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La qualita dei dati (RT/AIRTUM)

Airtum ha costruito la propria credibilita intorno alla
gualita dei dati (dei Registri)

* Formazione
« Accreditamento
e Banca dati

E' su questa capacita che abbiamo avuto il
riconoscimento del MdS, di AIOM, ecc.

Questa qualita e messa (legittimamente?) in dubbio



La qualita dei dati (RT/AIRTUM)

* Qualita tradizionale

Confrontabilita, Validita, Completezza, Tempestivita

* Qualita del tutto e qualita delle parti
» Qualita fra rigore, realta e mercato



La qualita dei dati (RT/AIRTUM)
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1. Introduction These methods may be used to evaluate overall complete-

ness of the registry database, or subsets within it, defined, for

1. Introduction

cer registry and its ability to carry out such activities rely In Part 1 of this review, we considered the i of com by type of cancer, area of residence, or
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the quality of cancer care they receive.’® The value of a can-
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researchers) in the daily registration procedures.®
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ogy, ‘all registries should be able to quote some objective mea-
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Chapter 5: Data comparability and quality

Freddie Bray, Betsy Kohler, and Jacques Ferlay

INTRODUCTION

The value of any cancer registry relies heavily on the
underlying quality of its data and the quality control
procedures it has in place; the primary function of
Cancer Incidence in Five Continents (CI5) is to enable
the comparison of cancer incidence rates across
different populations worldwide. In the evaluation of
registered cases, three dimensions of quality are
assessed to ensure that registry submissions to this
volume meet a sufficiently high standard for inclusion.

Comparability is the extent to which a registry’s
coding and classification procedures and definitions
adhere to established international standards and
guidelines. The definition of an incident case is
especially important in evaluating comparability.

Completeness is the degree to which all diagnosed
neoplasms within a registry's catchment population
are included in the registry database. Several methods
can be used to evaluate the level of completeness
of the enumeration of cases within a catchment
population.

Validity (or accuracy) is the proportion of cases
recorded as having a given characteristic that truly do
have that attribute. Several indicators of validity relate
to the precision of a registry’s source documents and
the level of expertise in abstracting, coding, and
recoding cases.

The preparation and evaluation of the indices of
data quality for CI5 requires careful attention from the
volume editors, to ensure that all accepted datasets
are of sufficiently high quality to merit their inclusion in
the volume. The editorial procedures used to conduct
a transparent and impartial evaluation of each
submitted dataset are outlined in this chapter.

ELEMENTS OF THE EVALUATION

The practical aspects and techniques of evaluating
cancer registry data quality have been examined in a
two-part review (Bray and Parkin, 2009; Parkin and
Bray, 2009), and were briefly described — with an
emphasis on low- and middle-income settings - in the
recent IARC Technical Publication No. 43: Planning
and Developing Population-based Cancer Registration
in Low- and Middle-income Settings (Bray et al., 2014).
The editorial board of CI5 Volume X sought to
comprehensively assess data quality on the basis of
the indicators of comparability, completeness, and
validity reported in these publications. The board
refrained, however, from applying the more rigidly
defined evaluations and groupings (based on ranges

of acceptability) that were introduced in Volume IX
(Curado et al., 2007). Although there was some value
in developing quality thresholds to enhance the
transparency of the editorial process, an undesirable
consequence was the automatic exclusion of certain
registries on the basis of a low or high value for a single
indicator, without further assessment. More in keeping
with the approach taken in Volume VIII (Parkin et al.,
2002), readers can examine and form their own
opinions on the quality of individual datasets by
reviewing the accompanying comparative tabulations
and graphics, just as the editors have done in compiling
the information. These tables and figures serve as a
guide to evaluating registries' adherence to the
standard definitions and recommendations, and the
completeness and validity of their data.

The editors carried out an extensive process of
verifying coding, identifying duplicate registrations,
querying unlikely orimpossible combinations of codes,
and converting the data to a standard format before
formal editorial consideration. At the editorial board’s
meetings, the editors consulted a series of pre-
assembled registry-specific tables and other
documentation:

* a set of editorial tables (see the examples at the
end of this chapter, generated using a hypothetical
2003-2007 dataset for a fictional registration area
called Erewhon);

* tables of site-specific case numbers, age-specific
rates, and summary rates (crude, cumulative, and
age-standardized), as presented in this volume;

* the populations at risk by sex and age, including
the source or method of estimation used (where
applicable), and a comparison with the previous
S-year population data (where available), as
presented in this volume; and

* the completed questionnaires, including responses
related to the definitions used by each registry.

This review process was routinely applied to the
evaluation of most of the 521 datasets submitted, but
the increasing number of registries submitting data
(including many new registries submitting for the first
time) also warranted additional comparative overviews
of key quality indicators across registries by region
and country. As in previous volumes, asterisks are
used to denote datasets for which particular
consideration is required in interpreting the numerical
results for some or all cancer sites (see the Notes on
the datasets section later in this chapter).

Editorial tables




Sappiamo In anticipo le
domande.
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La qualita dei dati (RT/AIRTUM)

* | metodi per valutare la qualita
sono affidabili?

 Riescono a identificare dati di
bassa qualita ma non ad
assicurare che 1 dati siano di
gualita elevata



La qualita dei dati (RT/AIRTUM)

* La qualita del tutto non e
espressione della qualita delle
partl

ACCIS: Automated Childnood Cancer Information System

* | metodi per valutare la qualita
sono affidabili?
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La qualita dei dati (RT/AIRTUM)

* Quanto costa (In tempo e risorse)
la qualita?

 E'meglio avere dati perfetti del
2010 (2008...2012) o dati
iImperfetti del 20147

¢ O entrambi?



La qualita dei dati (RT/AIRTUM)

 Chiusai dati del vostro RT?
* |arc ogni 5 anni
* Eurocare ogni X annl, ecc.
o Airtum
o [IRT?
« E'abbastanza?
* E iclinici? E 1 decisori della sanita?



La qualita dei dati (RT/AIRTUM)

* Che senso ha valutare la qualita
sulla proporzione di DCI quando
non si hanno informazioni sul
marker, sul trattamento, sugli
outcome Intermedi?
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Un Registro nazionale con
articolazioni (pluri) regionali



La qualita va garantita (livello 0)
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La quantita va incrementata (senza indugi)
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La tempestivita va migliorata
(2 anni)

Dati osservati e stimati hanno
obiettivi diversi
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Dati iIncompleti
Per uno scopo
POSSONO essere
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per un altro
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Bisogha essere molto competent
nel nostro lavoro, non solo per
produrre dati di qualita, ma per

alzare l'asticella e soprattutto per
essere liberi dai limiti di qualita

Imposti da altri




La registrazione del tumori puo essere
un lavoro noioso, poco interessante,
di bassa professionalita,

ma solo se a svolgerlo e una persona
noiosa, poco Iinteressante,
di bassa professionalita
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