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ABSTRACT

The contemporary era has witnessed rapid advancements in biotechnology and medical science. Genetic testing enables the collection of information concerning
an individual's genetic composition, predisposition to disease, and potential risk of developing particular health conditions in the future. Such information is utilized
for disease diagnosis, treatment, and health-related research. However, its use in the provision of health insurance, the determination of insurance premiums, or the
acceptance or rejection of insurance claims raises significant legal concerns relating to privacy and discrimination.

In India, the Supreme Court has recognized the right to privacy as a fundamental right. Nevertheless, a comprehensive and clearly defined legal framework
governing genetic information and health insurance remains necessary. This research paper examines the concept of genetic data, the right to privacy, Indian
insurance law, the Digital Personal Data Protection Act, 2023, and relevant international legal frameworks. Its objective is to assess how an appropriate balance
may be achieved between the commercial interests of insurance companies and the fundamental rights of policyholders.
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01. Introduction

The development of science and technology has influenced almost every aspect of human life. In particular, advancements in biotechnology and medical
science have created new possibilities for identifying diseases, treating them, and predicting potential health problems that may arise in the future. Today,
genetic testing makes it possible to obtain information relating to an individual's DNA and genes. Such information is used to identify various genetic
disorders, conduct medical research, and develop personalized treatment plans.

However, scientific progress has also brought several legal and ethical challenges. One of the most significant challenges concerns the privacy of an
individual's genetic information and the potential misuse of such information. Genetic information differs from ordinary personal information because it
may reveal not only details about an individual's health and susceptibility to certain diseases but, in some circumstances, also information about biological
relationships and the health risks of other family members.

The importance of genetic data in the health insurance sector is steadily increasing. Insurance companies use various types of information to assess risks,
determine insurance premiums, and make insurance-related decisions. In this context, an important question arises: should an individual's genetic
information be used to assess their insurance risk? If a person has a genetic predisposition to a particular disease but is currently healthy, would it be
justifiable to deny that person insurance coverage solely on the basis of that possibility?

This issue is not limited to medical science; it is also directly connected with an individual's dignity, equality, privacy, and financial security. If genetic
information is used without adequate legal safeguards, it may create a risk of discrimination against individuals and unauthorized use of their private
information.

The significance of this issue in India is increasing because digital healthcare services, genetic testing, and health insurance are expanding across the
country. In these circumstances, it is essential to ensure that scientific advancement and the commercial interests of insurance companies do not undermine
the fundamental rights of individuals.

Article 21 of the Constitution of India provides protection for life and personal liberty. In the landmark judgment of Justice K.S. Puttaswamy (Retd.) v.
Union of India, the Supreme Court recognized the right to privacy as a fundamental right. In light of this judgment, questions concerning the
confidentiality, collection, use, and sharing of genetic information assume considerable constitutional significance.

Furthermore, the Digital Personal Data Protection Act, 2023, and the rules and directions issued by the Insurance Regulatory and Development Authority
of India (IRDAI) are also important for the study of this subject. Nevertheless, the need for separate and comprehensive legal safeguards specifically
addressing genetic data remains an important issue for consideration.
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The present research paper aims to examine the relationship between genetic information and the right to privacy and to analyze how Indian insurance
law can establish a balance between the rights of individuals and the legitimate requirements of insurance companies.

02. Objective

e  To study the concept, nature, and significance of genetic data.

e  To analyze the relationship between genetic information and the right to privacy.

e  Toexamine the legal issues arising from the use of genetic data in the health insurance sector.

e  To analyze genetic discrimination in the context of Articles 14 and 21 of the Constitution of India.

e  Toexamine the protection of genetic information under the Digital Personal Data Protection Act, 2023.

e  To study the need for balancing the risk assessment rights of insurance companies with the rights of policyholders.

e  To suggest necessary legal reforms for the protection of genetic data in India.

03. Indian Insurance Law and Genetic Data
3.1 Insurance Act, 1938
The Insurance Act, 1938, is one of the principal laws governing the regulation of the insurance sector in India.® In addition, regulations, rules, and circulars

issued by the Insurance Regulatory and Development Authority of India (IRDAL) also govern insurance business activities.

Insurance companies may need to assess risks; however, this requirement does not grant them unlimited authority to use every type of personal
information.

In the case of genetic data, it is necessary to determine the purpose for which the information is being used, whether that purpose is lawful, and whether
its use complies with the applicable laws and regulatory directions.

