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Abstract: The ethical debate surrounding disclosure of genetic information to family members has received ample ethical attention 
in recent years. Genetic information is often perceived as requiring unique ethical and legal attention because it is predictive, has the 
potential to be used in harmful ways (to stigmatize and discriminate), and not only has implications for the patient but also for 
biological kin. Genetic information allows inferences to be drawn about individuals other than the individual to whom the 
information most directly relates, most importantly about the individual’s blood genetic relatives. The information about one person 
may be relevant to the clinical treatment of that person’s genetic relatives. This brings up the questions about how the individual 
patients and health care workers, including medical staff and genetic councilors, should collect and deal with genetic information 
about genetic relatives derived in the course of diagnosis, treatment or counseling. The collection and disclosure of family genetic 
information, and rights of access to such information, are also central to the operation of genetics registers and to the conduct of 
genetic counseling. The quality of medical records created in a health setting depends largely on the individuals making entries. 
Health professionals—medical, nursing, and other personnel, as well as students and others who write in patient records, must 
understand the importance of creating legible, complete, and accurate records and the legal and medical implications of failing to do 
so. This article offers a review of these recent contributions, preceded by a description of the relevant legal context. 
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1. Introduction 

In this paper, we advance the more cautious 

argument that far from reducing subjectivity to 

genetics, genetic knowledge is incorporated and 

resisted in complex ways. We draw our assessment 

from a sample (n = 80) of individuals we interviewed 

who have attended a medical service in Port Moresby 

General Hospital in Papua New Guinea (PNG). The 

individuals were aged over 21 years, and represented 

organizations in PNG, professionals, patients, students 

and the general public. We met the individuals during 

the medical clinic, at the place of work, and their 

homes. We say the study is based on the existing 

situation in PNG, it said the law will fall behind and 

not be able to adequately protect the privacy of the 

individuals. This paper describes the right not to know 
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about genetic risk and the literatures relating to 

general knowledge of genetic, genetic testing and 

information. 

The collection of family medical history 

information is an established part of medical practice. 

When providing health care service, health workers 

may need to collect information about an individual’s 

family medical history in order to accurately diagnose 

a patient’s condition. Information may relate to the 

health, or cause and age of death, of individuals 

closely genetically related to the patient. It may also 

include social medical history, for example 

information regarding marital status, health of spouse, 

children and other household members and what 

social support is available. 

Family medical history information takes on 

particular significance in the practice of genetic 

medicine [1, 2]. Disclosure of genetic information 

within the family raises particular ethical issues. On 

D 
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one hand like any other type of health information, it 

is private and confidential and its unwarranted 

disclosure can harm the individual. On the other hand, 

disclosure can have significant benefits for family 

members, as it can inform them about health risks and 

predispositions to conditions that may be preventable 

or treatable. These benefits can be so significant that 

some ethicists suggested relatives have a “right to 

know” [3] and that patients have an ethical 

responsibility to disclose this information to relevant 

family members [4]. Cases where patients refuse to 

share clinically relevant genetic information with 

family members therefore raise ethical difficulties. 

Indeed, much of the bioethics literature surrounding 

disclosure has been framed as a conflict between the 

ethical principle of respect for autonomy (i.e. the duty 

of the clinician to respect patient confidentiality) and 

the principles of beneficence and “do no harm” (i.e. 

the clinician’s duty to warn others). This framing is 

based on the assumption that patients’ refusal to 

disclose stems from reasons that are self-centered 

meant to promote their own interests at the cost of the 

well-being of others. Studies have repeatedly 

demonstrated that it is in fact a common human desire 

to protect family members and ethical tension 

surrounding disclosure is more often raised by a 

hesitation regarding how to best protect them. 

From the patients’ perspective, the ethical dilemma 

is rarely framed as a tension between their own right 

to privacy and their relatives’ right to know, or even 

their possible “right not to know” [5]. Rather, they are 

preoccupied by the ethical dimensions of their 

so-called “genetic responsibility” to warn family 

members in order to “foster” their health [6] and by 

“conflicting senses of responsibilities: to provide 

potentially valuable information and prevent harm that 

may arise from this knowledge”. Thus, the need to 

disclose is rarely contested but patients are conflicted 

about questions such as what why, to whom, when 

and how genetic information should be disclosed in 

order to minimize adverse reactions and out-comes [7] 

such as being blamed by others [8]. In a previous 

publication, Hallowell and co-workers brought 

attention to the great value of empirical research in 

ethics and aimed to demonstrate “how empirical 

evidence can be used to frame ethical debates and 

inform clinical practices” [9]. Building on empirical 

findings, she concludes that evidence-based ethics is 

necessary to properly frame the debate surrounding 

disclosure of genetic information to family members. 

Since the publication of Hallowell’s work, numerous 

empirical studies have been conducted to assess the 

perceptions of patients’ relatives and clinicians in 

order to support best practice standards and develop 

evidence-based strategies for disclosure [9]. These are 

discussed in this article. 

Genetic diagnosis is not always possible from a 

sample or information provided by one person and it 

may be desirable to test genetic relatives as well as 

immediate patient. Such testing may be necessary to 

establish inheritance patterns correctly, to confirm the 

mutation in at least one other affected member of the 

family (as part of developing a “family-specific” 

genetic test) or in conducting susceptibility testing for 

at-risk families [1, 2]. Even if genetic relatives are not 

actually tested, the verification of a genetic diagnosis 

usually involves the provision of information from or 

about relatives (or family pedigree).1 

Information about the medical history of genetic 

relative assists health professionals to provide 

effective health services to their patients [1]. Such 

information may assist in diagnosis, the provision of 

medical advice about genetic risk to the patient or to 

present or future children, and the treatment or 

prevention options and in genetic counseling generally. 

Conversely, if this information is not collected the 

medical care or advice provided to the patient may be 

compromised. 

                                                           
1 The information to construct family pedigree may come from 
living relatives, death registers; autopsy results; cancer or other 
registers; medical records of relatives who have died; deposits 
of stored tissue; or other research studies. 
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2. Failing to Comply to Rules and Procedures 

A health setting that fails to comply with the 

hospital practices, policies and federal and state 

records laws risks loss of licensure, accreditation, and 

eligibility to participate in other government 

incentives and or federal reimbursement programs [1]. 

