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Abstract
Objectives To determine how many online clinical trial
registers include paediatric trial data, how much informa-
tion is provided, ease of searching for paediatric trials and
the accessibility of paediatric trial data in general.
Methods Medline and Google were searched for mention of
clinical trial registers in July 2008. All registers considered
to be eligible were evaluated for trial information provided,
search options available, and number of trials, both total
and paediatric. A meta-analytic weighted average of the
presence of paediatric trials was calculated and compared to
the percentage of published paediatric trial articles in
Medline. The paediatric trials in the registers were
searched for in the World Health Organization's Interna-
tional Clinical Trials Registry Platform (ICTRP). All
online, freely accessible registers including ongoing trials
on different drugs or therapeutic areas, were eligible for
review.
Results Twelve registers were included in the review. All
except one provided detailed trial data, while search options
varied between registers: seven provided free-text search-
ing, two listed their trials by condition, two provided
elaborate search options (age group, condition, study
purpose, etc) and one simply listed its trials. Nine of the
12 registers’ search facilities made it possible to search for
paediatric trials, and these were analysed further: the
percentage of paediatric trials in the single registers ranged
from 4.8 to 33.3%, and the weighted average was 15%
(95% confidence interval 8.2–21.8). The percentage of

published, paediatric trial articles was 25%. Of the
paediatric trials also searched for in the ICTRP, 66% were
found.
Conclusions Great difficulty was found in retrieving pae-
diatric trials due to the limited and inadequate search
functions of the registers reviewed but, in general, the
registers seem to represent fewer paediatric trials than those
reported in the literature. The ICTRP portal is important for
trial accessibility, but it is still in an initial phase and far
from representative of the global research situation,
especially in the field of paediatrics.
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What this paper adds

What is already known on this subject

Registers are an important source of information for
healthcare professionals, funding agencies and for anyone
interested in participating in a trial. They have an important
role in preventing trial duplication and, therefore, in
avoiding any potential waste of effort and resources as
well as in dealing with publication bias and, therefore,
overcoming distorted evidence.
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Paediatric studies are more problematic than those in
adults so fewer studies are carried out in this population,
leading to insufficient knowledge on drug therapies. This
fact makes access to the limited amount of data from
paediatric trials even more important.

Legislative efforts aimed at encouraging paediatric trials
and at registering trials in online registers to make the data
more accessible have intensified in the last decade.

What this study adds

& It is difficult to identify paediatric trials in many online
registers due to the limited and inadequate search
functions of many of the registers. In addition, the
number of paediatric trials compiled in these registers
seems to be lower than that present in the published
literature [meta-analytic weighted average of 15.0%
with 95% confidence interval (CI) 8.2–21.8, compared
to 25%].

& The World Health Organizations's (WHO) International
Clinical Trials Registry Platform (ICTRP) portal repre-
sents an important tool in terms of trial accessibility.
Although it is still in an initial phase and far from
representative of the global research situation, especial-
ly in the paediatric field, it is likely that in the future
this initiative will have an important role in assisting
and promoting paediatric clinical research.

Introduction

Trial registers are computerized databases that collect
information on studies. The scope of the trials can be
limited to, for example, a specific disease, population or
geographical location. Registers are an important source of
information not only for healthcare professionals but also
for funding agencies when decisions have to be made
regarding funding allocations as well as anyone interested
in participating in a trial. Registers have an important
role in preventing trial duplication (as opposed to
replication) and, therefore, in avoiding any potential
waste of resources and effort [1, 2], but they are also
invaluable to researchers conducting systematic reviews
and to professionals compiling guidelines, since they are
the only means of tracking research results, whether
published or not [3, 4]. Research that has negative or
inconclusive results, in fact, often does not get published,
despite the ethical imperative to provide a public record of
such research [5, 6]. When only positive studies, or only a
study’s positive outcomes, are published [7], the result is
publication bias, and this can lead to distorted evidence in
the literature [8-10].

As a result of the increased attention paid to the need for
data accessibility in the last few years [11], especially after
a much publicized scandal in which a pharmaceutical
company withheld data that showed increased suicidal
tendencies with the use of antidepressants in children
[12], many registers have been created, also by drug
companies. Concurrently, even greater pressure has been
placed on researchers, through different initiatives, to
register their trials [13, 14]. The methods for registering
data have been gradually defined in more detail and
involve public registers that fit certain criteria. These
initiatives have helped increase the number of trials
registered and seem to be generally well-accepted by
researchers [15].

