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SETTING-UP A DEATH REGISTRY

Farhana Badar
Shaukat Khanum Memorial Cancer Hospital & Research Centre, Lahore-Pakistan

Dear Editor,

The Punjab Cancer Registry, a population-based
cancer registry (PBCR), sponsored by the Shaukat
Khanum Memorial Trust, was established in 2005, by
the collaborative efforts of the professionals of the
province of the Punjab, Pakistan, representing both
the private and government sectors.' Even though it
has been more than a decade since the registry was
set-up, results for just one district of the 36 districts
of the Punjab, the district of Lahore, have been
published in recent years, and show extensive results
on the incidence rates for the population of Lahore.*’
The delay in having the registry up and running has
been due to the fact that setting-up relevant processes
to facilitate cancer registration/surveillance is an
arduous task in our region, compounded with a low
level of awareness about its importance within the
doctor community and general public as well.
Although the significance of calculating the
incidence rates of a population living in a
geographically defined area, over a specified period
of time, and concomitantly gauging the disease
burden, cannot be denied, globally, PBCRs have a
role beyond determining the aforementioned
statistics." PBCRs also play an important part in
determining the mortality and survival statistics in
order to present the quality of life and to quantify
overall and treatment outcomes so as to assist in
developing management strategies and infrastructure
needed to deal with such conditions.* Except for the
death of some of the patients taking place at hospitals
where deaths are recorded, the demise of most
patients takes place in their native towns where there
are no systems to inform the managing hospitals, for
the sake of record keeping.

Despite the efforts of the registry staff to
determine the vital status of the patients, by
conducting periodic follow-ups of such patients
through telephone calls, contact could not be

established with more than 55% of the patients in any
of the studies undertaken, including the most recent
one on new cancer diagnoses between 2010 and 2015
(unpublished results). This appears to be an on-going
issue, an impediment to the development of the
health sector to cater to the needs of the patients in
the region and in laying the foundation for
conducting  superior quality, population-level
research. This is attributed to the fact that there is no
regional or central death registry that could be
utilized to capture the vital status of patients through
their computerized national identity card numbers,
categorized as their unique personal identifiers.
Setting-up a regional death registry is as important as
establishing a population-based registry as both go
hand in hand in assisting in making decisions on
resource allocation, such as the placement of
radiotherapy facilities, and proper staffing of cancer
treatment facilities. It is hoped that this letter will
bring this problem to the attention of the policy-
makers and planners, so that they can consider
dealing with this issue, along with that of cancer
surveillance, on a priority basis, in the best interest of
the people of Pakistan.

REFERENCES

1.  Punjab Cancer Registry. SKMCH&RC, Lahore, Pakistan
2011. [Internet]. [cited 2018 Aug]. Available from:
http://punjabcancerregistry.org.pk

2. Badar F, Mahmood S, Yusuf MA, Sultan F. Epidemiology of
cancers in Lahore, Pakistan, 2010-2012: a cross-sectional
study. BMJ Open 2016;6(6):¢011828.

3. Badar F, Mahmood S. Epidemiology of cancers in Lahore,
Pakistan, among children, adolescents and adults, 2010-
2012: a cross-sectional study part 2. BMJ Open
2017;7(12):e016559.

4. SEER Training Modules, Population-Based Registries. U.S.
National Institutes of Health, National Cancer Institute.

[Internet]. [cited 2018 Aug 27].
https://training.seer.cancer.gov/registration/types/population.
html

Address for Correspondence:

Dr. Farhana Badar | Secretary, Punjab Cancer Registry.

Sr. Biostatistician & Cancer Epidemiologist, Cancer Registry & Clinical Data Management
Shaukat Khanum Memorial Cancer Hospital & Research Centre, 7-A, Block R-3, Johar Town, Lahore 54782, Pakistan.

Phone: +92-42-35905000 Ext. 4240
Email: farhana@skm.org.pk

138 http://www.jamc.ayubmed.edu.pk