The court decisions have shown that a hospital’s 

exposure to negligence liability increases if it 

condones improper entries by its staff. If a hospital 

can demonstrate by testimony that, in accordance with 

its policy and procedures, it regularly keeps complete 

and accurate records, the absence of certain notations 

may be used in the hospital’s defense. For example, 

In Smith v Rogers Memorial Hospital, “The hospital’s 

records did not show that the patient had complained 

of certain symptoms, and testimony that the hospital’s 

records were generally reliable, was important 

evidence in rebutting the patient’s claim that she had 

complained of the symptoms and had not received 

proper care” [10]. 

Similarly, in Hurlock v Park Lane Medical Ctr, 

“The treating physician had ordered the patient turned 

in bed every two hours, but a notation of each turning 

did not appear in the patient’s medical chart. The 

patient argued that the absence of notes was evidence 

that the hospital nurses negligently had failed to 

follow the physician’s order, causing the patient to 

develop serious bedsores and necessitating amputation 

of her leg” [11]. 

Expert testimony established that, while proper 

nursing practice required notations to be placed in the 

patient’s record, nurses sometimes get very busy and 

fail to document each action taken for patients such as 

the plaintiff who require special attention [12]. In such 

cases, accepted nursing practice places patient care in 

priority over proper documentation. Without any 

direct evidence that the hospital nurses have failed to 

turn the patient as directed, equally plausible 

inferences about the hospital’s action arose from the 

medical record, so the court ruled, and dismissed the 

suit. 

The medical information often is the single most 

important document available to a health setting in the 

defense of a negligence action and ordinarily is 

admissible as evidence of what occurred in the care of 

the patient. 

3. Right to Privacy 

In PNG does the Constitution adequately recognize 

the “familial or collective nature” of genetic 

information? 

Constitution Section 49, Right to Privacy, “Every 

person has the right to reasonable privacy in respect of 

his private and family life, his communications with 

other persons and his personal papers and effects, except 

to the extent that the exercise of that right is regulated 

or restricted by a law that complies with Section 38 

(general qualifications on qualified rights).” [13]. 

One issue involves the constraints and limits that 

the national privacy principle imposes on the 

collection of relevant genetic information by medical 

doctors and other health professionals about the 

genetic relatives of their parents. In a situation, a 

guardian of the patient asks the doctor, “If the family 

knew what healthcare worker collected from patient 

and the guardian would like to be present at the 

clinical examination room …” 

That is the case; this study draws this attention to 

section 49. In terms of the Constitution so far as 

concerns the right to privacy, the statement of section 

49 or the national principle of privacy contains a 

matter pertinent to the right of privacy. Look at the 

commencement, “Every person has the right to 

reasonable privacy in respect to his private and family 

life …” [13]. 

The principle says every person be dynamically 

involved in the protection of a person’s right to be left 

alone or that restricts public access to personal 

information. Every person has an obligation to 

promote this principle. On the contrary, this principle 

does not provide protection for those rights in respect 

of which section 38 of the Constitution applies [14]. 
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Generally, an organization must not collect personal 

information unless the information is necessary for its 

functions and must collect personal information only 

by lawful and fair means and not in an unreasonably 

intrusive way. Individuals must be informed about 

various matters such as their access rights, the purposes 

of collection and to whom the organization usually 

discloses information of that kind. An organization 

must collect personal information about an individual 

only from that individual, rather than from any third 

party, unless it is not “reasonable and practicable” to 

do so. The National Health Administration Act (1997) 

implied that a health provider may collect health 

information without an individual’s consent when the 

collection is necessary to provide a health service to 

that individual and collection is carried out according 

to certain professional rules of confidentiality [15]. 

We are not aware of any existing professional rules 

[16] apart from the National Medical Officers Code of 

Ethics and Nurse Code of Ethics which comply with 

the requirements of the National Health 

Administration law and thus the national principle 

[13]. Therefore, in some circumstances, the collection 

of family medical history information without the 

consent of family members by health professionals 

would breach the provisions of the national principle. 

There is no other enabling legislation that provides for 

Section 49 of the Constitution; it is self-executing. 

In Australia, however, an organization generally 

must not collect sensitive information including 

genetic and other health information unless the 

individual has consented [1, 2]. The Australian 

Commonwealth principle then sets out an extensive 

codification of circumstances in which an organization 

may collect sensitive information without consent. 

Most relevantly, these include specified circumstances 

relating to the provision of health services. 

4. Disclosure of Genetic Information to 
Genetic Relative 

The disclosure of genetic information to genetic 

relatives is important. For example, in what 

circumstances should the patient or their medical 

doctor inform other members of the family about 

genetic information relevant to their health or 

well-being? It is important that those tested should be 

advised to consider carefully with whom the test result 

should be discussed, before testing takes place. 

However, following testing, if the patient is unwilling 

to inform his or her relative(s), should the doctor take 

steps to inform them? These issues have been referred 

to as “a looming area of medical and legal controversy” 

[1] and have generated a great deal of comments 

around the world. Genetic information may also reveal 

a pre-disposition to illness in the future which may 

have implications for insurance and employment. The 

confidentiality of such information is both crucial and 

problematic. 

In law the protection given to patient information is 

not absolute. In some situations, the health 

professional may be required to break confidentiality 

by statute or at common law. In addition, there is a 

grey area relating to information which, while 

generally protected by the obligation of confidentiality, 

may be disclosed in certain situations if, for example, 

it is in the public interest to do so. The overriding 

responsibility of the health care worker or clinical 

geneticist remains with the patient and not to any 

other family members and certainly not to society 

because of the public health effects of the mutant 

gene.2 

5. Disclosure and Prevention of Harm 

The disclosure of genetic testing information could 

allow the prevention of serious health consequences in 

genetic relatives in some circumstances. The obvious 

practical benefits in disclosing this information to 

                                                           
2  The question of whether a mutant gene present in one 
member of a family constitutes clear-cut danger to others in the 
family, thereby justifying warning family members regardless 
of a patient’s preference, has not yet been answered 
satisfactorily. 

 



Disclosure of Genetic Information as Matter of Medical Ethics and Patient Rights:  
The Relevant Legal Context 

 

5

family members include the early detection and 

treatment of inherited genetic disorders. Issues 

surrounding the disclosure of information to genetic 

relatives may become increasingly important as 

further preventative measures become available to 

mitigate genetic risk [1]. Professor John MacMillan 

observed in Australia that, at present, maintaining 

individual privacy to genetic information is not likely 

to physically harm others in the family to a greater 

extent that they would be harmed without access to 

the information. However, MacMillan noted that this 

will change in the future as knowledge gained from 

genetic testing may enable effective prevention of 

some adverse outcomes. In such circumstances, he 

said restricting the information to the single individual 

tested may fail to offer the opportunity for 

preventative action in respect of other at risk family 

members [1]. 

