
CONCEPT OF TUMOR REGISTRIES

Tumour registries are systems for collection, storage,
analysis and interpretation of data from people with
cancer. There are two main types of tumour regis-
tries: population-based and hospital-based tumour
registries (from now on PBTR and HBTR). Other re-
gistries of syndromes, diseases or special situations
could be of interest in order to collect information
about special populations at high risk of developing
cancer1-3.
The average density of the population in areas cove-
red by cancer registration is considerably higher than
for the world as a whole4. The steady increase in co-
verage of the world’s population by cancer registra-
tion has been accompanied by developments in stan-
dardization of registration methodology, definitions
and coding5,6. Tumour registries constitute an essen-
tial part of any rational programme of cancer as well
as of a modern health system information. In spite of
constituting the basis for the knowledge about some
important aspects in oncology (namely, tumour inci-
dence, prevalence, aetiology of different tumours,
professional risk, geographical patterns, overall sur-
vival, etc.) methodology and interpretation of data
from population-based tumour registries, it is not a
main objective in the training period of medical on-
cologists in Spain. 
The objective of registries is to collect as complete
and accurate information as possible. This would in-
clude clinical description of the disease, as well as the
information to identify the patient, tumour, hospital,
and relevant physicians. When this data is put toge-
ther with the additional information describing treat-
ment and follow-up, relapses, metastases as well as
date and cause of death, a complete and invaluable
database is created. This data could be used in many
fields: aetiological and epidemiological investigation,
care planning, primary and secondary prevention,
benefiting both patients and society. The older the re-
gistry and wider the area covered, the more useful it
is. Description of temporal tendencies is also an es-
sential endpoint of cancer registries. 
Promotion of tumour registries is a common policy in
the USA and in Europe. In 1992 the Congress of the

USA evidenced the necessity of collecting more tho-
rough data with regard to cancer in the USA. The Na-
tional Program of Cancer Registries (NPCR) was then
created. Another significant organization is The North
American Association of Central Cancer Registries
(NAACCR) addressed to cancer registries, govern-
mental agencies, professional associations, and priva-
te groups interested in improving the quality and use
of data from registries. The procedures are available
at the website (www.naaccr.org). It promotes the uni-
form standards of data and facilitates education, trai-
ning and certifies tumour registries. The National
Cancer Database (NCDB) is a joint project of The
American College of Surgeons together with the
American Society of Cancer. This database has gene-
rated essential information with data from almost
2000 hospitals and clinical reports from more than
5.5 million of patients. The Surveillance, Epidemio-
logy, and End Results (SEER) programme is an aut-
horitative source of information on cancer incidence
and survival in the United States. It collects and pu-
blishes cancer incidence and survival data from diffe-
rent population-based cancer registries. The oldest
registry was established in Connecticut in 1941.
In Europe, the European Network of Cancer Registries
(ENCR) organizes registries coordination, workshops
and geographic studies. This project was established
in 1989 and is supported by the Cancer Programme of
the European Commission. Its main objective is to im-
prove the quality, comparability and availability of
cancer incidence data. Finally it aims to widen the re-
gistry of cancer cases in Europe. The European Par-
liament and the European Council decided to adopt a
plan named “Europe against cancer” in the third fra-
mework programme to act between 1996-2000. To
evaluate the efficiency of measures, data furnished by
cancer registries are needed. Among the actions to be
taken: standardization and comparability of data in-
cluding the development and strengthening of the Eu-
ropean Network of Registries. Denmark is a country
with a long tradition in cancer registration. The Da-
nish Cancer Registry was founded in 1942 as a nation-
wide programme to register all cancer cases in the
population7. Those registries, which have served as
pioneers particularly in Europe, usually cover the
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whole of a country. Reporting of cancer cases is com-
pulsory in some countries such as Finland, Poland,
Norway and Slovakia with very different results de-
pending on the resources in each country8. In Ger-
many a law was passed by the Federal Parliament that
prescribed the installation of cancer registries in each
of 16 Bundesländer. However other countries like Gre-
ece have lacked a population-based tumour registry
for a long time. The International Agency for the rese-
arch of Cancer publishes periodically “Cancer Inci-
dence in Five Continents”. Population-based tumour
registries considered as contributors from Spain were:
Albacete (created in 1990), Asturias (created in 1978),
Basque Country (created in 1986), Granada (created
in 1985), Mallorca (created in 1982), Murcia (created
in 1981), Navarra (created in 1970), Tarragona (crea-
ted in 1980), Zaragoza (created in 1960) and Girona
(created in 1994).
One of most important sources for population-based
tumour registries would be the relevant hospital-ba-
sed tumour registry. This structure has traditionally
been considered as a quality indicator to evaluate
hospital structure quality. The American College of
Surgeons requires the hospitals to have a HBTR to
obtain the accreditation to train specialists. Originally
they were conceived as an organ to guarantee the fo-
llow-up of people with cancer9. Unfortunately HBTRs
have become in most of cases a mere list of patients
with cancer contacting the hospital, without any fur-
ther interpretation of data. Maintenance of tumour
registries is expensive. Only a good exploitation of
this valuable data justifies its presence. 
Results obtained from a hospital-based tumour 
registry should never been extrapolated in terms of
epidemiological descriptors such as incidence or pre-
valence. These are only available from population-ba-
sed tumour registries. Endpoints of hospital-based tu-
mour registries include supporting administrative
aspects at hospital, the cancer programme and it arises
nowadays as a tool with different utilities. Characteris-
tics of any tumour registry are exhaustivity and vali-
dity. Exhaustivity is the grade in which all cancers
contacting the hospital are registered. To guarantee ex-
haustivity a study of all potential sources must be done
in every hospital. Validity ensures reliable results. It re-
fers to the proportion of cases registered with a deter-
mined feature that really have it. Completeness and re-
liability are also essential for cancer databases. 
Potential uses of hospital-based tumour registries are
widely described (table 1). However it is very well
known that hospital management do not know much
about their possibilities10. In this world of competition,
the necessity of making it profitable is a matter of in-
terest for us as oncologists and as part of the public
system of health. Development of a registry requires a
well-defined policy as well as a huge effort. But exis-
tence and maintenance of a hospital-based tumour re-

