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ABSTRACT

Registries provide an important tool for data collection, particularly in context of rare conditions, or questions not
amenable to investigation by means of a clinical trial. The Subcommittee on Women's Health in Thrombosis and
Hemostasis (WHITH); one of 20 Scientific and Standardization Subcommittees (SSCs) of the International Society
on Thrombosis and Hemostasis (ISTH) has supported 12 registries related to WHITH since 2016. Despite many
successes, some challenges have been observed. In this report, we attempt to review the basic tenets of value in
developing a registry, discuss observed challenges, share lessons learned, and finally present our views on a potential
formula for success in developing and maintaining a registry in WHITH.
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INTRODUCTION

A registry is characterized as “a collection of all the official
records relating to something or the put where they are kept”. In
pharmaceutical, clinical registries are databanks that deliberately
accumulate health-related data for those who have experienced a
particular surgery or gotten a specific gadget or pharmaceutical,
who were analyzed with a specific condition, or who utilized a
certain health-care asset, such as the basic care unit. In 2014, the
definition of a registry developed to include the concept of an
organized framework, with the Office for Healthcare Inquire about
and Quality (AHRQ) proposing that a understanding registry is:
“an organized framework that employments observational ponder
strategies to gather uniform information to assess indicated
results for a populace defined by a specific infection, condition,
or presentation, which serves one or more foreordained logical,
clinical, or approach purposes” [1].

Registries can moreover be classified concurring to the source of
their information input, which can start from: a) quiet self-report;
b) doctor or health-care proficient report; c) a combination of both.
Information collection can be paper-based or electronic in nature.
The expectation of registries centering on a specific wellbeing
or infection state is to gather information on the conclusion,
administration, and results related with those states. The esteem
of restorative registries becomes especially clear within the setting
of developing or uncommon maladies. For occasion, data collated
through worldwide registries of COVID-19 patients quickly given
imperative information concerning hereditary helplessness to the

SARS-CoV-2, the study of disease transmission of the infection,
and potential indicator factors indicating towards higher mortality
chance. The speed with which these reports were produced
demonstrated priceless with regard to coordinating care and
directing future inquires about [2].

Medical registries also have the ability to engage the professional
community to gather data on a global scale, with a relatively
inexpensive financial footprint. This can be particularly valuable
for rare medical conditions or special populations, with a low
prevalence in defined geographical locations, and for which the
timeline necessary to gather enough data for meaningful conclusions
solely through locally restricted endeavours would be prohibitive.
Additionally, registries provide the opportunity to learn about
specific outcomes or conditions not amenable to a randomized
controlled trial. In fact, the European Union Council recognizes
that in the field of rare disorders “patient registries constitute key
information systems.” For instance, the World Bleeding Disorders
Registry, which launched in 2018, now includes demographic and
clinical data on more than 7,000 patients with hemophilia A&B,
from 86 hemophilia treatment centres and 33 countries. When
deciphering information from therapeutic or understanding
registries, a few confinements ought to be recognized and calculated
into investigation: a) registries don't include arbitrary allotment
b) understanding follow-up may be more detached, less vigorous,
or need in detail in comparison to a trial c) lost or inadequate
information may present inclination, consideration of which has to
highlight within the translation of discoveries d) registry enrollment
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may have less oversight in comparison to trial enrollment. These
confinements; be that as it may, must be considered in light of the
truth that certain conditions or clinical questions are not amiable
to the conduct of clinical trials, which in this setting registries have
the capacity to supply a wealthy cluster of information that seem
not be collected something else [3].

CONCLUSION

Once the objectives are clearly characterized, a ponder arrange or
convention is required, which incorporates the target populace,
incorporation and avoidance criteria, anticipated term of the
registry, the sort and scope of the information set, and clearly
characterized, anticipated results. The length of the survey and the
level of detail must be carefully arranged. While comprehensive
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overviews are frequently craved, exceptionally long, nitty gritty
surveys can be tormented by destitute reaction rates and inadequacy.
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