Developments in genetic medicine have 

implications for the extent to which the confidentiality 

of the doctor and patient relationship should be given 

primacy over other ethical considerations. That is, 

where genetic information only reveals an inherited 

susceptibility to a disease or cancer that is 

unpreventable, it is easier to argue that the information 

should remain confidential as compared to situation 

where denying access may place family members at 

increased risk [1]. 

Clinical geneticists and others provided many 

examples of such situations. Dr. Graeme Suthers of 

the Familial Cancer Service in South Australia 

referred to a situation below, based on an actual case 

(names have been changed) [1]. 

“Deidre has had breast cancer and has been shown 

to have an inherited mutation in the BRCA1 gene. Her 

mother, Marjorie, also had breast cancer and 

presumably carries the same mutation. Marjorie has a 

large extended family with many young women at risk 

of having the mutant gene and of developing 

early-onset breast cancer. Deidre had given me the 

address of her mother and had agreed that she (and 

other relatives) could be informed of the outcome of 

genetic testing. This would pave way for genetic 

testing of Marjorie’s unaffected relatives. However, 

on receiving the test result Deidre changes her mind 

and revokes permission for this information to be 

released to her relatives.” 

At this stage none of her relatives are aware that she 

has had a genetic test. Whose rights should prevail, 

Deidre’s right to the confidentiality of her test result, 

or Marjorie’s right to be informed of a result she 

doesn’t know about but which may be life-saving? 

At the Royal Melbourne Hospital in Australia 

concerns were expressed about existing constraints on 

disclosure to genetic relatives. For example, where 

genetic testing confirms FAP (Familial Adenomatous 

Polyposis) standard advice is that the affected and 

genotyped individual passes the information of the 

availability of predictive testing to relatives at risk; 

however, some do not pass the information onto all 

relevant family members, for a variety of reasons, and 

avoidable deaths do occur because of this [1]. 

The literature dealing with genetic information and 

confidentiality issues also contains examples where 

disclosure is clearly capable of averting significant 

health dangers. One author concluded that, at least 

presently, disclosure to genetic relatives is arguably 

most justified in the case of FAP [1, 17]. The risk is 

serious; it is a potentially lethal condition. The 

diagnosis is certain. There is an effective intervention, 

for monitoring, and surgery is needed. Yet the risk 

could not be described as imminent. For these reasons, 

it is believed that the common law exception is 

sufficient. Other situations may be identified where 

the benefits for genetic relatives of knowing they are 

at increased risk are merely speculative and may not, 

therefore, be capable of justifying any breach of 

confidentiality [1, 17]. 

In many situations where there are benefits in 

informing relatives, consent to do so may be obtained 

following discussion with the person tested. Existing 

ethical guidelines emphasize that when genetic 
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information is to be shared with family members, the 

most appropriate person to make the initial contact is 

the individual who has undergone the genetic test. It is 

clinical practice to request the individual’s permission 

to pass on relevant genetic information to relatives [3]. 

What is the legal position where the patient is 

unwilling to communicate with their relatives? In 

what circumstances does the law permit the medical 

professional to take steps to inform genetic relatives 

about information relevant to their health? 

5.1 Examples of Motivations of Disclosure Decisions 

Research workers have shown that disclosure 

decisions are complex and influenced by numerous 

factors [18]. The conflict between the patient’s “right 

to privacy” and her relatives’ “right to know” does not 

address the full reality of patients’ experiences. In 

reality patients who prefer not to disclose genetic 

information to their relatives are most often motivated 

by a desire to “shield from distress” rather than by a 

desire to keep the information confidential in order to 

protect their own interests or by difficulties related to 

“poor family relation-ships” [19]. Informants’ main 

ethical concern is how to best protect their relatives 

from genetic risk however, and from negative feelings 

on the other. Although some studies have shown that 

only a minority of informants and informed relatives 

report negative reactions such as grief, existential 

conflict, guilt and communication problems following 

disclosure [20, 21] concerns regarding such reactions 

still influence the disclosure dilemma. The 

motivations of the disclosure decision thus become the 

perceived degree of medical necessity [22]. We 

describe the motivations are related to the clinical 

repercussions of the disclosed information in terms of 

perceived treatability and preventability of 

reproductive implications and risk perception [7]. Still, 

when information is deemed medically essential, 

timing is often an important issue. Words from a nurse 

worker indicated why: “Family members who came to 

visit and spent time with their sick relative left soon 

after they were told about their member’s medical 

condition.” 

Informants often feel that information should be 

disclosed “at the right moment” and evaluate the 

“readiness” of their relatives to receive the 

information. A healthcare professional said, “The 

family relatives or the guardian of the patient, many of 

whom are illiterate and so any information passed to 

them about the patient’s medical condition should be 

explained well and understood.”  

An important factor is the relative’s ability to 

understand the meaning of the disclosed information. 

Another healthcare worker said, “Family members 

usually the immediate members including parents, 

young people are ones who take care of the sick 

person. They live together usually in the same family 

home and share food and many things together as 

family. In times of sickness, death, security, etc. they 

help each other.” 

Informants tend to acknowledge that the impact and 

relevance of the information may differ greatly with 

personality, maturity and life stage, as in the case of 

planning a pregnancy [23]. Finally, the informant’s 

perception of who is considered family and of the 

closeness of the familial relationship was found to 

influence disclosure as well. In PNG, the immediate 

family members are first to know about the health 

conditions of the sick member. Closeness is measured 

from four different perspectives: biological, emotional, 

geographical and financial, all of which were 

suggested to have an influence on disclosure [24]. 

Some workers suggested that pattern for disclosure 

may vary between men and women [25]. However, no 

consensus was yet reached on this topic and the 

gendering of disclosure still remains largely 

unresolved. For mothers, a central motivation for 

disclosure was suggested to be their desire to allow 

their children informed reproductive choice [26] and 

their need for support from family members [27]. In 

PNG both husband and wife make this choice but the 

choice may be affected in rural areas because other 
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members of the extended family that are involved. 

