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Letter

Musculoskeletal Tumor Registry, Time to Act and Take Steps Forward
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Dear Editor,
Musculoskeletal tumors are rare, accounting for only

0.3 percent of all cancers at any age (1). The annual inci-
dence of primary malignant bone tumors is 9 individu-
als per million, with an estimated mortality rate of 4 peo-
ple per million (2). Raising public awareness about the
epidemiology of these cancers will help prevent and treat
health conditions. With the advancement of medical sci-
ence and treatment methods, patients’ prognosis and life
expectancy have increased, but how much disability re-
mains is an important issue (3). The appropriate man-
agement of these are different than non-musculoskeletal
tumors because of difficulty in radiologic and histologic
based diagnosing, requiring complex and demanding
surgery (reconstructive surgery) with the involvement of
various surgical specialties, and the need for adjuvant ther-
apy. Since these tumors are rare, research to evaluate
all aspects of diagnosis, treatment, and outcome are dif-
ficult and time-consuming. As a result, registries or na-
tional/regional cohort studies are the most practical tools
for this survey. Armstrong said, "The cancer registry is es-
sential to cancer control, and cancer control is essential to
(the survival of) the cancer registry" (4).

The cancer institute of Tehran University of Medical Sci-
ences, Iran made the first attempt to register chronic dis-
eases in Iran in 1955 (5). Etemadi et al. published the first
data from the cancers registration system in Iran in 1956
(6). Cancer Research Center of Shahid Beheshti University
of Medical Sciences is one of the best Iranin institutions for
malignancy research and registration. An extensive study
has been done to record musculoskeletal malignancies
and comprehensive research projects in this field, and pre-
liminary data from these research projects have been pub-
lished. The study of Ewing sarcoma was performed at this

center from 2008 to 2015, based on the Iranian National
Cancer Registry (INCR) (7). Also, in a published study of soft
tissue sarcomas based on INCR, the age-standardized inci-
dence rate (ASIR) of total soft tissue sarcomas was 6.34 per
million person-years (8). Regarding the epidemiology of
spinal malignancies, 122 patients with a definite patholog-
ical diagnosis of chordoma were registered in this center
(9).

These studies were among the first ones that use the na-
tional registration system to study musculoskeletal malig-
nancy. In addition, they will help the future healthcare sys-
tem plan for terms of controlling, preventing, and treating
musculoskeletal malignancies. This information aids in
visualizing tumor epidemic information. Despite the im-
portance of this information, it appears that data collect-
ing has remained unchanged in recent years, and it is still
based on pathology. Given the importance of determining
quality-adjusted life years (QALYs) and disability-adjusted
life years (DALYs) and prognosis in patients, it appears that
it is time to move on to the next step in gathering tumor
data. In the population/community-based mechanism,
the possibility of access to disease progression, treatments
performed, complications, and patient function and the
outcome can be measured (10). German Interdisciplinary
Sarcoma Registry (GISAR), Musculoskeletal Tumor Registry
(MsTR), The Scandinavian Sarcoma Group (SSG) registry of
soft tissue and bone tumors, bone and soft tissue tumors
(BSTT) registry have done qualitative registry in Japan .
These registries contain population-based data, which al-
lows us to gain a better understanding of all aspects of can-
cer management. Also, since some authors attribute dis-
parities in sarcoma epidemiology to ethnicity and genetic
factors (11, 12), actions should be taken to join and use a
gene-based registry that serves as a valuable resource for
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expanding our understanding of cancer (13, 14).
In order to maximize the benefits of the chronic dis-

ease registry system, it is critical to investigate the flaws
and improve data collection based on imaging and pathol-
ogy findings. We should generalize our efforts to research
and production in the field of new drugs production, man-
ufacturing implants and prostheses, and modern radio-
therapy technologies in our region. As mentioned above,
there is currently a little research on the epidemiology of
musculoskeletal tumors in Iran; despite enough cases and
reliable results, there is no mention of survival and partic-
ipant outcomes. Given the importance of dealing with tu-
mors at the national level, good progress is currently be-
ing made in Iran. It has also created conception readiness
for the multidisciplinary management doctrine. Compre-
hensive cancer centers are also being created and estab-
lished across the country so that this platform may cen-
trally launch a high-quality musculoskeletal tumor reg-
istry. According to our literature review, there is no mus-
culoskeletal tumor registry in the MENA region (the Mid-
dle East and North Africa); additionally, because ethnicity
and race are comparable, we can have a point of view on
our region. Moreover, it can differ from other parts of East
Asia, Europe, and the United States and be drawn based
on differences, policies, and priorities. Due to the rarity
and complexity of diagnosing and treating musculoskele-
tal tumors, it is critical to collect accurate and high-quality
data to develop goals and strategies, which must then be
reviewed and re-evaluated.

Finally, given the foregoing, it is necessary to have
a population-based registration framework in which all
"patient" information is included. In addition, the pa-
tient’s histologic diagnosis and histogenetic typing, man-
agement, chemotherapy and radiation regimens, and pro-
cedures should all be documented. It should also include
periodic follow-up in terms of therapy and surgical com-
plications, recurrence, and mortality rate.
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