision of the cancer patient through follow-up and
also to assist in the continued cancer education of the medical community.
Twenty-five (93%) of the registry systems are to assist in planning activi-
ties, i.e. to assess the magnitude of the cancer problem in the hospitals
and/or community represented by the registry. Twenty (74%) plan to con-
tribute to the evaluation of increased frequency of early diagnosis and
improved cancer management following the advent of RMP. Research on the
natural history of cancer as well as on the epidemiology of cancer is to
be carried out by 17 (63%) of the registry programs. Four registries
identified goals other than those described above. Three of these are

in the area of therapy evaluation and the other directs attention to
studying the relationship between environment and ancer. ‘
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‘Training Needs

Of the 25 registries responding to this section odf training needs,
18 (72%) stated that they would be interested in sending registry .
personnel to San Francisco for training in our Tumor Registry
Training Program. Sixteen registries (67%) out of 24 responding
indicated that they would be interested in =ponsor1ng a 3-5 day
workshop in their own region. o -

Training Content

For the registries interested in training for their personnel, we
requested information on desired training content by job category

-of persons to be trained. We defined the following job classifica-

, tigns: central registry supervisor, data collectors, data analyzers,

, and individual hospital registry secretaries. Data collectors are
persons such as abstractors and coders. Data analyzers are registry
personnel who function as statisticians or computer programmers.

Praining content was divided 1nto two maJor areas. The first relates
to registry operations and the second deals with knowledge of the
medical aspects of cancer. The training areas related to registry
operations are: central registry management, single hospital regis-
try management, abstracting and staging, follow-~up, data coding and
processing, survival analysis, and preparation of reports. Training.
areason the medical aspects of cancer include: human anatomy, path-
ology, epidemiology, methods of diagnosis, treatment rationale ‘and
cancer of spec1f1c sites and systems. »

Table 4 gives the number of registries interested in sending personnel
within a given job classification to San Francisco for training. Thus
17 of the 20 registries desiring training require this training for
central registry supervisors. Fifteen desire training for data col-

"~ .lectors, 12 for data analyzers and 13 for individual hospital secre-
taries. It should be emphasized that these figures represent numbers
of registrles rather than individual trainees. & ‘

The desired training content by personnel category is given in Table 5
and is summarized below:

Central Registry Supervisors

a) Registry Operations

Seventeen regions with central registries indicated a need
for training for their supervisors. The 2 most frequently
requested training areas were central registry management

and preparation of reports. Such training was desired by

15 regions. Twelve regions desired training in follow-up

techniques and survival analysis. Next most frequently



requested was training in abstracting and staging and single
hospital registry management. ¢

b) Medical Aspects of Cancer
There was considerable uniformity in the response to each of

the training areas listed. Between 8 and 12 registries desired
training in each of the subjects listed.

Data Collectors

a) Registry Operations

Of 15 registries expressing a need for training of data col—

. ~ lectors (coders or abstractors), l4 desired instruction in
abstracting and staging. In order of decreasing frequency
the other training content requested were follow-up, prepara-
tion of reports, data coding and processing, central registry
management, single registry management, and survival analysis.

b) Medical Aspects of Cancer
Other than epidemiology which was requested by only 1 registry,

* all of the other topics were almost uniformly in demand in that
from 9 to 12 regions indicated a need for their inclusion.

Data Analyzers

a) Registry Operations

Twelve registries indicated the need for tralning of data
analyzers (programmers or statisticiams). Eight of these
desired training in data coding and processing followed, in
declining frequency, by preparation of reports and survival
analysis, follow-up, central registry management, and abstract-
ing and coding.

b) Medical Aspects of Cancer

Five of the 12 registries responding desired inclusion of
epidemiology in the training of their data analyzers. Next _
most in demand were lectures on pathology and treatment rationale
followed by human anatomy, cancer of specific sites and systems,
and methods of dlagnosis.

Individual Hospital Registry Secretary
a) Registry Operations

" Thirteen registries indicated the need for the training of
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‘indiyidual hospital registry secretaries., Ten of these 13
desired training in each of the areas of single hospital
registry management, abstracting and staging, and follow-
up. Seven requested training in preparation of reports,

5 in survival analysis, 2 in data coding and processing
and 1 in central registry management. ‘

b) Medical Aspects of Cancer

Other than epidemiology for which there were no requests,
each of the other medical topics were in uniform demand
with either 8 or 9 registries desiring training in these
areas.,

) .

Length of Tréining

The questlonnalre included a section for Regions to check the period

for which their personnel would be available for training in San Francisco.
Two-weeks of training was the most frequently checked period for each of
the 4 personnel categories. Overall this was followed in turn by one-
month, one-week, and two-months of training, respectively.

Mode of Training

In developing self-instructional programs in registry methodology the

respondents indicated a clear preference for a programmed instruction

text, followed, in turn, by a packaged v1deo—tape and film strip pro-
. gram, and finally by a correspondence course.

Discussion

The present survey shows that there are 26 central registry programs
and 1 single hospital registry program supported by Regional Medical
Programs indicating the considerable extent to which RMP is involved
in the cancer registry field. Of the activities referred to, 23 of
the systems are actually operationmal at the present time in the sense
that data are entering into these programs. The size of the registry
systems 1s also quite impressive in that all but 2 of the reported
systems enter at least 1,000 cases per year and the 3 largest systems
enter between 9,000 and 10,000 cases per year.

All of the reported registry systems are intended to serve a variety
of purposes. The most common.purposes to be served are the assurance .
of continued medical supervision through follow-up and assistance in
the continued cancer education of the medical community. " Large pro-
portions are also intended to help in planning and for evaluation of










