Cultural and social values can also influence 

disclosure. For example, a study of British-Pakistani 

adults shows the importance of cultural influence on 

family dynamics in the context of disclosure. Within 

the studied community, spouses tended to withhold 

information to protect their partners from “blame, 

stigma or feelings of marital insecurity”, and parents 

tended to withhold relevant information from their 

child in order to prevent gossip in the community and 

to protect the child’s marriage prospects [28]. The 

ethical tension between the confidential nature of 

genetic information and potential benefit of its 

disclosure to family members has been addressed by 

the legal system as well. From a legal perspective, 

genetic information—like any other type of medical 

information—is confidential. It is widely accepted that 

the choice to disclose genetic information to family 

members should remain in the hands of the patient, 

rather than in those of health care providers. The 

confidential nature of genetic information was 

reaffirmed, for example, by the American Health 

Insurance Portability and Accountability Act of 1996 

[29]. At the same time, due to its unique nature and 

possible implications for the health of genetic relatives, 

a strict application of confidentiality has been 

challenged by litigation in certain cases. 

Thus, nuances have emerged through statutory 

amendments and court decisions, gradually modifying 

the legal context. For example, the legal tension 

between medical confidentiality and the duty to warn 

was enhanced in the US in the mid-nineties following 

two opposing court decisions: one stating that the 

clinician’s duty to warn is limited and accomplished 

once the patient has been warned regarding the 

familial and heritable nature of the condition and the 

other stating that the duty to warn is not limited to 

one’s patient and can extend to “immediate family 

members” [30]. 

The issues are further discussed with reference to 

common law duties of confidentiality, national 

privacy principle of PNG and similar provisions of 

overseas privacy legislation particularly Australia. 

6. Duties of Confidentiality 

The requirement to protect patient confidentiality 

has been long included in the ethical codes of health 

care professionals. It has been argued that 

confidentiality is necessary to ensure that patients are 

willing to come forward to receive treatment. It is also 

claimed that confidentiality is part of the patient’s 

right to control access to his own personal information, 

his right to informational privacy. 

Authors including Larry Gostin define the health 

information privacy as being, “An individual’s claim 

to control the circumstances in which personal health 

information is collected, used, stored and transmitted” 

[31]. 

Gostin goes on to define confidentiality as being, 

“A form of health information privacy that focuses 

upon maintaining trust between two individuals 

engaged in an intimate relationship, characteristically 

a physician-patient relationship” [31]. 

Article 8 of the European Convention of Human 

Rights (ECHR) provides that: (1) Everyone has the 

right to respect for his private and family life his home 

and correspondence; (2) There shall be no interference 

by a public authority with the exercise of his right 

except such as is in accordance with the law and is 

necessary in a democratic society in the interests of 

national security, public safety or the economic 

well-being of the country, for the prevention of disorder 

or crime, for the protection of health or morals, or for 

the protection of the rights and freedoms of others. 

It would be noted that Article 8 has been interpreted 

by the European Court of Human Rights as affording 

protection to individual privacy [32] and this has also 

been extended to cover personal health information 

[33]. In English law there is no overarching protection 

given to privacy [34], but nonetheless there are 

considerations in Article 8 of the ECHR in relation to 

information that privacy underpins domestic law 
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protection of the confidentiality of health information. 

English law provides protection for confidential 

information through equitable remedy of breach of 

confidence. The basis in law for restraint of disclosure 

of confidential information is usually that of the 

equitable remedy of breach of confidence. 

The grounds on which an action for breach of 

confidence may be brought are stated in A.-G. v 

Guardian Newspapers (No. 2) [35]. A duty of 

confidence arises where confidential information 

comes to the knowledge of a person (the confidant) in 

circumstances where he has notice, or is held to have 

agreed, that the information is confidential with the 

effect that it would be just in all the circumstances that 

he should be precluded from disclosing the 

information to others. The use of the word “notice” is 

advisedly done in order to avoid the question of the 

extent to which actual notice is necessary, though it is 

understood that knowledge to include circumstances 

in which the confidant has deliberately closed his eyes 

to the obvious [35]. The existence of this broad 

general principle reflects the fact that there is such a 

public interest in the maintenance of confidentiality 

that the law will provide remedies for this protection.  

Usually an action for breach of confidence may be 

brought by the person to whom the confidence is 

owed [36]. This may be a patient where he or she is 

competent to do so, but it may equally be another 

person or body, for example, a health authority. A 

breach of confidence may constitute unsatisfactory 

professional conduct and form grounds for 

proceedings before medical registration authorities [36]. 

In general terms, the common law duty of 

confidentiality may be breached where there is an 

unauthorized use of the information covered by it, that 

is, where the information is used for a purpose 

inconsistent with the purpose for which consent was 

expressly or impliedly given [36]. 

The doctor-patient relationship is one of the 

categories of relationships protected by the equitable 

remedy of breach of confidence. It appears certain that 

the courts would extend this protection to other health 

care relationships such as, for example nurse-patient. 

Alternative grounds for legal proceedings do exist. 

Actions may be brought in contract and in negligence. 

In many circumstances, patients may be taken to have 

consented to certain disclosure of information, 

especially disclosure for purposes related to their own 

treatment, such as to other health service providers 

who assist their doctor to facilitate diagnosis or 

treatment of family members which cannot ordinarily 

be implied and will likely breach the duty of 

confidentiality, unless the disclosure is covered by 

some exception recognized by the law. Negligence 

was held in a New Zealand case to be the basis on 

which an obligation of confidentiality arose [37]. 

There is no clear authority on this point in England 

and Wales in the medical context, although the 

potential for such an action can be seen by analogy to 

an action for negligent breach of disclosure of a police 

informer’s identity in Swinnery v Chief Constable of 

the Northumbria Police [38]. Here the principle of 

such an action was recognized although on its facts 

the case failed. 

The exceptions to the common law duty of 

confidentiality permit disclosure of the information in 

ways that would otherwise infringe the duty. One 

exception is where a patient consents to the 

disclosure.3 A second exception is where there is a 

statutory obligation to disclose information. 4  The 

third exception permits the release of confidential 

information where to do so is in the public interest. 

The possible application of the public interest 

exception to disclosure of genetic information is of 

particular relevance. 

                                                           
3 It is the patient to whom the duty and so he or she can choose 
to permit information to be released, including to facilitate and 
diagnose or treatment of a genetic relative. 
4 This is regularly exercised in the compulsory disclosure of 
certain notifiable diseases or other conditions for which there is 
a statutory register. It also includes compulsion to disclose 
information in court proceedings as the duty of confidentiality 
does not generally give a medical practitioner a justification for 
refusing to disclose such information. 
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This study notes that the obligation of a healthcare 

professional is to maintain patient confidentiality and 

frequently it extends beyond his or her ethical codes. 