Paediatric studies are more problematic than those in
adults [16, 17], have higher research costs and lead to
results that are in the interest of a population with a smaller
market size [18]. Fewer studies are therefore carried out in
this population, leading to insufficient knowledge on drug
therapies and significant off-label drug use. In addition,
online registers often do not provide adequate search
functions for finding paediatric studies, making it even
more difficult to find data on the already scarce number of
trials in children.

Legislative efforts aimed at encouraging paediatric trials,
the most recent of which is the Paediatric Regulation in
Europe [19], have intensified in the last decade and will
lead to an increase in such studies, to an improvement in
their design and strength [20], to more focus on priority
disease areas [21] and, hopefully, also to higher publication
rates [22].

We have reviewed freely accessible, online registers to
determine how many of these include paediatric clinical
trial data, how much information is provided and the ease
of searching for paediatric studies.

Methods

Search for clinical trial registers

The Medline database and Google were searched for any
mention of clinical trial registers in July 2008. Most of the
terms used for the Medline search were chosen from among
the National Library of Medicine’s Medical Subject Head-
ings (MeSH) and included: “registries”, “clinical trials as
topic”, “internet” and “databases as topic”. The search
combination used was "Internet"[Mesh] AND ("Regis-
tries"[Mesh] OR register OR registry) AND ("Clinical
Trials as Topic"[Mesh] OR "Databases as Topic"[Mesh]).
The terms used for the Google search also included
synonyms, since there is no defined term dictionary to
use for general search engines. The additional terms
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used, alone or in combination with each other, were
“health research register” and “trial register”. The
websites of the registers found were searched for links
to additional registers.

Register criteria

In order to be considered in the review, the resulting
registers had to be freely accessible, had to involve multiple
drugs or therapeutic areas and had to include data on
ongoing clinical trials, as opposed to only data on trial
results. The registers of small pharmaceutical companies
(e.g. Antigenics and Chiron) were excluded because they
only included a few trials on their products.

A first screening was performed to eliminate websites
that only listed a few trials, such as some medical clinic
websites or small research centres.

Register evaluation

Once the final set of registers was selected, each register
was evaluated for trial information provided, search options
available, total number of trials included and number of
paediatric trials. The latter parameter was estimated by
using the search options available, with every effort made
to arrive at the most precise number of paediatric trials.
When only free-text searching of trial records was
available, searching involved various terms related to
paediatrics. In some cases, the search options were limited,
and in order to arrive at a final, estimated number of
paediatric trials, we first had to search for single terms
individually and then compile the resulting sets of trials in
Microsoft Excel to eliminate all duplicates.

Meta-analytic weighted average

A meta-analytic weighted average and 95% CIs of the
presence of paediatric trials in the registers were calculated.

Search for published trial articles

A search of the Medline database for articles published in
the 2005–2007 period reporting the results of clinical
trials or intervention studies was also performed to
determine whether the percentage of paediatric trials
present in the registers was representative of the actual
number of paediatric studies carried out. To do this, the
number of articles found involving infants, children or
adolescents was compared to the total number of articles
from the same period. In order to avoid bias in analysing
the literature from only the 2005–2007 period, we
repeated the search for two additional 3-year periods
(1985–1987 and 1995–1987).

Search for paediatric trials in the WHO’s ICTRP

Paediatric trials found in the registers were also searched
for in ICTRP to assess their presence and thus evaluate
their accessibility at an international level.

Results

Using the criteria described, we originally found 108 online
registers. Of these, 88 were excluded, mostly because they
concerned a specific therapeutic area (especially cancer).
However, some were excluded because they were not
searchable registers, but only allowed users to insert
personal health information to then be informed of any
trials in which they were eligible to participate, and others
because they only included trial results. The Current
Controlled Trials’ meta-Register was also excluded because
it was considered to be not a register, but a system designed
to search multiple registers at once.

