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NCCPsgequire survelllance & monitoring:

- What is the cancer burden in the country?
- How is it likely to evolve?
- How successful arethe implemented cancer control policies?

A Two cancer surveillance mechanismsavailable
(and complementary):

A For mortality: vital statistics on deaths (by cause)
A For morbidity: disease (cancer) registers



What Is cancer registration?

A Cancer Registry
A The office or institution which is responsible for tloellection storage
analysigindinterpretationof data on persons with cancer
A Cancer registration

A The continuing process @&fystematicollectionof data on the
occurrence, characteristics, and outcome of reportable neoplasms wi
the purpose of helping to assess and control the impact of malignant
disease in the community.

A PopulatiorBased Cancer Registries (PBCRS)

A Collect information onall new cases of cancar adefinedpopulation

A The population covered is usually that of a geographic area

A The main interest is for epidemiology and public health



Other types of registries

A PathologyBased Cancer
Registries
A Collect information from one or

more laboratories on
histologicallydiagnosed cancers

A The population from which
the tumour tissue has come
IS not defined

A Information is of high diagnostic
quality
- but is difficult to generalize

A HospitalBased Cancer
Registries

A

A

Records all cases of cancer
treated in a given hospital

The population from which
the cases come is not
defined

The purpose is to serve the
needs of the hospital
administration, the hospital's
cancer programme



Registry type

Hospital -
Based
Cancer
Registry

Pathology -
Based
Cancer
Registry

Population -
Based
Cancer
Registry

Characteristics

Purpose

Collects information on Useful for administrative

all cases of cancer
treated in one or more
hospitals

Collects information
from one or more
laboratories on
morphologically-
diagnosed cancers.

Systematically collects
information on all
reportable neoplasms
occurring in a
geographically-defined
population from
multiple sources.

purposes and for
reviewing clinical
performance.

Supports need for

laboratory-based services

and serves as quick
Osnapshoto
profile.

Supports population-
based actions aimed at
reducing the cancer
burden in the community.

o

Can this Registry be used in
formulating cancer plans?

NO. An incomplete and
inaccurate sample. Dataset is
based on patient attendance at
given hospital(s).

NO. An incomplete and
inaccurate sample. Dataset is
based on laboratory-based

“surveillance only.

YES. Such a systematic
ascertainment from multiple
sources can provide an
unbiased profile of the cancer
burden and how it is changing
over time.



PopulationBased Cancer Regqistries (PBCF
d principles

The PBCR aims to recorelevant informatioron all case®f cancerdiagnoseavithin
the target population

A Diagnosed
Start with a target population with access to diagnostic/treatment services.

A Recorded
All cases are recordedeven if diagnosis based on clinical examination only.

A Relevant information
©10essential items recorded that relate to the patient and their diagnosis.

A Target population
Critical to have reliable censtdmsed estimates on the target population;
without this information, impossible to accurately calculate/compare rates



Planning for a PBCR

AClear definition of the catchment population
ASizeof population and number of cases
d Decide on optimal size of the population covered by tlegistry
APhysical location of the registry
ALegal aspects and confidentiality

AAdvisory committee
d Seek cooperation / support of medical community.
d Representatives of funder(s), sources and users of data

APersonnel
d Leadership of PBCR Director
d Necessity of adequate staffing, expertise and training

AEquipment (IT linkage of sources) / office space

AFinancing
d Dependant on size of area, data items collected, different sources etc.



PBCRO recipe for success

A motivated and respected Director is essential and the surest
guarantee of success;

Sustainable structural resources . Local funds for staff salaries and
running expenses are essential. No registry can survive long term as ¢
research project or relying on outside donors;

Commitment .The registry's success will depend on the support of th
concerned Ministry or Programme Owner and the essential cooperatic
of the medical profession to the cause of cancer registration;

An Advisory Group comprising of stakeholders
(Representatives of funder(s), sources and users of data)
- should meet regularly to plan operations.



Fig. 3.1. Benefits of increasing population coverage by cancer registration.
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PBCRI functions

AThe original function of cancer registries was to calculat
Incidence (rates) in differeopulationgStorm,1992

AStill remainsbasicrole, but activitiesof PBCR have

developed
Astudiesof cancer cause arrevention
Ainformation required for planning/evaluatioficancescontrol
programmes



Table 1. The generally accepted and propésed exp.anded roles of cancer registries in cancer control*

Steps in cancer control

Componénts of cancer control

Primary Screening Early Treatment  Rehabilitation  Palliative care
prevention diagnosis
Pasic research Support None None None None None
Central
Development of interventions None None None None . None None
Evaluation of interventions Support Support Support Support Support Support
(Central) Central Central Central Central Central
Situation analysis Central Central Central Central Central Central
Central Central Central Central Central Central
Raising awareness of need None None None None  None None
Support Support Support Support Support Support
Program planning Support Support Support Support Support Support
Central Central Central Central Central Central
Program implementation None None None None None None
' (Central) Central Support Support Support
Program monitoring ‘Central Central Central Central Central Central
{Central) Central Central Central Central Central .
Future planning None None None " None None None
Central Central Central Central Central Central

* Italic entries represent the accepted role and the bold entries represent the proposed expanded role. Parenthetical entries indicate the expanded

role may be beyond the registry’s responsibility.

Armstrong, CCC 1992.



PBCRI functions

APBCR is @ore component of cancer contrdtrategy.

AAn important role is to assess the currentagnitude, time trends
andits probable future evolution.

AAnN appraisal of the current situation providasrameworkfor action
ASettingof targets enablesuccess of plart® be monitored.



Cervical cancer: cumulative incidence and mortalit
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Increase in Testicular Cancer Incidence in Six
European Countries: a Birth Cohort Phenomenon

Reinhold Bergstrom, Hans-Olov Adami, Matthias Méhner, Witold
Zatonski, Hans Storm, Anders Ekbom, Sreinar Tretli, Lyly Teppo,
Olof Akre, Timo Hakulinen®
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Fig. 2. Relative nsk of
developing testicular can-
cer by country and birth
cohort, using men bom
between 1900 and 1909
as the reference. Results
were obtained from age—
cohort models defined in
Table 2 Confidence inter-
vals for selected cohorts
are given in Table 3. Left
panel = Denmark, Nor-
= East Germaay way, and Sweden; right
o Finland panel = German Demo-
cratic Republic, Finland.
and Poland.
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Agestandardised incidence Denmark Finland
and mortality rates in four
selected countries
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Agestandardised incidence
and mortality rates in four
selected countries

Znaor et al,EurUrol 2013