The terms and conditions of healthcare worker require 

her to keep patient information confidential, for 

example, patients have a right to expect that 

information about them will be held in confidence by 

their doctors. 

Confidentiality is central to trust between doctors 

and patients. Without assurances about confidentiality, 

patients may be reluctant to give doctors the 

information they need in order to provide good care. 

The courts have referred to this principle when 

considering the scope of breach of confidence. Breach 

of confidence may lead to disciplinary proceedings. A 

corresponding duty to maintain patient confidentiality 

is imposed upon members of the nursing profession. 

Further, the unauthorized disclosure of confidential 

information may lead to an action under the equitable 

remedy for breach of confidence. 

7. Public Interest Exception 

It has been stated that the public interest exception 

to the duty of medical confidentiality “is notable for 

its extraordinary flexibility” [1, 39]. It can potentially 

be invoked to justify the disclosure of confidential 

patient information in a wide range of circumstances. 

Whether the circumstances might encompass some 

disclosure of confidential information to genetic 

relatives, is very much open to debate. At least some 

legal commentators [1, 39] believe that the public 

interest exception might be used in this way and 

consider that the public interest exception could cover 

cases such as: 

(1) Where the patient’s medical condition presents 

an infection risk to others; 

(2) Where a patient’s ill health renders him or her 

unfit to continue certain activities because others 

would be placed at risk, or; 

(3) Where inherited genetic disorders should 

properly be disclosed to other family members [1, 39] 

(emphasis added). 

There has been no reported case in PNG in which 

disclosure of genetic information has been found to be 

justified. In other jurisdictions, commentators have 

cast doubt on whether the public interest exception 

would extend to the disclosure of genetic information, 

given the limitations the relevant case law places on 

the circumstances in which disclosure may legally 

occur. 

For example, Dean Bell and Bellinda Bennett of 

Australia state that disclosure must be confined to 

“exceptional circumstances”, where “another’s life is 

immediately endangered and urgent danger to the 

public” [1]. Secondly, Bell and Bennett cited cases in 

which the courts have emphasized that disclosure 

should be to a responsible authority [40]. Bell and 

Bennett concluded that these limitations suggest that 

the public interest basis for disclosure to family 

members of a genetic condition has not, to date, been 

contemplated for a situation such as disclosure to a 

family member of genetic condition. This is because 

such a condition will rarely, if ever, present an 

immediate life threat and also because such disclosure 

would ultimately have to be disclosed to the family 

member rather than a responsible authority (although 

if the relative is not a patient of the doctors, it may be 

disclosed to that patient’s treating doctor) [40]. This is 

not to say that the point might not be argued sometime 

in the future in relation to a disclosure of genetic 

information. 

A researcher suggested that the factors that a court 

might take into account in weighing up such a public 

interest claim might include the possible effects of 

allowing disclosure of genetic information on the 

willingness of individuals to take advantage of genetic 

tests in the future, and the likely public health 

outcomes of such a policy [1, 17]. Professor Skene 

concluded that the common law public interest 

exception may not always be sufficient to protect 

health professionals making disclosures of genetic risk 

to relatives [1, 17]. 
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In Thomas Mappes and David DeGrazia, in June 

1987, “A young woman who was pregnant was shot 

with an arrow fired from a hunting bow by a young 

man who was engaged in an argument with another 

person. Emergency workers from the Fire Fighting 

services were called to the scene, administered 

resuscitation to the profusely bleeding woman and 

took her to a local hospital where she died shortly 

afterwards. Her child, delivered by emergency 

Caesarean section, died the next day. This tragedy 

would have been quickly forgotten as yet another 

incident of random urban violence if it had not been 

later learned that the woman was infected with the 

AIDS virus. A nurse at the hospital decided on her 

own initiative that the rescue workers who had 

brought the woman to the emergency room should be 

informed that they had been exposed to HIV-infected 

blood and contacted them directly” [41]. 

This case and others like it raise difficulty and 

weighty ethical and public issues: What are the limits 

of medical confidentiality? Who, if anyone, has a right 

to know that they may have been exposed to AIDS or 

other dangerous infectious diseases? Whose 

responsibility is it to inform the sexual contacts of 

AIDS patients or others who may have been exposed 

to the infection? Dr. Roger Magnusson states that the 

scope of the discretion to disclosure under the public 

interest defense to a breach of confidentiality action is 

uncertain in Australia and probably requires High 

Court resolution [1]. 

This study says protecting patient confidentiality 

may give rise to some very difficult moral and legal 

dilemmas. The provision of health care is more 

complex than it has ever been. The patient who enters 

the hospital is cared for by many different health care 

practitioners, all with access to his records. The rise in 

personal genetic information has led to new 

challenges. Furthermore, we observed that personal 

information obtained from DNA sequencing can 

reveal information not only about an individual but 

also information relevant to family members [42]. 

8. A Duty to Warn 

In some situation, it might be argued that a health 

professional has a positive “duty to warn” third parties 

even if doing so would infringe the duty of 

confidentiality. Such a duty might be derived from 

common law principles relating to the tort of 

negligence based on the concept of a duty of care. 

Legal cases in the USA, and in particular Tarasoff v 

Regents of University of California have established 

that, where there is a foreseeable risk of significant 

harm to an identified individual, doctors and other 

health professionals may have a duty to warn those 

individuals [43].5 In that case, “Tatiana Tarasoff was 

murdered by Prosenjit Poddar, who was a patient of 

psychotherapist employed by the University of 

California Hospital. Her parents brought an action 

against the university regents, doctors, and campus 

police. The Tarasoffs complain that the doctors and 

police had failed to warn them that their daughter was 

in danger from Poddar. In finding for the Tarrasoffs, 

Justice Tobriner argues that a doctor or 

psychotherapist treating a mentally ill patient has a 

duty to warn third parties of threatened dangers arising 

out of the patient’s violent intentions. Responding to 

the defendants’ appeal to the important role played by 

the principle of confidentiality in the 

psychotherapeutic situation, Tobriner argues that the 

public interest in safety from violent assault must be 

weighed against the patient’s right to privacy” [43]. 

In this regard, the legal position in the United States 

appears to differ from existing law in other countries. 

