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VIEWS AND REVIEWS
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Objective: To harmonize the collection of nonsurgical clinical and epidemiologic data relevant to endometriosis research, allowing
large-scale collaboration.

Design: An international collaboration involving 34 clinical/academic centers and three industry collaborators from 16 countries on
five continents.

Setting: In 2013, two workshops followed by global consultation, bringing together 54 leaders in endometriosis research.

Patients: None.

Intervention(s): Development of a self-administered endometriosis patient questionnaire (EPQ), based on [1] systematic comparison of
questionnaires from eight centers that collect data from endometriosis cases (and controls/comparison women) on a medium to large
scale (publication on >100 cases); [2] literature evidence; and [3] several global consultation rounds.

Main Outcome Measure(s): Standard recommended and minimum required questionnaires to capture detailed clinical and covariate data.
Result(s): The standard recommended (EPHect EPQ-S) and minimum required (EPHect EPQ-M) questionnaires contain questions on
pelvic pain, subfertility and menstrual/reproductive history, hormone/medication use, medical history, and personal information.
Conclusion(s): The EPQ captures the basic set of patient characteristics and exposures considered by the WERF EPHect Working Group
to be most critical for the advancement of endometriosis research, but is also relevant to other female conditions with similar risk factors
and/or symptomatology. The instruments will be reviewed based on feedback from investigators, and—after a first review after 1 year—

triannually through systematic follow-up surveys. Updated versions will be made available
through http://endometriosisfoundation.org/ephect. (Fertil Steril® 2014;102:1223-32. ©2014

by American Society for Reproductive Medicine.)

Key Words: Endometriosis, EPHect EPQ, pelvic pain, questionnaire, standardization, symptoms

E Use your smartphone
to scan this QR code
and connect to the

discussion forum for

Discuss: You can discuss this article with its authors and with other ASRM members at http://

fertstertforum.com/vitonisa-werf-ephect-ii/

neous disease with respect to its natural history, disease

burden, extent of inflammation, state of progression,
and phenotypic presentation of lesions and symptoms. The
variability of patient “types” included in endometriosis
research studies is not solely determined by the surgical char-
acterization of the (extent of) disease during laparoscopy (1).
There are important nonsurgical aspects that characterize pa-
tient (sub)populations, including symptomatology (onset,
duration, extent and severity of symptoms, comorbidity)
and other nonsymptomatic phenotypes such as anthropo-
metric characteristics, ethnicity, and reproductive and demo-
graphic factors. These are important to consider in any
endometriosis research study, and it may be that the inclusion
of different patient populations in studies, which cannot be
adequately defined or recognized as they have been poorly
characterized, has led to conflicting results between studies
of different populations (2).

To study phenotypic variation in endometriosis success-
fully, studies need to include sufficient numbers of patients
to allow for the detection of differences between subpheno-
type groups with adequate statistical power. Collaboration
and pooling of individual participant data across research

I t is generally accepted that endometriosis is a heteroge-
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centers can enable much larger sample sizes, can afford sub-
group analyses, and is more effective than meta-analyses (3).
However, data are often not collected in a manner that allows
them to be prospectively or retrospectively compared. For
example, in a study attempting to retrospectively pool epide-
miologic data from 53 large population-based studies of
>10,000 individuals, part of the P3G collaborative network
(www.p3gobservatory.org), 47% of the variables studied
were impossible to match (4). Given the variation in quality
and complexity of the data collected across disparate centers,
data pooling may not always be feasible, which can impede
scientific progress. Moreover, standardization and harmoni-
zation of phenotypic data and biologic sample collection
methods are crucial to allow meaningful comparison between
different patient populations and (ethnic) groups in endome-
triosis research, and will aid the scientific inquiry into the eti-
ology and pathogenesis of the disease. Indeed, successful,
field-altering risk-factor and subphenotype investigations
among many centers have been demonstrated by large con-
sortia across an array of health outcomes (5-11).

The mission of the World Endometriosis Research Foun-
dation (WERF) Endometriosis Phenome and Biobanking
Harmonisation Project (EPHect) is to develop a consensus

1224

VOL. 102 NO. 5/ NOVEMBER 2014


http://endometriosisfoundation.org/ephect
http://fertstertforum.com/vitonisa-werf-ephect-ii/
http://fertstertforum.com/vitonisa-werf-ephect-ii/
http://www.p3gobservatory.org

Download English Version:

https://daneshyari.com/en/article/6178734

Download Persian Version:

https://daneshyari.com/article/6178734

Daneshyari.com


https://daneshyari.com/en/article/6178734
https://daneshyari.com/article/6178734
https://daneshyari.com