3.2 Role of IRDAI

The Insurance Regulatory and Development Authority of India (IRDAI) is the principal regulatory authority for the insurance sector in India. It plays an
important role in the regulatory framework concerning insurance products, policyholder interests, and the conduct of insurance companies.

On 19 March 2018, IRDAI issued a circular concerning the directions of the Delhi High Court regarding exclusions related to genetic disorders.” This
circular is important for understanding the legal debate concerning health insurance and genetic disorders.

However, on 27 August 2018, the Supreme Court granted an interim stay on certain findings and reliefs granted by the Delhi High Court.? Therefore,
research on this subject must distinguish between the IRDAI circular, subsequent regulatory developments, and the current judicial position.

3.3 Risk Assessment and Individual Rights
Risk assessment is an important process in health insurance. However, when genetic information is involved, insurance companies should also consider
scientific uncertainty and the risk of potential discrimination.

A medical report required for the treatment of a person's existing illness presents a different situation from a genetic report used to estimate the risk of a
future illness in an otherwise healthy individual.

Therefore, the legality of insurance companies' use of genetic information should not be evaluated solely on the basis that the information is available. It
is also necessary to consider whether the information is relevant, the purpose for which it is being used, and the extent to which applicable laws permit
such use.

04. The Indian Constitution and the Right to Privacy
Article 21 of the Constitution of India deals with the protection of life and personal liberty. In 2017, the Supreme Court of India recognized the right to
privacy as a fundamental right in the landmark case of Justice K. S. Puttaswamy (Retd.) v. Union of India.

On the basis of this judgment, it can be argued that the collection and use of an individual's genetic information may affect their personal liberty and right
to privacy.

Furthermore, Article 14 of the Constitution guarantees equality before the law and equal protection of the laws. The relevance of this Article can be
examined in cases involving unjustified insurance discrimination based on genetic information.
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However, declaring a particular insurance decision unconstitutional requires a separate examination of the relevant facts and applicable legal principles.

05. Digital Personal Data Protection Act, 2023
The Digital Personal Data Protection Act, 2023, is an important Indian law relating to the processing of digital personal data. It provides a legal framework
for the protection and processing of digital personal data.”

Where a genetic report constitutes digital personal data relating to an identified or identifiable individual, the applicable provisions of the Act may be
relevant to its collection and use. However, the Act does not separately list genetic data as a distinct category of sensitive personal data.

Therefore, it would not be accurate to state that the Act automatically provides a separate and special protection regime for genetic data. The actual
protection will depend on the applicable provisions, rules, the status of enforcement of the Act, and the circumstances of the relevant processing.

5.1 Transparency in Data Collection

At the time of collecting data, individuals should have an opportunity to understand the purpose for which their information is being collected and the
manner in which it will be used.

This is particularly important in the insurance sector because a genetic report may be used to assess an individual’s future health risks. Clear information
and compliance with appropriate consent requirements or another lawful basis, as applicable, can help prevent the misuse of data.

5.2 Data Security and Confidentiality

Unauthorized disclosure of genetic information may affect an individual’s private life. Therefore, entities holding such information should adopt
appropriate security measures in accordance with applicable laws.

Data security may include preventing unauthorized access, ensuring proper use of information, and managing data in accordance with legal requirements.

06. Research Problem
The central problem of this research is to determine what kind of legal framework is necessary to establish a balance between the use of genetic information
and health insurance in India.

On the one hand, insurance companies need to assess actual risks appropriately. On the other hand, individuals should be protected against the misuse of
their private genetic information and unfair discrimination.

If genetic information is used without appropriate limitations, it may create fear among people about undergoing genetic testing. They may avoid
necessary medical tests due to the concern that their genetic reports could be used against them in the future.

Therefore, insurance law must not be limited to the assessment of commercial risks alone. It should also give adequate importance to individual dignity,
equality, and the right to privacy.

07. Conclusion

The development of biotechnology has created new possibilities in medical science and healthcare services. Genetic testing can help identify potential
risks associated with certain diseases. However, the use of such information also raises important questions concerning privacy, equality, and fairness in
insurance.

In India, the fundamental right to privacy, insurance laws, data protection legislation, and regulatory directions issued by the Insurance Regulatory and
Development Authority of India (IRDAI) are important for examining this subject. Nevertheless, considering the distinctive nature of genetic information,
the need for clear legal standards governing its collection, use, and application in insurance-related decisions should be carefully considered.

Ultimately, Indian insurance law should seek to establish a balance that takes into account the legitimate requirements of insurance companies while
ensuring effective protection of individuals’ privacy, dignity, equality, and health security.
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