Some of these United States cases involved genetic 

risks. For example, in Pate v Threlkel, “A woman 

(daughter) whose mother was diagnosed as having a 

genetic disease, Medullary Thyroid Carcinoma, sued 

her mother’s doctor for not warning her that she too 

might be at risk. The Supreme Court of Florida held 

                                                           
5 This case is edited. The language is that of the court. The 
facts and majority opinion are written by Justice Tobriner. The 
dissenting opinion is written by Justice Clark. 
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that while a doctor may owe a duty of care to family 

members of a patient in circumstances in which this 

includes a duty to warn of a genetic condition, the 

duty will be satisfied by warning the patient that 

family members should seek medical care” [44]. 

In the USA yet, a different approach was taken in 

Safer v Pack [45]. In that case, “The doctor had 

treated a patient for Retroperitoneal Cancer, ulcerative 

adenocarcinoma of the colon and adenomatous polyps. 

Twenty-six years after the patient died, his daughter 

developed cancer of the colon and multiple polyposis. 

She sued, claiming that her father’s doctor had 

breached duty to warn of the hereditary risk to her 

health and had deprived her of the chance of 

monitoring, early detection and early treatment. 

Applying an infectious disease precedent, the Superior 

Court of New Jersey held that there can be a duty to 

warn genetic relatives directly” [45]. 

We agree with the view that the court failed for not 

giving sufficient recognition to the differences 

between infectious disease and genetic conditions for 

example, warning genetic relatives about genetic risks 

will not prevent them from having the gene and 

potential psychological harm resulting from disclosure 

should also be considered, especially where the 

genetic condition is not preventable. We say that the 

cases dealing with warning people about genetic risks 

are different from those dealing with violence or 

infectious disease since there are already social 

policies embodied in laws that are aimed at preventing 

violence or contagion. Thus, breach of confidentiality 

furthers an established social policy that has been 

subject to legislative debate in many countries. In 

contrast, society’s position on genetic disease is not so 

clear cut. There is some limited recognition in the 

Australian law that a doctor may owe duty of care to 

someone who is not a patient. In BT v Oei, “The 

Supreme Court of New South Wales held that a duty 

of care was owed by a doctor to a patient to exercise 

reasonable care in advising the patient to in relation to 

the need for an HIV test” [1]. 

It has been suggested that, therefore, a doctor or 

genetic counselor may owe a duty of care to third 

parties to explain to the patient the implications of a 

genetic test for the future health of third parties, where 

disclosure by the patient could ameliorate future 

genetically-caused harm [1]. However, there is no 

direct legal authority for the imposition of a 

Tarasoff-style duty to warn in Australia. Professor 

Skene in 1998 said arguments that doctors have a duty 

to warn genetic relatives are unlikely to be successful 

in Australia [1, 17]. 

In this study, we observed that like in PNG, New 

Zealand and Australia laws on duty to warn are less 

developed than that in the USA and there has been no 

case in which a doctor has been held with a duty to 

warn in such a case. In any event, as in the USA, this 

is unlikely to be an issue in the genetic context 

because single gene disorders that cause immediate 

effects are rare.6 Another aspect of the familial nature 

of genetic information involves the constraints that the 

laws on Privacy impose on the disclosure of relevant 

genetic information by doctors and other health 

professionals to genetic relatives of their patients. In 

particular, the privacy laws appear to prohibit the 

disclosure of clinically relevant information to genetic 

relatives, in circumstances where it is possible to 

argue there is no breach of ethical or common law 

duties of confidentiality in particular, because the 

public interest exception to the duty of confidentiality 

may apply.7 Question which arises is: does PNG have 

law which imposes such a duty on health 

professional? 

9. Liability for Improper Disclosure of 
Medical Information 

A release of medical records information that has 

not been authorized by the patient or that has not been 

made pursuant to statutory, regulatory, or other legal 

                                                           
6 See Professor Loane Skene, Consultative Report/Submission, 
(2001), supra notes. 
7 Ibid. 
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authority may subject the health institution and its 

staff to civil and criminal liability. States may impose 

criminal or professional disciplinary sanctions for 

violation of statutory confidentiality requirements. In 

addition, three possible civil liability actions are 

available to patients who show injury as a result of a 

disclosure of information in their medical records by 

hospitals or physician: defamation, invasion of 

privacy, and breach of contract. 

10. Penalties for Improper Disclosure 

States statutes may impose both criminal sanctions 

and civil liability on health care providers that 

improperly disclose medical records information in an 

unauthorized manner. For example, in Tennessee in 

the USA [39], its law addresses both forms of liability, 

“A willful violation of the provisions of [the Medical 

Records Act] is a Class C misdemeanor … No 

hospital, its officers, employees, or medical and 

nursing personnel practicing therein, shall be civilly 

liable for violation of [the Medical Records Act] 

except to the extent of liability for actual damages in a 

civil action for willful or reckless or wanton acts or 

commissions constituting such violation. Such 

liability shall be subject, however, to any immunities 

or limitations of liability or damages provided by law. 

Unlike a criminal proceeding, which is initiated by 

state officials, a civil lawsuit must be instituted by a 

private individual. In some states in USA, they have 

Mental Health &Developmental Disabilities 

Confidentiality Act that is more specific as to civil 

remedies available to the patient: “Any person 

aggrieved by a violation of this Act may sue for 

damages, an injunction, or other appropriate relief. 