gistry is only justified if its own data is exploited. The
main problems arising from the registry are econo-
mics. The only justification for running costs would
be using its data in the hospitalary realm. Unfortuna-
tely few hospitals take most advantage of available da-
ta in order to provide with an efficient care11. 
Cancer registries should observe the principles rela-
ted to data quality (Directive 95/46/EC Article 6) and
collect data that are adequate, relevant and not exces-
sive in relation to the purpose, as well as being accu-
rate, complete and up to date. The number of data
items should thus be limited for two reasons: quality
(the fewer data items the greater the likelihood that
these will be recorded correctly) and confidentiality
(the more data items the more chance of an uninten-
ded breach of confidentiality when releasing the da-
ta)12. The data items in the recommended minimum
data set are listed in table 2.
More data are usually recorded in HBTRs than in
PBTRs. Every hospital should define its own case re-
port form according to the available information and
its potential uses. The International Classification of
Diseases for Oncology is the standard for recording
site (topography), morphology (including grade of
malignancy) and behaviour6.
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TABLE 1. Usefulness of hospital-based tumour registries 

To describe the dimension of cancer in the area
To study the requirements of patients with cancer (through the

annual frequency)
To identify the fulfilment with patterns to refer patients to

specialized centres
To estimate the actual coverage of the centre
To identify other facilities where diagnosis or treatment were

performed

To contribute to the economic management

To contribute to administrative aspects
Follow-up of patients with cancer

Research
Clinical research
Epidemiological research (providing with data the relevant

PBTR)

To contribute to the quality care
To study outcomes
Histologic verification
Delays in diagnosis or treatment
To know the vital status of patients with cancer
To collaborate with Departments of Documentation 

PBTR: population-based tumor registries

TABLE 2. Quality programmes

Assessment: an evaluation of the quality status care before
initiating any measure. Deviations are then described

Quality assurance:  a process designed to ensure standards of
quality are met

Quality improvement: an iterative process designed to strengthen
quality by continuosly measuring and raising target



