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Refresher on Data

What is Health Data?’

Health data is described as “any personal data related to
the physical or mental health of a person, including the
provision of health care services (doctor referrals, medical
examination reports, prescriptions, laboratory tests etc),
which reveals information about that person's health
and medical status?’ Reliable health-related statistics
are essential to understanding the state of health care
delivery around the world and many countries lack the
health information systems they need to accurately
monitor health trends and inform decision-making?.

How is it collected and used?

In general, information on a patient’s health and lifestyle
can be collected by individuals or healthcare profes-
sionals, during a doctor or hospital visit, and is stored as
health data in patient records. Researchers, clinicians,
doctors and public health experts benefit from these
patient records and use them to develop or improve
diagnosis approaches, clinical care, medical & scientific
research and strengthen medical education. This data
can also be aggregated at a larger population level, cross
checked from different sources, for broader knowledge
purposes and to improve overall healthcare systems.

What do we mean by “real-world” data
(RWD)?

Altough there is no consensual definition, real world data
isan umbrella term for different types of health care data
related to the effects of health interventions, that are not
collected in conventional clinical trials. Such data come
from various sources and include patient data, data from
clinicians, hospital data, data from payers, and social data
— such as clinical and economic outcomes, patient-re-
ported outcomes and health-related quality of life.

RWD can complement clinical trial data to support
medicine assessment and authorisation, as well as regu-
latory decisions in smaller patient populations like PIDs.
It is valuable to strengthen understanding on the effec-
tiveness and impact of a treatment or care pathway on
the long-term.

What are patient registries (or
databases)?

Patient registries are repositories —for one or more
purposes—of standardized information about a group of
patients who share a condition or experience. They may
be organised either per disease or product (treatment)“.
Therefore, patient registries allow widespread clinical
and laboratory data on selected patient populations
to be gathered that can be used to foster advances in
scientific research and ultimately improve patient care.®
Patient registries are an important source of real-world
data, and allow to collect such data in a coordinated way,
using observational methods and following the same
patients over time®.

What is the value of health data in
primary immunodeficiency (PIDs)?

Due to existing knowledge and awareness gaps and
the complexity inherent to this field, the diagnosis and
management of rare diseases such as Primary Immuno-
deficiencies (PIDs) can be difficult.

Collecting & sharing data can support
greater knowledge about the disease and boost
testing and early diagnosis; and the development of
efficient diagnostic tools.

Data analyzed through registries
provide important information about patients,
the impact, efficacy and durability of treatment
to strengthen their care, as well as help decision
makers improve healthcare systems.

Turning data into evidence
help advance understanding of PIDs and is crucial
to develop innovative therapies and new care
pathways and make these accessible to all PID
patients.

Improving awareness and
education for healthcare professionals and
specialists through evidence-based data is
important to strengthen expertise, which will allow
accurate diagnosis and treatment of PIDs.
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