The review initially included a total of 19 online
registers. From this set, however, two were excluded
because they only covered trials run in their own centres
(Mayo Clinic and St. Jude Children’s Hospital), two
because they no longer provided trial information, but
linked to Clinicaltrials.gov (Clinicaltrials.gov) for trial
details (Abbott, Lilly) and three because they stopped, not
been updated or were inaccessible (National Research
Register, DEC-net, and DrugsOnTrial, respectively). The
resulting 12 registers were reviewed and their character-
istics described. (see Table 1)

Description of the 12 registers

Of the 12 registers considered, two were pharmaceutical
company registers, one was the Association of the British
Pharmaceutical Industries’ (ABPI) register and nine were
public service registers run by governments, ministries of
health and/or hospitals or funded by the European Union.
One register, the National Organization for Rare Disorders
Register (NORD) was significantly different from the rest,
both in size and in type of trials covered.

None of the registers required registration. The number
of trials included in the various registers ranged from 15
(NORD register) to 58,261 trials (Clinicaltrials.gov).

All of the registers provided detailed trial data (from
among information such as title, drug studied, disease,
objective, phase, design, duration, study status, eligibility
criteria, contact information, participating centres and
resulting publications), except for the NORD register,
which only provided a brief description of the trials, but
specified an email or website related to each trial for
additional information. All of the data fields of the registers
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Table 1 General characteristics of trial registers

Number
of trial

Name of register URL Register run by Types of trials included in register Accessibility of
information

1 AMGEN http://www.
amgentrials.
com/

Human
therapeutics
company in the
biotechnology
industry

Phase 2, 3 and 4 safety or efficacy
clinical trials of Amgen products.

Provides data to
Clinicaltrials.gov

2 Australian New
Zealand Clinical
Trials Registry

http://www.
anzctr.org.au/

Group supported
by the National
Health and
Medical Research
Council

All clinical trials involving
Australian/New Zealand researchers
or participants.

Is a Data Providera of
WHO ICTRP

3 Chinese Clinical
Trial Register

http://www.
chictr.org/Site/
Search.aspx?
lang=EN

Non-profit
organization

Intervention trials (drug or non-drug
treatments), observational studies,
case-control or cohort studies, pre-
vention and prognosis studies, etc.

Is a Primary Registryb of
WHO ICTRP

4 Clinicaltrials.gov www.
clinicaltrials.
gov

Service of the U.S.
National Institutes
of Health

Federally and privately supported
clinical trials conducted in the USA
and around the world.

Is a Data Provider of
WHO ICTRP

5 India–Clinical Trials
Registry (CTRI)

http://www.
ctri.in:8080/
Clinicaltrials/
trials_jsp/
index.jsp

National public
service.

Intervention trials (drug, surgical
procedure, preventive measures,
lifestyle modifications, devices,
behavioural treatment, etc).

Is a Primary Registry of
WHO ICTRP

6 International
Standard
Randomized
Controlled Trial
Number (ISRCTN)
Registry

http://www.
isrctn.org/

Non-profit
organization

Any clinical trial designed to assess
the efficacy of health interventions.

Is a Data Provider of
WHO ICTRP

7 Medical Research
Council (MRC)

http://www.
ctu.mrc.ac.uk/
Register.asp

Publicly funded
centre for clinical
research

Mostly RCTs comparing two or more
treatments

Does not say. Contributes
to meta-Register of con-
trolled trials (http://www.
controlled-trials.com/mrct)

8 The Netherlands
Trial Register

http://www.
trialregister.nl/

Group partially
based on
volunteers, part of
Dutch Cochrane
Centre

All studies designed to assess the
impact/efficacy of healthcare
interventions (drugs, surgical
procedures, devices, behavioural
therapies, etc).

Is a Primary Registry of
WHO ICTRP

9 National
Organization for
Rare Disorders
(NORD) Register

http://www.
rarediseases.
org/research/
clinicaltrials

Non-profit,
voluntary health
agency

Any trials on rare diseases currently
recruiting patients.

No mention of
contribution of data to a
WHO/ICMJE
acknowledged registry

10 Roche http://www.
roche-trials.
com/registry.
html

Healthcare
company

Ongoing Phase I–IV clinical studies
and interventional studies on
advanced diagnostic products.

Contributes to
Clinicaltrials.gov (and
other “local” registers)

11 Sri Lanka Clinical
Trials Registry

http://www.
slctr.lk/

Not-for-profit
registry

Trials on effects of healthcare
interventions conducted in Sri Lanka
or overseas. Includes also nutrition
and other non-drug trials.