Reasonable attorney’s fees and costs may be awarded 

to the successful plaintiff in any action under this 

Act.”8 

In some states, statutes impose specific penalties for 

revealing particular medical records information, such 

as whether a patient is HIV-positive [46]. For example, 

                                                           
8 See Tennessee Code Ann. S 68-11-311 (1993), supra notes. 

in Wisconsin, “An individual who negligently 

discloses a patient’s HIV status may be liable for 

actual damages and costs, as well as $1000 in 

exemplary, or punitive damages. An individual who 

intentionally discloses such information may be liable 

for up to $5000 in exemplary damages. If the 

disclosure causes bodily or psychological harm to the 

patient, the individual who disclosed the information 

may be fined up to $10000 and sentenced to nine 

months in jail. In Virginia, the penalties for disclosing 

an individual’s HIV-status are more lenient. A person 

who willfully or through gross negligence discloses 

such information may recover actual damages or 

$ 100 (whichever is greater) and attorney’s fees and 

court costs”.9 

10.1 Defamation 

Defamation is one legal theory on which patients 

may base lawsuits for improper disclosure of medical 

records information. Defamation may be defined as a 

written or oral communication to someone other than 

the person whose reputation is called into question 

[47]. If the individual bringing the defamation suit is a 

public official or public figure, the individual will 

recover only if the speaker knew the statement was 

false or acted with reckless disregard of its truth or 

falsity.10 

Medical records may contain information that is 

inaccurate and that, if published, would affect a 

person’s reputation in the community adversely, 

attracting special damages. Thus, oral disclosure by a 

hospital to an unauthorized person could result in an 

action for defamation. However, the possibility of a 

patient’s obtaining a recovery against a hospital for 

defamation for release of medical records information 

                                                           
9  See Barry R. Furrow, Thomas L. Greaney, Sandra H. 
Johnson, Timothy S. Jost, Robert L. Schwartz, (2001), supra 
notes. 
10 There are two types of defamation; libel is written form of 
defamation, while slander is oral. Libel is actionable without 
proof of actual damages, although slander suits ordinarily 
require special or actual damages. 
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is slight.11 Medical records entries ordinarily are true 

and, as a general rule, truth of the published statement 

is an absolute defense to a civil cause of action     

for libel or slander, irrespective of the publisher’s 

motive. Although the rule has been modified in some 

states to allow application of the defense only where 

the publisher’s motive was good, the traditional rule, 

even as modified, provides substantial protection for 

hospitals. 

Patients who sue healthcare providers for 

defamation first must show that the statement that is 

the basis of suit was published, that is, that it was 

revealed to someone other than the patient or health 

care provider. For example, a state appeals court 

affirmed a judgment in favor of two physicians when 

the allegedly libelous statement was contained in a 

letter that the physicians mailed to the patient. 

“The physicians prepared a letter containing the 

results of a patient’s physical examination, including  

a statement that the patient had had gonorrhea in  

1985, during the patient’s marriage. In fact, the patient 

had had gonorrhea years before he was married.  

When the letter arrived at the patient’s home, the 

patient’s wife opened it and read it to him over the 

telephone. The patient and his wife sued the 

physicians for libel, claiming that the defamatory 

contents of the letter caused marital discord. The court 

rejected the patient’s suit because the letter was sealed 

and addressed only to the patient. The letter was not 

published to the patient’s wife, except by the patient, 

who had asked her to read it to him over the phone.” 

[48] 

Moreover, the law recognizes two privileges that 

may preclude liability upon publication of even false 

statements that are injurious to the subject’s 

reputation.12 In Gilson v Knickerbocker Hospital, for 

                                                           
11See Prosser William, L., & Keeton Page, supra notes. 
12  These are absolute privilege and qualified privilege. 
Publications made in legislative, judicial, and administrative 
proceedings are absolutely privileged, and thus do not give rise 
to a cause of action in defamation. Disclosure of defamatory 
medical records information in a court therefore would not be 
actionable. 

example, “A patient sued a hospital which maliciously 

had allowed the publication of false and defamatory 

matter in the individual’s medical record [49]. The 

record contained an observation that the plaintiff was 

under the influence of alcohol. The court denied the 

patient’s claim, stating that the defendant’s act was 

absolutely privileged because it was acting pursuant to 

lawful judicial process (letter from physician to 

probate judge absolutely privileged) [50]; Bond v 

Becaut, (letter from psychologist relevant to custody 

proceedings and within judicial privilege).” [51] 

10.2 Invasion of Privacy 

A second legal theory upon which a patient could 

base a suit for improper release of medical records 

information is invasion of privacy. 

Releasing patient information to unauthorized 

individuals, agencies, or news media may make a 

hospital liable to the patient for an invasion of privacy. 

A cause of action for invasion of privacy can be 

sounded in state common law (as developed by the 

courts), state or federal constitutional law, or state 

statutory law. In the case of PNG, section 49 of the 

PNG’s Constitution would be applicable. 

In the common law, an invasion of an individual’s 

right of privacy has been defined as an unwarranted 

appropriation or exploitation of that individual’s 

personality, the publication of the person’s private 

concerns in which the public has no legitimate interest, 

or a wrongful intrusion into the person’s private 

activities. However, the right of privacy is not an 

absolute right.13 To give rise to an action for damages, 

this exploitation, publication, or intrusion must be 

done in a way that would cause outrage or mental 

suffering, shame, or humiliation to a person of 

ordinary sensibilities [47]. There is some overlap 

between the theories of defamation and common law 

invasion of privacy. However, several factors 

                                                           
13 The purpose of the right is to protect the individual from 
mass dissemination of information concerning private, personal 
matters. 
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distinguish the two causes of action.14 As for the 

Common law invasion, because medical records are 

highly personal, improper disclosure of patient 

information can expose hospitals and physicians to 

liability for invasion of privacy.15 

Unconstitutional invasion of privacy claims occurs 

less frequently. A patient who brings a claim for 

improper disclosure of medical records which are 

highly personal, the improper disclosure of patient 

information should be based on the federal or state 

constitution and typically must show that the 

individual had a “reasonable expectation of privacy” 

in the information that was disclosed [52]. Courts will 

consider factors such as the content of the disclosure 

and the circumstances under which the patient 

provided the information to the health care worker. 

Finally, a patient may sue a health care provider under 

a state statute creating a right to sue for certain 

invasions of privacy. For example, the Massachusetts 

statute states that, “A person shall have a right against 

unreasonable, substantial, or serious interference with 

his privacy” [52]. The patient who expressly consents 

orally or in writing to disclosure of private 

information cannot complain later that the disclosure 

                                                           
14 First, truth of the information published is not a defense to 
an invasion of privacy suit, although it often is a defense to an 
allegation of defamation. Thus, an unauthorized disclosure 
even of accurate medical information could subject a hospital 
to liability for invasion of a patient’s privacy. Second, to 
recover for an invasion of privacy, the plaintiff need not  
prove special damages, unlike the plaintiff in a defamation 
action, who often must prove that the disclosure actually 
harmed the individual. Third, the two theories provide redress 
for different types of injury arising from unauthorized 
disclosure of favorable information. Defamation, on the other 
hand, focuses on the injury to the plaintiff’s reputation. Fourth, 
although an action for invasion of privacy often involves 
publication, it is not a necessary element for recovery. Thus a 
single human agency can invade an individual’s privacy. The 
law of defamation normally requires publication to a second 
person. 
15 Common law invasion of privacy can be divided into four 
categories: (1) appropriation of plaintiff’s name or likeness for 
the defendant’s benefit, (2) intrusion upon the plaintiff’s 
solitude or private concerns, (3) public disclosure of 
embarrassing private facts, and (4) publicity that places the 
plaintiff in a false light in the public eye. 
 
