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Context

Several pneumonia cases with unknown etiology first
appeared in Wuhan, China, in December 2019. The clinical
findings of this disease resembled viral pneumonia, which
raised concerns at the Chinese and international levels (1-
4). The virus spread rapidly throughout the world and af-
fected many people (1, 5). The World Health Organization
(WHO) named this disease COVID-19. Based on the statis-
tics from the Chinese Center for Disease Control and Pre-
vention, the fatality rate is 2.3%. The number of mortalities
is higher in older adults (14.8% in people over 80 years).
Moreover, adults with comorbid diseases (cardiovascular
disease, diabetes mellitus, chronic respiratory disease, hy-
pertension, and cancer) are more at risk (6).

Due to the potential and nature of COVID-19, serious
surveillance and monitoring systems are needed to assess
the status of the disease (7). Disease registration systems
canbe designed to achieve this goal (8). Itis specified as “an
organized system that collects the epidemiological and
clinical data to evaluate outcomes for a population defined
by a particular disease, condition, or exposure” (9, 10)). In-
formation extracted from these systems is used for evalu-
ating the quality of care and follow-up of patients, creat-
ing standards of care, monitoring the disease, community
assessment, comparison of processes and care outcomes,
evaluating disease control programs, planning, policy-
making, improving patient outcomes, research, and edu-
cation (11,12). All of these goals will be achieved if standard,
accurate, and timely data are recorded (13). The experience
of similar diseases like SARS (severe acute respiratory syn-
drome) and MERS (Middle East respiratory syndrome) has
confirmed the importance of registry systems in optimal

disease management (8).

Developing a registration system for COVID-19 and col-
lecting information about patient history, diagnosis, treat-
ment, and follow-up through electronic systems can lead
to better disease management. Moreover, it determines
the effectiveness of treatment and clinical interventions
for COVID-19 (14). In addition, it offers the opportunity to
deepen our understanding of mortality and particularly
sudden unexpected death due to COVID-19.

It is important to note that connecting the COVID-
19 registry system to other registry systems and elec-
tronic health records (EHR) can also be used to obtain in-
formation about patients or identify people who are at
greater risk of this disease. For example, the rheumatol-
ogy COVID-19 registry collects information about patients
with rheumatology who have been affected by COVID-19
(15). CAPACITY-COVID is a European registry to determine
the role of cardiovascular diseases in the COVID-19 pan-
demic. The goal was to manage cardiac complications in
patients with COVID-19 and determine the vulnerability of
patients with underlying cardiovascular disease to be af-
fected by COVID-19 (16). COVID-19 specific data elements
added to the American Heart Association’s Get with The
Guidelines Registry Modules that is a registry system for
capturing data on patients with cardiac disease (17, 18).
The Sina Hospital COVID-19 registry (SHCo-19R) system col-
lects information about clinical presentations, diagnostic
workups, treatments, hospital courses, and follow-ups of
patients (19). Isfahan COVID 19 Registry (I CORE) collects
data according to the WHO protocols and questionnaires
(20). Another study proposed that 44 data items, includ-
ing clinical and nonclinical data to be collected for COVID-
19(8).
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Based on the WHO, the registry of COVID-19 should
be composed of four sections, including patient informa-
tion, clinical information, exposure, and travel informa-
tion from 14 days before symptom onset, and laboratory
information. Demographic data and the place where the
case was diagnosed are gathered in the patient informa-
tion part. Clinical information consists of patient clinical
courses, patient symptoms and signs, underlying condi-
tions, and comorbidities. Section 3 collects information
on the occupation and travel history from 14 days before
symptom onset. Laboratory information is recorded in the
final section (21). Detailed information about each section
is mentioned below.

1. Basic information

This part consists of five data elements, including pa-
tient ID, date of birth, sex at the birth, place where the case
was first diagnosed, and usual patient place of residency.

2. Clinical Information

This section contains four parts, including patient clin-
ical course, patient symptoms, patient signs, and underly-
ing conditions and comorbidities.

2.1. Patient Clinical Course

The data elements include the date of symptom onset,
admission to the hospital, the date of the first hospital ad-
mission, the name of the hospital, the date of isolation,
Was the patient ventilated, health status (circle) at the time
of reporting, and the date of death are recorded in this
part.

2.2. Patient Symptoms

They include a history of fever/chills, shortness of
breath, pain (check all that apply), general weakness, di-
arrhea, cough, nausea/vomiting, sore throat, headache,
runny nose, irritability/confusion, and so on.

2.3. Patient Signs

They include temperature, pharyngeal exudate, coma,
abnormal lung X-ray findings, conjunctival injection, dys-
pnea/tachypnea, seizure, abnormal lung auscultation, and
SO on.

2.4. Underlying Conditions and Comorbidity

Pregnancy (trimester), postpartum (< 6 weeks), car-
diovascular disease including hypertension, immunodefi-
ciency including HIV, diabetes, renal disease, liver disease,
chronic lung disease, chronic neurological or neuromus-
cular disease, malignancy, and so on are necessary comor-
bidities that must be recorded.

3. Occupation and Travel History From 14 Days Before
Symptom Onset

This information includes occupation, places the pa-
tient traveled from 14 days before symptom onset, a patient
visit to any health care facility from 14 days before symp-
tom onset, close contact with a person with acute respi-
ratory infection from 14 days before symptom onset, con-
tact with a probable or confirmed case from 14 days before
symptom onset, and patient visit to any live animal market
from 14 days before symptom onset.

4. Laboratory Information

This includes the name of confirming laboratory, type
of assay and sequencing, and the date of laboratory confir-
mation (21).

In conclusion, different clinical registry systems have
been developed for COVID-19, with different data elements.
Due to the importance of registration systems and the vari-
ety of clinical registry data items, it is useful to use national
and standard data items for COVID-19 clinical registry sys-
tems. Although these data are approved by the WHO to
record information on suspected or infected patients, they
need to be customized for use in every country. For exam-
ple, in some countries, especially in the basic information
section, it may not need to record the ethnicity or race of
patients. Different standards need to be considered in de-
signing electronic registration and integration into other
systems and EHR. In addition, close collaboration is neces-
sary between clinicians, epidemiologists, health informa-
tion managers, informatics experts, and even patients to
set up a registry system for improving health.
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