Is a Primary Registry of
WHO ICTRP

12 UK pharmaceutical
industry (ABPI)

https://www.
cmrinteract.
com/clintrial/

Association of the
British
Pharmaceutical
Industry

Pharmaceutical Industry clinical trials
initiated by the Association of the
British Pharmaceutical Industry
(ABPI) and sponsored by the
industry.

No mention of
contribution of data to a
WHO/ICMJE
acknowledged registry

WHO, World Health Organization; ICTRP, International Clinical Trials Registry Platform; RCT, random controlled trial
a ICTRP Data Providers are registers linked to the WHO’s ICTRP platform, which can be searched contemporaneously. At the present time, these
registers are the Australian New Zealand Clinical Trials Registry (ANZCTR), ClinicalTrials.gov and ISRCTN.org
b A Primary Registry meets specific criteria, among which is the collection of the 20 data items known as the WHO Trial Registration Data Set
(http://www.who.int/ictrp), but whose trials cannot be search for through the portal
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were essentially complete, with the except of the ABPI
register, whose data fields were often left blank and whose
trial records were often outdated.

The search options provided by the different registers
varied (See Table 2), but most (seven registers) provided
free-text searching only. The Netherlands Trial Register’s
free-text searching, however, did not give the desired
results, and searching was difficult since no English-
language instructions were provided on its site. In addition,
two of these seven registers only searched within the trial
titles. Two registers grouped their trials into lists of
conditions (one of which listed “paediatrics” as a condition)
that users could select, two provided elaborate search
options (by age group, condition, study purpose, sponsor
type, etc) and one simply listed its trials.

Only these last two registers and the register providing a
list of trials grouped under the “paediatric” condition
facilitated searching for paediatric trials.

The two registers that only searched free-text within the
title field and the register that simply listed the conditions
under which the single trials were grouped were excluded
from further analyses because the paediatric trials could
only be searched for by opening each single trial record and
attempting to find information on the population’s age.

Paediatric trials

The nine registers for which it was possible to identify
paediatric studies all included at least one paediatric trial,
for a total of 17,200 trials involving children (see Table 2).
The percentage of paediatric trials in these nine registers
ranged from 4.8 to 33.3%. The meta-analytic weighted
average, adjusted and weighted by sample size, was 15.0%
(95% CI 8.2–21.8). The percentage of articles involving
paediatric clinical trials compared to all clinical, based on a
search of the Medline database, was estimated to be 25%.

The paediatric trials from the registers covered different
therapeutic areas, from cancer to infectious diseases. Some
of the registers, such as that of the government of India,
also included trials on non-pharmacological interventions,
such as the use of toothpaste. An evaluation of which
therapeutic areas were most common among all registers
was found to be too difficult because of the limited search
options.

To assess the presence of the paediatric trials in the
WHO’s ICTRP, we selected the six registers that were not
directly searchable through the ICTRP. All of the paediatric
trials found in these six registers (210 trials) were then
searched for their presence in the ICTRP, and the number of
trials present was noted. Specifically, seven of the nine
paediatric trials from the Amgen register were present in the
ICTRP, zero of the eight trials from the Chinese register, six
of the 25 trials from the Indian register, two of the 11 trials

from the MRC, 121 of the 152 trials from the Netherlands’
register and three of the five trials from the NORD register.
In all, therefore, 71 of the paediatric trials (34%) were not
found in the ICTRP.

Discussion

Many clinical trial registers exist—in 2004, the estimate
was over 300 [23]—and most are specific to disease areas
or geographic locations. The effects of trial registration in
one public register, once the database was acknowledged by
the international movement, were documented in a 2005
study and resulted in a considerable increase in the number
of trials registered as well as an improvement in data record
completeness [24]. Initiatives such as the WHO and
International Committee of Medical Journal Editors’
(ICMJE) jointly acknowledged list of 20 data items [14]
have helped standardize the type and format of data to be
collected by registers. The adherence to and enforcement of
these criteria have resulted in registers becoming more
easily searchable and their data more complete and
dependable.