Specific recommendations to record multiple primary
tumours, bladder tumours, non-melanoma skin can-
cers and central nervous system tumours have been
done by the International Agency for Research of
Cancer (IARC). Where possible, registries should co-
de the method of detection in relation to screening12.
The extent of disease should be recorded in terms of
the three-digit code of the TNM system13. This system
is not used for coding the extent of lymphomas, brain
tumours and childhood cancers.
There are two groups of data generated through a re-
gistry: aggregate (anonymous) and identifiable data.
Identifiable data can be used to avoid duplicity of
tests and to transfer data to another registry. Indivi-
dual data could also be used to study causality of 
cancer (through cohorts or case-control studies), to
evaluate screening programmes and to perform addi-
tional studies such as: toxicity, second tumours, stu-
dies in relatives, etc. Aggregated data can be used in
research (histological types or different types of can-
cer) as well as in health planning.
The purposes for which data collected by the cancer
registry are to be used should be clearly defined. The
cancer registry must maintain the same standards of
confidentiality as customarily apply to the doctor-pa-
tient relationship. This obligation extends indefinitely
even after the death of the patient12.

USEFULNESS OF HOSPITAL-BASED TUMOUR
REGISTRIES

Follow-up of patients with cancer

To guarantee the follow-up of patients with cancer
was the first intention when hospital-based tumour
registries were created. Use of a unique tool to orga-
nize the follow up, would avoid the duplicity of visits
(i.e. surgeon and oncologist), tests (i.e. CEA for two or
more specialists), and image diagnostic.
Use of guidelines at hospital would allow the unifor-
mity of follow up regardless of the specialist. Once all
the relevant people have agreed the guidelines, a cen-
tralised department or organization could call patients
for being followed and control this follow-up. It is re-
cognized that guidelines must be implemented within a
larger project that includes quality control, to show that
where they are employed, patient outcome is better14,15.
In France the implementation of guidelines across
different hospitals is allowing the certainty that every
patient treated in a network of hospitals will receive
what is considered the standard of care by expert on-
cologists16.

Clinical investigation

A forecast of potential patients to be included in a cli-
nical trial can be obtained from the hospital-based tu-

mour registry. Otherwise it would be difficult to anti-
cipate the number of patients actually able to be in-
cluded in a trial. Though some Departments of Medi-
cal Oncology make their forecasts based upon its own
data the right way to proceed is to offer clinical trials
to everyone contacting the hospital and not only one
department. 

Clinical management

Departments of Oncology’s budgets and necessity of
human resources should be established according to
hospital load and not the supposed incidence obtai-
ned from published data that is the usual way to do it.
Numbers of new cases diagnosed every year in a hos-
pital can only be obtained from the hospital-based tu-
mour registry. Other sources of information such as
listing of Department of Pathology or patients admit-
ted in a hospital, cannot distinguish between incident
cases and relapses. Actually in Spain, information
about ambulatory patients with cancer is really very
difficult to be obtained. The “CMBD” (conjunto míni-
mo básico de datos), the mandatory information co-
llected for every patient admitted in a hospital, is not
collected for ambulatory patients.
The HBTR generates information about: number of
patients diagnosed with each type of cancer every ye-
ar, percentage of these patients with early, advanced
or metastatic disease. This allows management peo-
ple to do the forecast for surgery rooms, candidates to
adjuvant chemotherapy, adjuvant radiotherapy, can-
didates to palliative chemotherapy and palliative tre-
atment. This information would allow foreseeing the
budget for cytostatics, oncologists, nurses, surgeons,
hospital’s day slots, etc. in a realistic manner. Number
of patients diagnosed with rare tumours, allows the
management to calculate the expenses for referring
them to other centres.
A proper clinical management requires high-quality
information.

Epidemiological studies

Though incidence and prevalence figures can never
be obtained from a hospital-based tumour registry,
some correlations can be established. A significant
difference with respect to the expected total number
of cases for a determined pathology could mean that
patients are not satisfied with the relevant depart-
ment and look for care in a different hospital. The sa-
me conclusion can be obtained when the number of
cases is higher than expected. If a Department enjoys
a good reputation, patients from other geographical
areas could look for care there. 
In some way, changes in figures of annual cases re-
ported for the hospital could anticipate further chan-
ges in the actual incidence. Results from a hospital-
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based tumour registry should be generated in the fo-
llowing year whereas results from a population-ba-
sed tumour registry are in fact generated with a delay
of at least 2-3 years.

Quality assurance

To understand the ability of hospital-based tumour
registries to contribute to the quality assurance17, so-
me preliminary concepts about quality of care should
be explained.

What is quality cancer care?

