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What is already known on this topic?

It is known that in some rare and special diseases, studies cannot be performed due to the insufficient number of patients, and thus
experiences are published only in the form of case reports.

What this study adds?
We present pediatric endocrinologists with an example of a platform where they can produce large studies with low cost and a high
number of patients.

Abstract

Objective: The database http://cedd.saglik-network.org (CEDD-NET) has been operating since 2013 in Turkey. All pediatric endocrinologists
can propose projects to this network. The aim of our study was to determine the impact of CEDD-NET on the transformation of
multicenter studies into scientific publications and assess the academic characteristics of the studies that have been transcribed into
publication.

Methods: All the studies that were opened to patient admission on the website between August 26, 2013 and March 1, 2021 were
reviewed.

Results: A total of 30 studies were accepted and opened for data entry. The median data collection period was 12 (1.5-24) months, while
the median number of researchers participated was 23 (3-180), the median number of cases was 120 (26-192). The average cost was
$2113 (1370-3118). Out of 30 studies, data entry was completed for 27. Sixteen publications were produced from 14 studies, 13 ot them
have not published yet. The median time from the end of data entry to publication of the study was 686 (168-1608) days. While the
median impact factor of the journals in which the studies were published was 1.803 (1.278-5.399), the median number of citations was
6.5 (0-49), and cited by 99 times in Web of Science indexed journals in total.

Conclusion: CEDD-NET appears to be productive and effective as all the publications are of high quality that have been published in the
Q1-02 categories. This study demonstrated the benefits and necessity of establishing nationwide databases, even covering more than
one country, in specialized branches, such as pediatric endocrinology where rare diseases are of concern.
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Introduction

Pediatric endocrinology is a specialized discipline that
deals with common endocrine disorders, such as obesity
and hypothyroidism, in addition to several rare disorders.
Disorders of sex development, hypophosphatemic rickets,
hypoparathyroidism, and childhood thyroid cancers are
among these rare diseases. The rarity of these diseases
makes it almost impossible to conduct new studies from
a single center, highlighting the need for large multicenter
studies.

The Pediatric Endocrinology and Diabetes Society (PEDS)
in Turkey is an association with a total of 357 members;
that includes only pediatric endocrinologists. Thanks to the
activities of this association, the database http://cedd.saglik-
network.org (CEDD-NET) was established and has been
operating since 2013. All pediatric endocrinologists can
propose projects to this network. The project is evaluated by
the members of the advisory board, consisting of 15 members
who are the chairs of various Working Groups, in terms
of ethical compliance and scientific content. Appropriate
studies are finalized for data entry by the must approve of at
least 8 out of 15 members of the advisory board. Software
engineers create the data set and announce the project to all
pediatric endocrinology and diabetes centers in the country
via email. Those who want to participate in the research
project, log-in to the website and report their intent. Later,
the application is evaluated by the CEDD-NET coordinator.
Centers whose participation is approved are then included in
the study. The aim of this network is to conduct high quality,
multicenter studies in the field of pediatric endocrinology,
to investigate approaches and treatment responses in rare
diseases, and to shed light on treatment approaches and
guide future studies for physicians.

The aim of our study was to determine the impact of
CEDD-NET on the transformation of multicenter studies
into scientific publications and assess the academic
characteristics of the studies that have been transcribed into
publication.

Methods

In our study, all the studies that were opened to patient
admission on the website http://cedd.saglik-network.
org between August 26, 2013 and March 1, 2021 were
reviewed. The number of participants in the studies, the
number of cases, the number of parameters investigated,
and the cost (at the dollar exchange rate on the date the
study was opened for case recruitment) were documented.
In the completed studies, the publication status of the study

was investigated through Pubmed and Google Academic
databases. The date of the publication, the impact factor
of the published journal, the Q category, the number of
citations by any publication, and by Web of Science journals
were searched.

Statistical Analysis

Categorical data were described using observed frequencies
and percentages, and continuous variables were summarized
by their medians and minimum maximum values in case of
serious deviation from normality with Statistical Package for
the Social Sciences (SPSS), version 21.0 (SPSS Inc., Chicago,
IL, USA). A p value <0.05 was considered to be statistically
significant.