Although national trial registers are important [25], it is
essential that few, large, comprehensive registers represent
the worldwide clinical trials situation, so that trial data can
be accessed easily and quickly, without the interested party
having to search too many sources and without the presence
of too many duplicate entries. Large-scale initiatives with
such a goal in mind are the meta-register of controlled trials
(www.controlled-trials.com/mrct) and, more recently, the
WHO’s ICTRP platform [26], from which a few, selected
registers can be searched contemporaneously. These regis-
ters, known as ICTRP Data Providers, are, currently, the
Australian New Zealand Clinical Trials Registry
(ANZCTR), ClinicalTrials.gov, and ISRCTN.org. The
WHO also provides a list of “Primary Registries” that meet
specific criteria, among which is the collection of the 20
data items known as the WHO Trial Registration Data Set
(http://www.who.int/ictrp), but whose trials cannot be
search for through the portal. There are several Primary
Registries, and some were included in this review (See
Table 1).

DEC-net was the only international register dedicated to
the paediatric population [27, 28], and it was aimed at
giving paediatric trials more visibility and facilitating the
search for such trials on the part of the public and
researchers. With the international initiatives aimed at
increasing the importance of suitable registers and making
paediatric data accessible, however, such a register is no
longer necessary. The most essential factor is that data on
paediatric trials be made easily available, and this can be
done by providing adequate search options. The WHO is
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Table 2 Details of trial registers

Trial
number

Name Search options provided Number
of
paediatric
trials

Number
of trials
in
register

Percentage
of
paediatric
trials

95%
CI

Search strategy used to find
paediatric trials

1 AMGEN Trial listing by condition
(includes "pediatric"
condition)

13 269 4.8 1.2–
5.5

All trials under "Pediatric" condition
(no paediatric trials were found
listed under other conditions).

2 Australian
New Zealand
Clinical
Trials
registry

Various 192 2264 8.5 7.3–
9.6

Age range: <18 years

3 Chinese
Clinical Trial
Register

Free text search 8 94 8.5 2.8–
14.2

Searched the following terms
individually, then excluded
duplicates: child, infant, paediatric,
pediatric, adolescent, toddler,
baby, babies, neonate, newborn.

4 Clinicaltrials.
gov

Elaborate search options 15,190 58,261 26.1 25.7–
26.4

Age range: <18 years

5 India - Clini-
cal Trials
Registry
(CTRI)

Free text search (in any of a
list of fields)

27 86 31.4 19.4–
38.7

Searched the following terms
individually, then excluded
duplicates: paediatric, pediatric,
child, children, kids, adolescent,
infant, newborn, toddler, baby,
babies, neonate.

6 ISRCTN Free text search 1,608 6,939 23.2 22.2–
24.2

Search string: “pediatr% OR
paediatr% OR adolesc% OR
neonat% OR newborn% OR infant
OR child% OR toddler OR babies
OR baby OR kids”, where % is the
symbol for word truncation.

7 MRC Free text search 15 253a 5.9 1.8–
6.9

Searched the following terms
individually, then excluded
duplicates: paediatric, pediatric,
child, children, kids, adolescent,
infant, newborn, toddler, baby,
babies, neonate.

8 The
Netherlands
Trial
Register

Not clear. Has a search box,
but does not perform normal
free-text search; it may
search through only key-
words

152 1280 11.9 10.1–
13.6

Searched the following terms
individually, then excluded
duplicates: child, infant, paediatr,
pediatr, adolescent, toddler, baby,
babies, neonate, newborn.

9 NORD Trial listing; no search
options

5 15 33.3 8.6–
58.0

Checked records individually (three
trials not specified, therefore not
considered to be paediatric)

10 Roche List by product name or by
condition

- 400a - - Not possible to identify paediatric
trials

11 Sri Lanka
Clinical
Trials
Registry

Free text search (but only
searches within titles)

- 27 - - Not possible to identify paediatric
trials

12 UK pharm.
industry
(ABPI)

Can select "ALL trials" or
free text search (but only
searches within titles)

- 110 - - Not possible to identify paediatric
trials

CI, Confidence interval
a Approximate number of trials because it was too difficult to carry out a precise count of the number of trials given the site’s structure
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currently developing a paediatric search filter and website
in order to achieve this. At the European level, the
European Medicines Agency (EMEA) is also attempting
to improve accessibility to paediatric data, as required by
the Paediatric Regulation [19], by making data on paediat-
ric trials in its EudraCT database publicly accessible. These
data will also then be made available through the WHO
portal.