In spite of being one of the major concerns for the ge-
neral population, so far quality assurance in Onco-
logy has deserved little literature. Quality cancer care
when evaluated has shown significant deviations
from the standard18,19. Some countries such as the
USA18, the UK20 or Canada21 have released reports
about this topic, being the Institute of Medicine’s18

probably the best and most thorough one, an obliged
reference regarding quality cancer care. Unfortuna-
tely, this topic has not deserved political attention in
Spain up to now.
On the other hand, geographical differences in qua-
lity cancer care have been demonstrated in several
studies18,22,23. From an empirical standpoint, geograp-
hic differences would also be expected in our country.
This feature would go (if demonstrated) against the
principles of universality and equality inherent to our
public health system.
Quality cancer care has different meanings depen-
ding on the perspective. From a patient’s point of
view it means unimpeded access to timely care, a po-
sitive health status and a good quality of life. Patients
should have the right to ask the relative success rate
of one therapy compared with others. But they need
to know the actual one in each centre, not figures
described in the literature (only achieved in reference
centres). From an economic point of view, efficiency
and equity are also important aspects of quality. In
cancer services (our objective now), quality is reflec-
ted in the structure of organizations, the processes 
of patient care and most importantly the outcomes of
care. 
A focus on quality care includes assessment, control
and quality improvement (table 2).

Assessment of quality cancer care

If the quality cancer care can be measured or not is
still in the arena. However what is clear is that some
processes are measurable. Once effective care has be-
en identified, mechanisms to develop and implement
measurement systems are needed. The third recom-
mendation of the North American report was to mea-

sure and monitor the quality care using a core set of
quality measures18.
Quality assurance needs a pattern of reference: indi-
cator/criteria/standard.
1) Indicator: it is a parameter about which a general
consensus exists it is useful to evaluate the quality
cancer care. In Oncology there is agreement on: early
diagnosis, information to the patient, inclusion in cli-
nical trials and specialized care.
2) Criteria: it is the objective (or measurable) compo-
nent of the quality measure. It is the pattern we apply
to the indicator. It should be objective, accessible, ve-
rifiable, global, sensitive, specific, valid, reasonable
and acceptable. For instance to evaluate care speciali-
zation (indicator), criteria would be the number of in-
terventions performed by a surgeon a year.
3) Standard: it is the value of criteria that establishes
the limit between what is considered as acceptable
and unacceptable according to the state of the art.
Standard doesn’t mean absolute perfection. We must
not forget we are working with human beings and
freedom is an essential part of decisions. If standard
for adjuvant therapy would be 100% the physician
could be prone to forget these conditions inherent to
the patient as free individual. Sometimes it is difficult
to find standards, but the lack of benchmarks for can-
cer care quality is a problem not an excuse.
According to Chassin a good measure of quality
should meet three characteristics24:
1) High sensitivity and specificity.
2) If we focus on the process, this must be related to
the outcome (i.e. a process like adjuvant therapy for
breast cancer is related to the outcome: survival). But
we must keep in mind that an optimal process does
not guarantee the good result in Oncology.
3) If we focus on the outcome, this must be related to
a process that can be measured and therefore impro-
ved if deviations are detected (if the outcome is breast
conserving surgery, the process can be early diagno-
sis because the earlier the cancer is detected the ea-
sier the sparing surgery can be done).

Methods of quality assurance

Donabedian in 1966 classified the methods in: 

Methods of analysis of structure. Including physics
and human resources. The best example would be
accreditation.

Methods of analysis of process. It analyzes the dyna-
mic aspects of processes of oncological care. It is ba-
sed upon the analysis of documentation and it eva-
luates autopsies, clinical report, etc.25. Other specific
processes of care would be use of screening for breast
cancer, use of radiation therapy after breast conser-
ving surgery, etc. It is easier to measure deviations in
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processes and to check efficacy of improvement mea-
sures.

Methods of analysis of outcomes. This is the most ac-
curate approach to quality care. However, morbidity
and mortality rates are not very sensitive for small si-
ze samples. Satisfaction with care and health-related
quality of life are other outcomes that can be measu-
red. Final endpoints are to be distinguished from 
intermediate endpoints (early–stage breast cancer de-
tection) and from clinical endpoints (tumour shrin-
kage).

