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ABSTRACT
Introduction: Spinal Cord Injury (SCI), a chronic and disabling condition, is often due to trauma. The
annual incidence of SCI in the Iranian male and female population is an estimated 98.4 and 46.5 in
100,000, respectively. There is a lack of reliable data source on the care and outcomes of individuals
with SCI. On the other hand, policy-makers need reliable data to prevent SCI and improve its patient
care and long-term outcomes. The aim of this project was to establish a prospective, registry that will be
feasible in practice and provide the required data on etiology, level and type of injury, and quality of
provided care, in addition to patients’ outcomes and their quality of life.
Methods: The project was started in November 2014 by presenting the initial plan of registry and
creating the steering committee consisting of major stakeholders. After approval of the project by the
Ministry of Health, a multi-disciplinary expert panel, including 45 national and international specialists,
contributed in determining patient eligibility criteria; case finding, registration, follow-up processes and
minimum data set (MDS). MDS, which was developed based on International Spinal Cord Injury Data
Set, includes 350 data items. In order to include iatrogenic SCI, all patients who are admitted to the
neurosurgery departments of collaborating hospitals with acute spinal fracture/dislocation with or
without SCI, were defined as the eligible patients for registry. Data sources and data collection methods
were paper medical records, medical images, hospital information system, interview with patients and
attending physician, and observation of patient health status. A web-based application was designed for
our registry processes. To ensure the feasibility of registry, a seven-month pilot study was conducted
with participation of two hospitals in Tehran and one in Rasht. The coverage rate of eligible cases,
workload amount and time spent for registration and quality review were considered to evaluate the
performance of registry.
Results: In the pilot phase, a total of 81 eligible patients were identified in three hospitals. Data of 16
patients from one hospital were not recorded into the electronic system. Thus, data of 65 patients were
reviewed and verified. Data collection and quality control duration were 28±10 and 15 minutes per
patient, respectively. Duration of the whole process from beginning of data entry until final verification
was nearly two weeks. The cause of the problem was shortage of trained quality reviewers. The mean
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coverage of registry was 65.36% due to lack of dedicated registrar and hidden spine fractures that were
not diagnosed in admission time. Currently, 182 patients have been registered into the registry system
up until 26 December, 2016. Of these, data of 114 patients have been verified, 49 patients are being
completed and 19 are under quality review.
Conclusion: Although the implementation of NSCIR-IR registry is feasible, registry processes can be
accelerated by assigning dedicated registrars and one physician to quality control in each registry
center. Also, some modifications in eligibility criteria may be necessary for expanding the registry
coverage.
Reinforcement of coordination between NSCIR-IR headquarters with registry centers outside of Tehran
for timely registration seems necessary.
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