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We appreciate the comparison of the consensus measures
for Phenotypes and eXposures (PhenX) Toolkit (1) with the
Data Schema and Harmonization Platform for Epidemiolog-
ical Research (DataSHaPER) provided by Fortier et al. (2).
The PhenX Toolkit is most relevant for prospective data col-
lection efforts, such as designing new studies or expanding
existing studies. For example, the Gulf Long-term Follow-up
Study (GuLF STUDY) is a large prospective cohort study in-
vestigating the health of Deepwater Horizon oil-spill cleanup
workers. These investigators recognized the value of the
PhenX Toolkit for incorporating standard measures, and
they selected critical PhenX measures when designing the
GuLF STUDY (http://www.niehs.nih.gov/about/od/programs/
gulfspill/gulfstudy/index.cfm). These investigators also se-
lected PhenX measures for covariates, such as education,
marital status, alcohol and tobacco use, and reproductive
history. We agree with Fortier et al. (2) that the PhenX Toolkit
is ‘‘stringent’’ and provides detailed protocols to ensure that
data collected by different investigators are comparable. In-
cluding common PhenX measures in multiple studies makes
it possible to directly compare data across studies. This
should improve the sensitivity and specificity of the study
measures during cross-study analysis. In the GuLF STUDY,
investigators selected PhenX measures and incorporated
Toolkit protocols verbatim.

However, the PhenX Toolkit is not restrictive, because in-
vestigators can select any PhenX measures in their primary
research area or beyond. In the GuLF STUDY, investigators

selected the measures that best suited their needs, including
some outside of the main area of focus. Because PhenX mea-
sures were selected by domain experts and vetted by the
scientific community, Toolkit users can be confident that they
are incorporating high-priority, high-quality measures. Inves-
tigators will find that the Toolkit addresses the most important
conditions affecting public health and includes a variety of
exposures (e.g., environmental, psychosocial, and social).
Many different diseases have common risk factors, and re-
lying on PhenX measures may help researchers combine
studies of divergent research focus, such as cardiovascular
and gastrointestinal studies. The National Eye Institute Glau-
coma Human Genetics Collaboration (NEIGHBOR) is a con-
sortium of clinicians and geneticists using harmonized
clinical definitions for glaucoma phenotypes and identical
genotyping platforms to facilitate their data analysis (http://
www.nei.nih.gov/news/statements/glaucoma_initiatives.asp).
The NEIGHBOR consortium needed to collect data describ-
ing alcohol and tobacco use extracted from medical records.
This consortium of investigators decided to use PhenX mea-
sures to collect the data (Dr. Louis R. Pasquale, Massachu-
setts Eye and Ear Infirmary, personal communication, 2011).
In this case, PhenX measures helped investigators assemble
data into a standard format. Although we would expect
PhenX measures to be collected using standard PhenX pro-
tocols, the use of PhenX measures to ‘‘collect’’ data retro-
spectively may be an option and could be considered data
harmonization.

265 Am J Epidemiol. 2011;174(3):265–266

D
ow

nloaded from
 https://academ

ic.oup.com
/aje/article/174/3/265/247343 by guest on 20 August 2022

http://www.niehs.nih.gov/about/od/programs/gulfspill/gulfstudy/index.cfm
http://www.niehs.nih.gov/about/od/programs/gulfspill/gulfstudy/index.cfm
http://www.nei.nih.gov/news/statements/glaucoma_initiatives.asp
http://www.nei.nih.gov/news/statements/glaucoma_initiatives.asp


The PhenX Toolkit may also help users identify common
measures in existing data. PhenX measures are linked to
standards and resources, thus making it easier for investiga-
tors to identify comparable data. Currently, all PhenX mea-
sures have associated Cancer Biomedical Informatics Grid
common data elements. Logical Observation Identifiers
Names and Codes (LOINC) codes are being developed for
measures, protocols, and variables; and some codes have
been released in trial status. To date, PhenX has mapped
to 12 studies included in the database of Genotypes and
Phenotypes (dbGaP), identifying ‘‘comparable’’ and ‘‘re-
lated’’ variables. One of the key goals of the PhenX–dbGaP
collaboration is to highlight PhenX measures and variables
in dbGaP, so investigators can identify common measures
across studies (Dr. Michael Feolo, National Center for Bio-
technology Information, personal communication, 2011).

We applaud the efforts of the DataSHaPER investigators to
provide a resource harmonizing data retrospectively, which
should help collaborators share existing data. DataSHaPER
currently provides links to the PhenX Toolkit, and the PhenX
investigators plan to develop a cross-reference to other stan-
dards and resources, including DataSHaPER. Both PhenX
and DataSHaPER serve the research community by address-
ing different aspects of the same problem: the need to com-
bine studies. Both resources support collaborative biomedical
and translational research, which may lead to more effective
interventions and treatments for common complex diseases.
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