Some important parameters in quality cancer care 

Hospital case volume. It refers to the structural aspect
of health care delivery system (physics resources).
There is convincing evidence of a relationship betwe-
en treatment in higher-volume hospitals and better
short-term survival for several types of cancer. The
most controverted recommendation from the Natio-
nal Cancer Policy Board was that some procedures
(pancreatectomies, esophageal surgery, liver resec-
tion, pelvic exenteration and high-dose chemothe-
rapy for germ cell tumours) should be done at facili-
ties that perform a high volume of these procedures18.
The Calman-Hine report even recommended that
cancer surgery should be limited to “high-volume”
consultants20. There is no agreement upon the requi-
red minimum figure for each procedure. 
Lesser known but also important is the fact that pat-
hology reports are more complete when more than
10 prostatectomies a year were done26. This could al-
so be true for other malignancies.

Specialization. Specialization for cancer care has been
claimed from all the organisms studying quality can-
cer care18,20,21. It has been demonstrated that infre-
quent interventions (surgery for rare tumours, for ins-
tance) should be performed in centres with most
experience. It is very well known that surgery for rec-
tal and ovarian cancer should be performed by spe-
cialists27,28. But surgical specialization is only one as-
pect and includes the treatment by a multidisciplinary
team (supportive care and nursery). Misstaging is also
more frequent in hands of non-specialists29. Histopat-
hologic diagnoses are more accurate when done by
specialists30,31. On the other hand, decisions about ini-
tial cancer management should be made by experien-
ced medical professionals18.

Early diagnosis. An early stage (usually considered as
TNM I-II) predicts a better outcome. However, some
bias cannot be excluded since some good-prognosis
cancers are easily diagnosed at early stages in scree-
ning programmes. It is the called “overdiagnosis
bias”32.

An item in the registries is “method of detection” in
relation to screening. Where possible, registries
should code screen detected and interval cancer (ac-
cording to local definition).

Clinical record. This analysis belongs to analysis of
process. The clinical record is the most important
source of information, not only for a registry but for
audits and for other sort of studies. There is an accep-
ted relationship between clinical record and clinical
care quality, being collection of data a dimension of
quality care23,33. However, with some exceptions, cli-
nical record has not often been evaluated in Spain34.

To evaluate the clinical record quality a specific study
must be done. Reports, documentation of every pro-
cedure including information to the patient (“what is
not documented, it has not been done”), staging, tre-
atment administered to the patient, etc. are aspects
that must be assessed.

Access to the hospital. Emergency admission has pre-
dicted a worse prognosis in patients with gastrointes-
tinal tumours35. Ambulatory studies would be expec-
ted for patients with cancer. An excess of emergency
admissions could reflect an insufficient specialized
care.

Histologic verification. Definitive diagnosis of cancer
with some exceptions (i.e. germ cell tumours, hepato-
cellular carcinoma, neuroblastome) requires histolo-
gical confirmation. The higher the histologic verifica-
tion the better the validity and the worse the
exhaustivity. Some cancers will never be histologi-
cally confirmed (patient negative to biopsies, difficult
access to the tumour, etc.). As oncologists, verifica-
tion is always required to treat patients. However for
registration purposes (mainly for population-based
tumour registries), cases without histological confir-
mation have to be considered in order to achieve a
good exhaustivity. Actual cases of cancer are more
than verified ones. This is one of afore mentioned ca-
ses where 100% must not be standard.

Inclusion in clinical trials. Large, carefully designed
clinical trials are usually necessary to establish
which specific processes of care or treatments are
actually effective18. Inclusion in clinical trials is one
of the ways to improve quality cancer care36. It has
been considered as an indicator to evaluate it37. The
American College of Surgeons recommends a 6% of
patients with cancer to be included in a clinical
trial38.

Tumour staging. It is the process that determines and
describes the anatomic extension of tumour13. Pri-
mary location, histology and tumour staging are the
three factors that should be considered before deci-
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ding a treatment. It offers a prognostic category and
facilitates the comparability of data39 as well as uni-
formity in the research against cancer. Importance of
staging has been recognized by countries like
Canada40. Accuracy in staging is essential in the com-
parability of data41. It depends on the interest of the
physician as well as on his specialization42.

Intervals. Intervals between first symptom and diag-
nosis, between diagnosis and first treatment, and bet-
ween surgical treatment and adjuvant treatment are
considered as indicators of quality of care. They
would be quality indicators for primary, specialized
and oncological care. The European Society of Surgi-
cal Oncology proposes maximum times for diagnosis
and treatment43. In Canada, an increase in waiting ti-
mes for radiotherapy has been reported21. The impor-
tant thing is to have the tools to detect these devia-
tions in order to be able to modify it.