Most of the registers included in this review had
public/government support, and this may in part be due to
the motives behind the creation of registers. The main
goal of public service registers is to make information as
accessible as possible, while pharmaceutical companies
may create registers only to fulfill public “obligations”
and are, for obvious reasons, reluctant to disclose their
trial data.

The weighted average of paediatric trials in the registers
was 15% and the percentage of published articles involving
paediatric clinical trials resulted in was 25% (range 4.8–
33.3%). There are large constraints involved in this
comparison, including potential publication bias, in which
it is probable that many of the trials carried out were never
published. It is therefore difficult to draw a conclusion as to
whether or not the proportion of paediatric studies included
in trial registers is representative of the actual number of
paediatric studies performed. However, the registers seem
to represent fewer paediatric trials than those reported in the
literature. These data are difficult to comment on because,
aside from possible publication bias and duplicate trials, the
presence of paediatric trials in the registers depends on the
type and aims of—and participation in—each register.
Interest in paediatric studies has been increasing in the last
few years and together with the new Paediatric Regulation
in Europe that is generating additional and more useful
trials and the requirement that these be registered, it is
hoped that these studies will be published and become
public knowledge.

One of the limits of this study is that it had to rely on the
limited search facilities of the different registers. For this
reason, although all possible efforts were made to identify
all paediatric trials and to exclude adult trials from each
register, a precise result could not be guaranteed.

In general, this review found that numerous registers
exist, but that few are open to trials involving any
therapeutic area, few are easily searchable and few provide
detailed trial information. In the last few years, with the
efforts placed by groups such as the ICMJE and WHO,
clinical trials have been registered in greater numbers and
in fewer, selected registers. The situation is still not optimal,
but the direction the world is moving in seems likely to
bring about worldwide access to dependable research data
and results. It would be interesting, in future research, to
analyse the paediatric research situation in terms of

therapeutic areas addressed by the trials—an analysis that
is not currently easily practicable given the limited search
facilities of the different registers.

Conflicts of interest None.

Funding None.

References

1. Bonati M, Pandolfini C, Clavenna A (2004) Disclosure of clinical
trials in children. Science 305:1401

2. Clavenna A, Pandolfini C, Bonati M (2002) Public disclosure of
clinical trials in children. Curr Ther Res Clin Exp 63:707–716

3. Dickersin K, Rennie D (2003) Registering clinical trials. JAMA
290:516–523

4. Conen D, Torres J, Ridker PM (2008) Differential citation rates of
major cardiovascular clinical trials according to source of funding:
a survey from 2000 to 2005. Circulation 118:1321–1327

5. Dowd MD (2004) Breaching the contract: the ethics of non-
publication of research studies. Arch Pediatr Adolesc Med
158:1014–1015

6. Hartling L, Craig WR, Russell K, Stevens K, Klassen TP (2004)
Factors influencing the publication of randomized controlled trials
in child health research. Arch Pediatr Adolesc Med 158:983–987

7. Dwan K, Altman DG, Arnaiz JA, Bloom J, Chan AW, Cronin E et
al (2008) Systematic review of the empirical evidence of study
publication bias and outcome reporting bias. PLoS ONE 3:e3081

8. Turner EH, Matthews AM, Linardatos E, Tell RA, Rosenthal R
(2008) Selective publication of antidepressant trials and its
influence on apparent efficacy. N Engl J Med 358:252–260

9. Hopewell S, McDonald S, Clarke M, Egger M (2007) Grey
literature in meta-analyses of randomized trials of health care
interventions. Cochrane Database Syst Rev MR000010

10. Klassen TP, Wiebe N, Russell K, Stevens K, Hartling L, Craig
WR et al (2002) Abstracts of randomized controlled trials
presented at the society for pediatric research meeting: an example
of publication bias. Arch Pediatr Adolesc Med 156:474–479

11. Rennie D (2004) Trial registration: a great idea switches from
ignored to irresistible. JAMA 292:1359–1362

12. Dyer O (2004) GlaxoSmithKline faces US lawsuit over conceal-
ment of trial results. Br Med J 328:1395

13. De Angelis C, Drazen JM, Frizelle FA, Haug C, Hoey J, Horton R
et al (2004) Clinical trial registration: a statement from the
International Committee of Medical Journal Editors. N Engl J
Med 351:1250–1251

