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Dear Editor, 
Many diseases in the world are infrequent, and constitute 
less of a burden for global health than common conditions. 
For some of them, there is a rival disease that is very serious 
or common, and has drawn all the attention of researchers 
and health policy-makers. Consequently, the latter (disease 
B) inspires all studies, and the former (disease A) is rather 
neglected. While the logarithmic pace of scientific advances 
feeds and strengthens management guidelines for B, a paucity 
of knowledge occurs for A. In the long term, the gap between 
A and B enlarges too much and develops into a health disparity 
issue by depriving patients affected by A from optimal health. 
If the neglected A is a considerable source of morbidity, 
patients and physicians are confronted with an unanswered 
health challenge; whereas health authorities cannot turn the 
tide when administrative measures are not supplemented by 
original data. 

In these circumstances, providing a platform for the 
systematic record of information about A would be the first 
means toward modification of the imbalance. Development 
of a registry dedicated to A and its implementation over an 
extended geographical area will gradually enable a methodical 
evaluation of the disease at a low cost.

However, surveillance and registry of rare diseases face 
some challenges: First, the funding organizations usually 
invest on more common diseases. Second, the registry should 
be catered by many centers to collect enough data, while 
that rare disease is not their main concern. Third, the lack 
of familiarity of physicians may cause underdiagnosis and 
under-reporting of the disease. 

Different levels of public health management can help 
mitigate these issues. Governments could play a critical role 
by ensuring sustainable funding and motivating accurate 

disease report. The development of specialized centers at 
national levels that would serve as the core for training health 
professionals and directing studies could upgrade diagnosis 
and reporting. The coordination of regional and local centers 
with the core center, recurrent training of their health staff, 
and accurate data record would complement the process. 

One of the neglected diseases worldwide is idiopathic 
granulomatous mastitis (IGM). Although published studies 
implicate a higher frequency of the disease in Turkey, Iran, 
China, India, and in the American Hispanics,1 on a global 
account, IGM is a rare disease of the breast. However, IGM 
or disease A is behind a large B, because the breast is home 
to breast cancer, the most common female malignancy 
worldwide, and the number of studies around it is massive; 
thrusting IGM in the dark. Now it comes that although not 
malignant, IGM is associated with significant morbidity due 
to its chronicity, recurrences, disturbing presentation, and 
irreversible deformities.2 Despite its recognition in 1972,3 
the epidemiology, risk factors, best diagnostic, and treatment 
approaches are still unknown. 

Considering the data deficiency about this disease, 
we designed a project to develop and launch a hospital-
based (medical center-based) registry for IGM (RIGM) 
(Ethical Approval from the Ethics Committee of Tehran 
University of Medical Sciences: IR.TUMS.SINAHOSPITAL.
REC.1401.063). After an all-inclusive search of the literature 
and several expert meetings, the Minimum Dataset 
(Supplementary file 1) was defined. Then the RIGM software 
was developed as a user-friendly short tool with an English 
interface to permit international collaboration. 

So far, 352 patients have been recorded in RIGM, and 4 
centers have signed collaborating agreements while 10 others 
are considering it; so RIGM will constitute a multicentric 
study. It is directed by the IGM (core) Clinic of the Breast 
Diseases Research Center of Tehran University of Medical 
Sciences. The plan is the future collaboration of all members 
of the Iran IGM group, plus international collaborations. 

We faced some obstacles including convincing higher 
authorities about the necessity of the project, foreseeing the 
financial aspects, calling on experts to bring them into play despite 
their concurrent activities in breast cancer studies, applying 
quality control, and attracting national and international 
collaborators. 

For other diseases ignored behind more frequent conditions, 
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launch of global dedicated registries would be the best first 
policy on the road to health fairness. However, the registry 
of neglected diseases is also being neglected; scientists and 
health managers should care about it.
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