Palliative care. Cancer and its treatment bring a my-
riad of emotional, psychological, social and spiritual
consequences. There is a growing awareness within
the provider community and among the public of the
need to address a broader range of patient needs and
involve patients in decision-making about care. Pa-
tients must be ensured quality care at the end of life,
especially to manage cancer-related pain and timely
referral to palliative and hospice care. Administration
of chemotherapy close to the time of death is a sign of
poor performance.
A secondary focus has been on the development of
practice guidelines for specific patient problems
(lymphedema, breathlessness, pain, depression, psy-
chosocial distress). The development of performance
indicators for supportive care and practice guidelines
would help set expectations for care delivery21.

Necropsy. Rates of necropsy have dramatically decre-
ased in last years. Regardless of the reasons for the
decline in autopsy rates (economics, fear of malprac-
tice litigation and technological advantages), the ethi-
cal and professional reasons for increasing the num-
ber of autopsies are far more important. Autopsy is
the ultimate outcome measure and the “gold stan-
dard” for quality assurance44.

Elderly patients. Cancer disproportionately affects the
elderly. Thirty per cent of patients with cancer are 75
or older and 1% are older than 90 years old45. In spite
of having demonstrated that elderly population get
benefit from treatment for cancer, even the same than
younger people, there is enough evidence they are
not offered the standard treatment. They are poorly
informed46 and therefore this is a handicap to be in-
cluded in clinical trials. Even staging is less frequent
at diagnosis in this population47.

Surgical quality criteria. Cancer surgery takes place
in a variety of settings and is practiced by general
surgeons, sub-specialty surgeons (gynaecologists,
thoracic surgeons, urologists) and surgical oncolo-
gists affiliated with tertiary care teaching hospitals21.
Referral networks should be organized in order to de-
liver specialized surgical care for at least gynaecolo-
gical, ocular and musculoskeletal cancers.
Quality assurance in surgical oncology is a field of
growing importance48. However, no quality assuran-
ce guidelines are yet available. It must be kept in
mind that the impact of primary surgical treatments
is often underestimated especially when post-operati-
ve adjuvant treatments are evaluated. This is of im-
portance in clinical trials where the effect of adjuvant
therapy may consequently be wrongly interpreted49.
Outcomes regarding quality of surgery could be mea-
sured in terms of local relapses, surgical mortality or
survival. But the need for long follow-up time (for re-
lapses and survival) lead us to identify surrogate va-
riables. Some processes (mainly related with the risk
of local relapse) such as performance of lymphade-
nectomy, number of lymph nodes, etc. can be evalua-
ted. Macroscopic investigation of the tumour speci-
men may serve as an important auditing variable for
quality of surgery as a predictor of local recurrence50.
Other indicators would be length of stay and readmis-
sion. Research is required on appropriateness and
consistency with practice guidelines for surgery.
It is necessary to develop standard waiting time tar-
gets for cancer surgery. All these quality indicators
should be monitored in a regular basis and address
variations in care.

Oncological quality criteria. Use of systemic thera-
pies is far greater than the rate of increase in the
number of cancer patients overall. Some criteria
such as interval between surgery and adjuvant treat-
ment and chemotherapy dose intensity could evalua-
te quality of care with regard to medical oncology51.
Other criteria refer to overuse (anti-HT3, G-CSF) or
underuse (anthracyclines, or chemotherapy whene-
ver they are indicated) of some drugs. Misuse must
be specifically evaluated. Physicians have significant
difficulties dealing with adverse events and human
errors because of the culture of medical practice. In
the USA an estimated 100-150,000 deaths are caused
each year by medical error. Fortunately modern
views of human errors have moved away from indi-
vidual culpability to the identification of patterns of
events52,53. Sometimes medical mishaps can be avoi-
ded with additional controls. Main problem with
performance of physicians is that they are not eva-
luated by anyone after obtaining their degree or bo-
ard. Physicians are prone to see quality assurance as
a budget control more than a programme to improve
their performance36.
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Radiotherapy facilities must comply with other requi-
rements that exceed the objective of this document
(guidelines for quality assurance for radiation protec-
tion). Waiting times must also be evaluated. Some pa-
tients who might benefit from radiotherapy may not
be treated at all. In general where waiting lists for ra-
diotherapy are longer, the proportion of cases that re-
ceive radiotherapy is lower. Lower rates are also ob-
served in areas that lie further away from the nearest
radiotherapy centre.