Results

A total of 30 studies were accepted and opened for data
entry in the 7.5-year period from August 26, 2013, when
the first study started, to March 1, 2021. While data entry
was still ongoing in three of these studies, it had been closed
in 27 studies and had been terminated. The median data
collection period of the studies was 12 (1.5-24) months.
While the median number of researchers who participated
was 23 (3-180), the median number of cases was 120 (26-
192). The median number of investigated parameters was
154 (41-564). The average cost was S2113 (1370-3118). Out
of 30 studies, data entry was completed for 27. Sixteen
publications were produced from 14 studies, 13 of them
were not yet published. From the data of one study, three
different publications were produced (Table 1). The median
time from the end of data entry to publication of the study
was 686 (168-1608) days. While the median impact factor
of the journals in which the studies were published was
1.803 (1.278-5.399), the median number of citations was
6.5 (0-49), and the median number of citations by Web of
Science journals was 4 (0-22).

Discussion

The specialized field of endocrinology and metabolism
is a field that deals with health problems, such as type
2 diabetes and obesity (1), which affects up to 30% of
the population, as well as diseases with a frequency of
< 1/1000000 such as congenital lipodystrophy (2). Based on
the bibliographic review of the studies conducted in the field
of endocrinology and metabolism in the world, Turkey is in
a good place (ranked 16™) among the countries producing
the most publications (3). Thanks to the developments in
the field of medicine, many new treatments are produced
and the way for many new studies is paved.
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When citations of publications are examined, among the
sub-fields of pediatrics, pediatric endocrinology is the
third most cited field (4). Some endocrine disorders in
this field are rare and do not allow clinical research from
a single center (5). Examples of these diseases are Prader-
Willi syndrome, and 46 XX congenital adrenal hyperplasia
reared as males. In addition, due to the insufficient
number of cases followed by clinicians, their clinical
experience is limited in these diseases (6). Through the data
network established by PEDS, physicians both share their
experiences with each other and get ideas about treatment
approaches. When the publications of the PEDS are
examined, the publication “Response to growth hormone
treatment in very young patients with growth hormone
deficiencies and mini-puberty” was reported as the largest
series evaluating patients who were diagnosed with growth
hormone deficiency and started treatment under the age of
three years. Similarly, the publication “Genotype-phenotype
correlation, gonadal malignancy risk, gender preference,
and testosterone/dihydrotestosterone ratio in steroid
5-alpha-reductase type 2 deficiency: a multicenter study
from Turkey”, and “Clinical and laboratory characteristics
of hyperprolactinemia in children and adolescents: national
survey” are the studies with the largest patient series in their
specific field. Likewise, the study “Comparison of treatment
regimens in management of severe hypercalcemia due
to vitamin D intoxication in children”, which evaluated
vitamin D intoxication, made a great contribution to the
literature with the largest patient series in an area that is
very difficult to study. All these papers can be accessible on
the link https://jcrpe.org.

When the cost calculation of the studies was made, the
highest amount was found to be $3,118. Despite the fact
that this amount was below the cost of many scientific
research projects, publications of the high quality were
produced. This suggests that studies with a data network
can also be cost-effective.

One of the issues to be discussed is that only 51.8% of the
studies have been published. The reasons that studies have
not been published may include the low number of cases,
insufficient data collection or difficulties experienced by
corresponding authors to bring them to the publication stage.
The fact that four publications have not been published,
even though it has been more than 4 years since data entry
was closed, reveals the necessity of reviewing researchers at
the publication stage by the evaluation board.

Study Limitations

One of the limitations of the study is that the corresponding
authors were not contacted individually. This would have

allowed assessment of the negative and positive aspects
of the data evaluation using the CEDD-NET system but
we were unable to assess this. Furthermore, the problem
of unpublished studies and if this was due to the data
source, was also not investigated. The productivity and
effectiveness of CEDD-NET would better have been assessed
by canvassing the anonymous opinions of the researchers
who provided data to the various studies.

Conclusion

In conclusion, the CEDD-NET database is cost-effective
and useful, as it creates a data network that can easily
reach many physicians across the country. It is productive
and effective, as all the publications are of Q1-Q2 quality
to date and have been cited by 99 Web of Science
indexed journals in total. This study shows the benefits
and necessity of establishing nationwide databases,
even extending to more than one country, in specialized
branches of medicine, such as pediatric endocrinology,
where rare diseases are of concern and good quality
evidence is scarce.
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