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PREFACE

This issue of "CRAB" consists of three sections. The first section comprises the findings utilizing the cancer
registry/ cancer atlas data such as hlghllghts of cancer pattern in India based on the cancer atlas pro;ect
report, comparison of cancer pattern between the north eastemn region and the already established
population based cancer registries under the network of ICMR, epidemiology of female breast & reproductive
cancers in India and cancer mortality data collection methods in Chennai and Bhopal cancer registries. The
second section depicts some of the statistical methodologies such as design, conduct and analysis of case-
control studies, statistical aspects relating to cancer survival analysis, effect of loss to follow-up and some
| solutions for estimating survival rates and time-trend analysis with emphasis on cancer. These
methodological papers were presented at the NCRP pre-ARM workshop held at Gangtok, Sikkim during 3-4
December 2004. Section Il deals with Ahighlights from various cancer registries which are under the network

of national cancer registry programme.
We thank all the contributors.

Dr. Aleyamma Mathew

Associate Professor of Epidemiology

Regional Cancer Centre, Thiruvananthapuram




EDITORIAL

Can cancer be made a notifiable disease?

Cancer has become a major health problem in India due to increase in life expectancy, control o
communicable diseases and changing life styles. The national cancer control programme of India was startec
in 1975 with the objective of primary prevention of cancer by health education, secondary prevention o
cancer by early _detection and diagnosis, strengthening of existing cancer treatment facilities and palliative
care in terminavl stage cancers. An adequate and authentic information system is an essential pre requisite fo
planning and evaluation of cancer control programmes. Cancer registries which provide pattern and burder
of cancer in the population are the appropriate tools for such action plan in any meaningful contro
programme. All developed countries utilize information obtained from such standardized registry operations.

Methodology of cancer registration

Reporting of cancer cases to a population based cancer registry (PBCR) which records all new cancer case:
occurring in a defined population may be compulsory by legislation or by an administrative order issued by
statutory b‘ody such as the ministry of health or a provincial health authority. In many developed countrie!
such as Finland, Sweden, Norway, Denmark, Germany, etc., the notification of cancer cases to a centrs
registry is compulsory for all hospitals, as well as pathological, cytological and hematological laboratories
Such legislation facilitates the collection of data for PBCRs. The hospitals in the areas with compulsor
notification and the hospital cancer registries abstract information from the patient records on a specifiel
proforma and send it to the central registry. Such a system of recording cancer cases in the registry is know!
as passive registration.
Cancer registration can be voluntary or an active process done at the source by trained investigators
In some countries such as England and Wales (SW Region), Iceland etc., the registration of cancer cases i
by a voluntary registration system. In the voluntary registration system, the co-operat‘ing centers repol
cancer cases to the central registry voluntarily. Unless cancer is a legally reportable disease, the cance
registry is in effect operating on-a voluntary reporting basis or through active registration process.
| Currently more than 200 PBCRs exist in various parts of the world. In several registries, the reportin

of data to PBCR is through passive registration system.




As an illustration of compulsory reporting of cancer cases to the PBCR, the system followed in Finland is
. briefly described (Pukkala E, et al. Cancer atlas of Northern Europe, Cancer Society of Finland Publication
62, Helsinki 2001, pp. 50-51)

The national board of health in Finland issued a by-law for compulsory reporting of cancer cases in 1961. All

- physicians, all hospitals and other institutions in Finland must send a notification to the Finnish Cancer Registry for al

cancer cases that come to their attention. Pathological, cytological and hematological laboratories send the

| respective laboratory notification. Finnish Cancer Registry receives an increasing number of notifications in machine-

readable format. This automatic reporting contains the same information as the manual reporting forms inclusive of

free texts, detailed descriptions of the tumor site and histology. In addition, the cancer registry receives annually, a

computerized file on death certificates in which all malignant diseases are mentioned, The registry publishes

excellent annual reports which are being extensively used for research, administration, and health education at all
levels.

All individuals residing in Finland since 1967 have been assigned a unique 11 digit personal identifier (PID),

which is widely used in a number of different every day activities including delivery of health care. The PID is

mentioned on all cancer registry notifications and is stored in the registry data-base. It forms an important personal

- identification for various purposes such as coding, searching from the file, combining notifications.etc., from different

 sources and in removing duplicate registration‘s.

The following have been declared as notifiable diseases in Finland.