Pathological quality criteria. Information contained
in pathology reports of cancer specimens is of critical
importance. The quality of pathology reports has be-
en reviewed for breast and prostate cancer in the
USA. The adoption of protocols not only provides for
consistency in reports across institutions but also for
a comprehensiveness that can result in better quality
of care for patients54. Pathology reports are signifi-
cantly more complete when more than 10 prostatec-
tomies a year are performed26. 

CRITERIA GENERATED BY THE HOSPITAL
BASED TUMOUR REGISTRY TO ASSESS THE
QUALITY CANCER CARE

Every HBTR designs its own case report form and
therefore the items to be considered for the registry.
Most HBTR share most of items (table 3). Including
some specific items such as “inclusion in any clinical
trial” can help to use the HBTR as a tool for quality
assurance.
There are some criteria that will never be evaluated
through a registry such as information to the patient
or quality of life. Main source for audits, registries
and assessment of quality cancer care is the clinical
record. Quality of data of registry depends on quality
of clinical record55.

Some other criteria to evaluate quality can be clearly
obtained from the registry.
1) Number of new diagnosed cancer patients (Hospi-
talary volume).
2) Number of rare tumours diagnosed a year in the
hospital (specialization): germ cell tumours, bone tu-
mours, thyroid tumours and eye tumours.
3) Number of infrequent procedures performed a ye-
ar (specialization): pancreatectomies and esophagec-
tomies. 
4) Collection of antecedents in the clinical report
(completeness of these items): toxic antecedents, fa-
milial history and professional history.
5) Early diagnosis: patients diagnosed at stages I-II
and patients whose diagnosis was incident (scree-
ning, hazard, etc.).
6) Percentage of patients included in clinical trials
(adding this item in the case report form and therefo-
re in the registry).
7) Staging (percentage of patients with correct sta-
ging).
8) Percentage of patients dying in the hospital.
9) Necropsy rate.
10) Intervals: first symptom-diagnosis, diagnosis-first
treatment (surgery?) and first treatment-adjuvant
therapy or neoadjuvant therapy-surgery.
11) Percentage of elderly patients receiving an active
treatment. 

Improving the quality of cancer programmes and ser-
vices cannot be put on hold while improved tracking
and information systems are established. The work
plan of the European Commission (2003-2008)
“Community Action in the Field of Public Health”
identified as a priority area for 2003 to develop and
coordinate the health information system and to ope-
rate the health monitoring system. The programme
shall contribute to tackle inequalities in health. A ge-
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TABLE 3. Items of information collected by registries

Essential variables
Personal identification Name and/or unique personal identification number
Sex Male or female
Date of birth Day, month, year
Address Usual residence
Incidence date Date of first pathological confirmation
Most valid basis of diagnosis Death certificate, or clinical or pathological
Topography ICD-O
Morphology ICD-O
Behaviour
Source of information

Recommended variables
Date of last contact
Status at last contact
Stage or extent TNM
First treatment

Adapted from Jensen et al, 1991. ICD-O: International Clasification of Disease-Oncology



neral goal is to strengthen capacity to assess and eva-
luate health strategies and interventions. Initially the
action will have as aim to identify and assess the me-
chanisms and structures relating to quality stan-
dards56.
To summarize, hospital-based tumour registry is an
excellent tool to evaluate some quantitative and qua-
litative aspects of oncological care (table 4). It exists
the obligation of exploiting HBTR data at maximum.
Being quality cancer care one of most deficient as-
pects studied in Oncology and lacking data-systems
to evaluate it, HBTR arises as generator of data rela-
ted to quality. Some data regarding information to pa-
tients, pain control or their satisfaction with the care
will not ever be evaluated by a registry. HBTR cannot
be the only tool to examine quality cancer care but it

is a good one being its data comparable, objective,
and standardized. Some benchmarks should be stated
in order to be able to compare every data generated
through registries and therefore to adopt measures
for improving deficiencies. As physicians we have the
obligation of measuring our performances. This is
one of best known ways of improving quality in On-
cology.
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