14. De Angelis C, Drazen JM, Frizelle FA, Haug C, Hoey J, Horton R
et al (2005) Is this clinical trial fully registered? A statement from
the International Committee of Medical Journal Editors. JAMA
293:2927–2929

15. Reveiz L, Krleza-Jeric K, Chan AW, De AS (2007) Do trialists
endorse clinical trial registration? Survey of a Pubmed sample.
Trials 8:30

16. Smyth RL (2001) Research with children. Paediatric practice
needs better evidence–gained in collaboration with parents and
children. Br Med J 322:1377–1378

17. Saint Raymond A, Brasseur D (2005) Development of medicines
for children in Europe: ethical implications. Paediatr Respir Rev
6:45–51

18. Caldwell PH, Murphy SB, Butow PN, Craig JC (2004) Clinical
trials in children. Lancet 364:803–811

Eur J Clin Pharmacol (2009) 65:873–880 879



19. European Parliament and the Council of the European Union
(2006) Regulation (EC) No 1902/2006 of the European Parlia-
ment and the Council on medicinal products for paediatric use.
Publication date 27/12/2006 (L 378/20). Official Journal of the
European Union, Brussels

20. Klassen TP, Hartling L, Craig JC, Offringa M (2008) Children are
not just small adults: the urgent need for high-quality trial
evidence in children. PLoS Med 5:e172

21. Pandolfini C, Bonati M (2008) European paediatric research and
children's therapeutic needs. A trial review. Acta Paediatr
97:1232–1237

22. Cohen E, Uleryk E, Jasuja M, Parkin PC (2007) An absence of
pediatric randomized controlled trials in general medical journals,
1985–2004. J Clin Epidemiol 60:118–123

23. (2004) The time is coming [Editorial]. Nat Rev Drug Discov
3:897–898

24. Zarin DA, Tse T, Ide NC (2005) Trial registration at ClinicalTrials.
gov between May and October 2005. N Engl J Med 353:2779–
2787

25. Grobler L, Siegfried N, Askie L, Hooft L, Tharyan P, Antes G
(2008) National and multinational prospective trial registers.
Lancet 372:1201–1202

26. Gulmezoglu AM, Pang T, Horton R, Dickersin K (2005) WHO
facilitates international collaboration in setting standards for
clinical trial registration. Lancet 365:1829–1831

27. Bonati M, Pandolfini C, Rossi V, Santoro E, de Bolos JM
Arnau, Danés Carreras I et al (2004) Launch of a European
paediatric clinical trials register. Paediatr Perinat Drug Ther
6:38–39

28. Bonati M, Pandolfini C (2005) More on compulsory registration
of clinical trials: complete clinical trial register is already reality
for paediatrics. Br Med J 330:480

880 Eur J Clin Pharmacol (2009) 65:873–880


	Children’s presence in research. A review of online registers
	Abstract
	Abstract
	Abstract
	Abstract
	Abstract
	What this paper adds
	What is already known on this subject
	What this study adds

	Introduction
	Methods
	Search for clinical trial registers
	Register criteria
	Register evaluation
	Meta-analytic weighted average
	Search for published trial articles
	Search for paediatric trials in the WHO’s ICTRP

	Results
	Description of the 12 registers
	Paediatric trials

	Discussion
	References



<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (None)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (ISO Coated v2 300% \050ECI\051)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Error
  /CompatibilityLevel 1.3
  /CompressObjects /Off
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJDFFile false
  /CreateJobTicket false
  /DefaultRenderingIntent /Perceptual
  /DetectBlends true
  /ColorConversionStrategy /sRGB
  /DoThumbnails true
  /EmbedAllFonts true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 524288
  /LockDistillerParams true
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveEPSInfo true
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts false
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 150
  /ColorImageDepth -1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages false
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /ColorImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 150
  /GrayImageDepth -1
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 600
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (None)
  /PDFXOutputCondition ()
  /PDFXRegistryName (http://www.color.org?)
  /PDFXTrapped /False

  /SyntheticBoldness 1.000000
  /Description <<
    /ENU <>
    /DEU <>
  >>
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [5952.756 8418.897]
>> setpagedevice