* Al malignant neoplasms such as carcinomas, sarcomas, lymphomas, leukaemias, multiple myeloma,

gliomas, melanoma etc. _
»  Carciniod tumours, pheochromocytomas, thymomas, ameloblastomas and chordomas 1
o CIN lll of the cervix, histologically benign tumours of the central nervous system and meninges, transitional |

cell papillomas of the urinary tract and ovarian tumors with borderline malignancy.

Cancer registration-system in our country (active registration process)

The cancer registration system in India is through an active method of data collection from hospital records as well as

registry workers are employed for this who reach the health facilities in the area and search for cancer cases from the -
Mmedical records and abstract the information required on a case abstract form. This process takes considerable time.
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through interview of patients, supplemented by data from vital statistics division in the respectwe areas. Tra|ned . ,
f

|
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The data on occurrence of cancer in India is available from the PBCRs established in various parts of the country. A
network of fourteen PBCRs (including the recently established eight PBCRs) is functioning under the NCRP of
ICMR.These are located at Bangalore, Barshi, Bhopal, Chennai, Delhi and Mumbai, and the recently organized
registries in Kolkata, Ahmedabad (rural) and six north eastern registries located at Dibrugarh, Guwahati, Manipur,
Mizoram, Silchar and Sikkim. There are some other PBCRs outside the ICMR network. The PBCRs at Pune,
Aurangabad and Nagpur are operating under the Indian Cancer Society, Mumbai. The Ahmedabad urban PBCR is
under the Gujarat Cancer Research Institute, Ahmedabad. The Thiruvananthapuram .(urban and rural) and
Karunagappally (rural) registries are under the Regional Cancer Centre, Thiruvananthapuram, Kerala. The Dindigul
Ambilikai cancer registry is functioning under the supervision of cancer registry, Chennai. Although the area and
population covered by all the above registries are minimal, it gives some idea of the extent of cancer problem in our
country. The accumulated data from these registries show interesting geographic differences in patterns of cancer in
the country which can be optimally used for all control activities. However, extensive areas remain essentially
uncovered and therefore the magnitude of cancer in several urban and rural regions in the country remains largely
unknown.

In India, more than 70% of the population lives in rural areas. A realistic estimate of the national cancer
burden is therefore possible only if cancer incidence in the vast uncovered.rural and urban areas is documented.
Hence, need exists, for setting up of more registries through out the country as existing in.some western countries. In
India, at present there are 205 cancer treatment center and 22 regional cancer centers. Amongst the above centers,
wherever the cancer registries have not been set-up, effort should be made to initiate hospital based cancer
registries. Such hospital based registries may serve as the nucleus for the later development of PBCRs.

Until 2003, the NCRP of ICMR comprised of only six PBCRs covering a total population of 3.5%. For a vast
country like India, this was obviously inadequate. In order to increase the knowledge of the geographic patterns of
cancer in the country, a project on “Development of cancer atlas in India” was initiated by the coordinating centre of
NCRP with support from WHO. The objectives of the project were (i) to obtain an overview of cancer patterns in
different parts of the country and (ii) to estimate cancer incidence wherever feasible. Modern electronic information
technology was used to capture information from different centers on cancer cases as and when diagnosed. Hence
this, in a way, represented a voluntary reporting system. Information on 217,174 microscopically diagnosed cancers
for the period 2001-2002 was collected from pathology laboratories in the country. An analysis of this data has
identified some hitherto unknown - cancer patterns and identified possible areas for establishing PBCRs.
(Nandakumar A, Gupta PC, Gangadharan P, Visweswara RN and Parkin DM: Geographic pathology revisited:
Development of an atlas of cancer in India. Int. J. Cancer: 116, 740-754, 2005).




When we consider the cost involved, it may be difficult to establish more PBCRs in the country. Hence, it is

rongly felt that at least those states where the health care facilities are available in majority of areas and health -

formation system has attained a stable position (like Kerala, Maharashtra etc.) must consider declaring cancer as a
“otifiable disease by making a legislation as practiced in some developed countries of the world. This will provide a
hig boost for strengthening the cancer registration system which would help further supplementing evaluation of

ational cancer control programme.

or. Aleyamma Mathew"
Associate Professor of Epidemiology
Regional Cancer Centre, Thiruvananthapuram
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- Some findings utilizing the cancer registry / cancer atlas data






















































































































































































































































































































