Knowledge is Power: Understanding the Cancer Registry
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• The cancer registry is an important resource that serves for monitoring,
surveillance, prevention, program evaluation, research and health economics. It
is necessary for population studies, funding allocation and health care
planning.

• Hospital cancer registries must report cancer cases to the Régistre québécois
du cancer (RQC). Notification of cancer is mandatory under the province’s Public
Health Act.

SOURCES FOR CASE FINDING AND ABSTRACTION

HOW IS REGISTRY DATA USED?

• To understand the population we are serving
• patient volumes, age, diagnosis, stage, referral facility, treatments

Data sources

INTRODUCTION

• To understand how our patients compare to others
• do they wait longer for treatment? do they have better outcomes?

• To understand if we have adequate volumes to support clinical trials
• To evaluate indicators for quality improvement projects
• To identify unmet needs, provide information for resource allocation and
research

• Hospital cancer registries must also respond to the information needs of their
institutions and adapt their work as a function of the size of their establishment
and tumor volumes, complexity of services offered and data requirements.

CHALLENGES
The challenges described below are not unique to RCN cancer registries.

• Cancer registrars follow cancer patients for the duration of their lifetime,
collecting information on recurrence and survival. The registry is thus a dynamic
entity, with prior entries modified as additional information is obtained.

CHALLENGES

• The registry is an indispensable resource to measure quality of care and to
drive improvements within the hospitals.

1 Limited resources

Hospital funding is lacking and registrars are already at capacity trying to meet the
RQC requirements. RCN funds are being used to support the registry at each
hospital.
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Since there are no electronic records for prescriptions, it is not possible to capture oral
treatments reliably.

Oral treatments

3 Clinical stage

Staging is often buried in referrals or doctor notes. Registrars actively collect staging
for breast, prostate, colorectal and lung, but staging of other cancers could also be
captured if it was in a consistent location in the chart, entered by an MD. Tumor board
notes are being developed by the RCN to facilitate clinical stage capture.

4 Clinical trial participation

Clinical trial participation is inconsistently captured as there are no mechanisms
currently in place to consistently and systematically enter clinical trial participation in
the patient chart.

5 Molecular pathology

Molecular pathology data are not obligatorily captured or transmitted to registrars.

6 Non-pathology driven diagnoses

Diagnoses can occur by a blood test alone (especially hematologic malignancies) but
these results are not relayed to the registrars. The RCN Heme DS group has put in
place a new process to ensure greater data capture at each hospital.

7 Date of death

Registrars capture all deaths occurring within the hospital. Other deaths are captured
when the RQC communicates the date of death to the hospital registry - but this
occurs only for data being actively transferred.

8 Data consolidation

Patients may require services from more than one hospital. Consolidating data
between the hospitals and other systems, while currently being done by the RCN, is
time consuming. Data may be coded differently, according to site specification and IT
systems.

METHODOLOGY & DATA CODING

• Analytic cases: hospital provided the initial diagnosis of cancer (codes: 00-14)
and/or for which the hospital contributed to first course of treatment (codes:
20-22) .
• Nonanalytic cases: not counted as new incident cases (ex. pathology specimen
only, recurrence, second opinion, autopsy diagnosis, etc) but still recorded in
registry (codes 30-49 and 99)
Tumors are coded using the International Classification of Diseases for Oncology
(ICD-O-3) according to three axes:
Topographical code
Describes the anatomical site of
origin (or organ system) of the
tumor

Behavior code

Morphological code
Describes the cell type (or histology)
of the tumor, together with the
behavior (malignant or benign)

/2

Example:

/0
/1

/3

Benign
Uncertain whether benign or malignant
Borderline malignancy
Low malignant potential
Uncertain malignant potential
Carcinoma in situ
Intraepithelial
Noninfiltrating
Noninvasive
Malignant, primary site

Fig 1: Sources of data capture for the cancer registry. A sub-set of data is consolidated to a
RCN database twice yearly for data mining and measurement of indicators. The RCN
database also feeds the hospital cancer registries with supplemental data or missed cases.
Having one common registry minimizes errors in querying from 3 different sources.

THE CANCER REGISTRARS

Oncology registrars are certified professionals, who are part of the oncology department of the
hospitals.

• Improved case finding for malignant hematology diagnoses. This was
especially problematic for cases diagnosed by blood test only.
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* With few exceptions, behaviour codes /0 (benign) or /1 are not reportable.

RCN ACHIEVEMENTS TO DATE

• Consolidation of key data in one RCN registry. This unburdens registrars
from frequent querying of data, allows data to be queried in the same way for the
three hospitals, and allows RCN to track patients getting services at more than
one site.
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• Improved cancer registry data completeness through reconciliation from the
RCN database.

CONCLUSION

Missing: Dominique Cordeau,
Manon Clermont, Julie Boutin
(maternity leave)

This is an analytic case, coded as: C18.7, 8140/3, class of case: 20-22

DETAILS

• The cancer registrars have a vital role in the RCN and within their hospital.
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~ 1000 new cases/yr + F/U
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• The cancer registry is a critical resource for the RCN scorecard and quality
improvement projects. A strong will to collaborate between the three sites, as
the registrars are now doing, is key to harmonized data sets.
• Understanding the way that the data coded is essential to querying the registry.

For questions, contact: maryse.boucher@much.mcgill.ca, ssalvail@jgh.mcgill.ca, marsha.mcinnis.chsm@ssss.gouv.qc.ca

