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In trO duction highlights potential collaboration opportunities. Mention noteworthy examples
of successful hematologic registries that have contributed significantly to
the field. Machine learning techniques, such as deep learning and natural
Data ethics and privacy are crucial considerations in the field of biostatistics, language processing, can be powerful tools for analyzing large and complex
which involves the collection, analysis, and interpretation of data related to datasets. They can help uncover hidden patterns, make predictions, and
human health and biology. Biostatisticians work with sensitive and personal  automate tasks. However, it's crucial to ensure the quality and interpretability
information, often obtained from research participants or healthcare records, of results when using these techniques.
making it essential to adhere to ethical and privacy principles. Biostatistical
studies involving human participants should obtain informed consent.
Participants should be fully informed about the study's purpose, methods,
potential risks, and benefits before they agree to participate. Researchers
should take steps to anonymize or de-identify data to protect the privacy of
individuals. This involves removing or encrypting identifying information, such
as names, addresses, and social security numbers. Biostatisticians must
implement robust data security measures to safeguard sensitive information.
This includes secure data storage, encryption, and access controls to prevent
unauthorized access [1,2].

The field of haematology has indeed seen significant benefits from
registry-based observational research. These registries play a crucial role in
understanding the epidemiology, natural history, and outcomes of hematologic
conditions, as well as in monitoring the effectiveness and safety of treatments.
However, as you mentioned, several factors are changing the landscape for
registries, including medical and technical advances, regulatory changes, and
global events like the COVID-19 pandemic. High-quality registries ensure that
data is accurate, complete, and reliable. This often involves standardized data
collection methods and regular data validation processes. Registries should
collect longitudinal data to track patients' outcomes over time, which is essential
. for understanding disease progression and treatment effects. Comprehensive
Descrlptlon registries include a broad spectrum of patients, including those with rare

diseases or underrepresented populations, to provide a more comprehensive

Biostatistical research involving human subjects often requires approval view of the disease landscape. Hematologic diseases often involve survival
from an ethics review board or Institutional Review Board (IRB). These boards analysis, and statisticians play a vital role in applying appropriate methods to
assess the ethical aspects of the research and ensure it complies with ethical analyse time-to-event data [3-5].
standards and regulations. When sharing data, biostatisticians should be
cautious about preserving privacy. Data sharing agreements and protocols .
should be in place to ensure that sensitive information is not exposed. CO“C'USIO“

Biostatisticians should be transparent about their methods, data sources, and

potential conflicts of interest. Ethical conduct and accountability are essential In biostatistics, ethical and privacy considerations are not only essential
to maintaining trust in the field. Biostatisticians should consider the potential ~ for compliance with regulations but also for maintaining the trust of research
risks and benefits of their research. The benefits to society and healthcare ~ participants and the broader community. Researchers and biostatisticians
should outweigh any potential harm to individuals or groups. Data should be should be well-versed in these principles and take them into account throughout
used for the intended research purpose and not be exploited for other purposes ~ the research process. By using a decomposition analysis, researchers can
without proper consent or ethical justification. Data should be retained only ~better understand the complex relationship between socio-economic factors
for as long as necessary and then securely disposed of in accordance with and child survival rates, which, in turn, can aid in developing effective policies
legal and ethical guidelines. Involving patients in the design and governance and programs to reduce child mortality and improve overall child health
of registries can help ensure that they address important patient-centred outcomes in India. This approach can also be applied in other contexts to study
research questions. disparities in various health and social outcomes among different population
groups.

Registries often employ cohort study designs to assess the association
between exposures (e.g., treatments) and outcomes. Biostatisticians help in
designing these studies and applying statistical techniques such as propensity Ackn owledgement
score matching. Statisticians can develop risk prediction models to identify
patients at higher risk of disease progression, relapse, or adverse events, We thank the anonymous reviewers for their constructive criticisms of the
aiding in personalized medicine. Discussing existing hematologic registries  manuscript. The support from ROMA (Research Optimization and recovery
worldwide provides a comprehensive view of the data available forresearchand iy the Manufacturing industry), of the Research Council of Norway is highly

appreciated by the authors.
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