 

was an invasion of privacy. 

The patient’s consent protects the hospital if the 

individual wanted the information disclosed for 

personal benefit and the hospital disclosed the 

information in the manner the patient authorized [53]. 

Patient had authorized physician to disclose 

incomplete information about his illness; plaintiff 

therefore was stopped from claiming that he had   

not consented to the disclosure of the underlying 

cause of the illness—alcoholism. Therefore, the 

hospital should endeavor to obtain the patient’s 

written consent to the disclosure of information. If a 

patient authorized a disclosure but refused to sign   

an authorization form, hospital personnel should note 

that consent on the form, properly sign and date the 

note, and insert the form in the patient’s medical 

record. 

The healthcare worker obtains personal information 

from the patient, s/he should use that information 

constructively and to respect it as private and 

confidential. [54]. 

Courts have held care providers liable for the first 

type of invasion of privacy, an improper appropriation 

of the plaintiff’s likeness for the defendant’s benefit, 

primarily where the provider exploited the patient for 

commercial benefit. However, courts also have 

imposed liability in situations where a health care 

provider used a patient’s name or likeness for a 

noncommercial benefit by applying the theory of 

intrusion upon solitude as invasion of privacy [35]. 

This theory can lead to liability even if the 

photographs were not published. In Clayman v 

Bernstein, for example, the court prohibited a 

physician from using photographs of a patient’s facial 

development in connection with medical instruction 

[55]. The court found that even taking the picture 

without the patient’s express consent was an invasion 

of privacy; it was not necessary to show that the 

physician had used the photographs improperly or 

shown them to others to establish liability. 
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together with the right to the freedom from arbitrary 

search and entry (section 44) [13, 14]. The Supreme 

Court has maintained that the right to privacy is a 

special right of person and it will not hesitate to come 

to the aid of any person whose right to privacy has 

been violated through unlawful means. It has ruled 

that the records of patients are private and should not 

be disclosed to other people; SCR No. 2 of 1984; Re 

Medical Privilege (1985) PNGLR 247.17 The court 

has also ruled that taking the photo of a voter for 

election purposes is a violation of his or her right to 

privacy: SCR No. 5 of 1992 (1992) PNGLR 114 (at 

115). The right to privacy cannot be restricted by an 

Emergency Regulation during a state of emergency; 

Re Internal Security Act (1994) PNGLR 341 (at 354). 

An Emergency Act can, however, restrict this right. In 

Koimo v PNG (1995) PNGLR 535 (at 539), the court 

ruled that even during a police raid, the right to 

privacy must be respected by the police [56]. The raid 

does not give police a license to violate the rights of 

citizens and non-citizens. 

Similar legislation can be found in most European 

countries. At the same time, as it is widely 

acknowledged, the results of genetic testing have 

implications not only for the individual but also for 

their relatives, including children, and it is emphasized 

that one’s right not to know is strictly related to the 

duty to inform others about any genetic risk. The 

emergence of the informative model provoked the 

shift from the principle of beneficence to the principle 

of personal autonomy, which promotes a 

complementary although opposite right—“the right 

not to know” or simply to “ignorance”. One of the 

first documents which recognized this right was the 

WMA Declaration (art. 7d). 18  Nowadays, it is 
                                                           
17 See Kwa Eric, L., (2011), supra notes. 
18 WMA Declaration of Lisbon on the Rights of the Patient. 
Adopted by the 34th World Medical Assembly, Lisbon, 
Portugal, September/October 1981 and amended by the 47th 
WMA General Assembly, Bali, Indonesia, September 1995 and 
editorially revised by the 171st WMA Council Session, Santiago, 
Chile, October 2005 and reaffirmed by the 200th WMA Council 
Session, Oslo, Norway, April 2015. 
 

grounded in the European Convention on Human 

Rights and Biomedicine (art. 10 and Explanatory 

Report), and is also mentioned in UNESCO’s 

Universal Declaration on the Human Genome and 

Human Rights (art. 5c) and the World Health 

Organization’s Review of Ethical Issues in Medical 

Genetics from 2003 (art. 10.2) [57]. 

We suggest that developments in new genetics 

result in the emergence of new molecular ethics which 

stresses that individuals have a moral and political 

duty to undergo the test, know the risk, and disclose 

that information to others. Some have argued that 

advances in molecular genetics will lead to the 

geneticisation of identity and the subsequent reduction 

of the human subject to their genetic complement [58]. 

We also argue that genetic literacy becomes a source 

of biological citizenship. 

11. Conclusion 

One of the fundamental principles of modern 

medicine is constituted by the ethical and legal 

doctrine of a patient’s autonomy and the right to 

self-determination. It is founded on the premise about 

the empowering character of medical information 

which, it is assumed, enables conscious decisions and 

choices free of external pressure [59, 60]. Such a right 

imposes on health professionals a duty to inform 

patients about one’s health status [61], and 

withholding information from a patient is seen as a 

form of the old paternalistic practice that destroys the 

relationship between both parties and may, 

additionally, become a source of allegation of 

negligence and malpractice. 

We concur that the role of professionals in relation 

to disclosure decisions remains to date a controversial 

issue in the literature. It is suggested that most feel a 

personal responsibility to warn relatives about genetic 

risks but they also believe that such direct disclosure 

should not be made without the permission of the 

patient [62], in order to maintain a good doctor-patient 

relationship, foster trust, protect medical secrecy and 
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respect the patient’s right to intimacy [22]. As 

genetics tests ordered by physicians have implications 

not only for patients but also their relatives, they 

create a bioethical dilemma for both clinicians and 

patients. Especially when a patient is reluctant to 

undergo the test, know the genetic risk, and share such 

information with others. While international 

biomedical law recognizes the right not to know one’s 

genetic status, it has been criticized for many reasons. 

This paper describes the right not to know about 

genetic risk. 

There is a consensus that patients who receive 

genetic information which has implications for the 

health of their relatives are morally responsible to pass 

on the information to them, especially if disclosure 

can help the relatives avoid physical harm or reduce 

its risk. This is shared by proponents of a 

patient-centered approach who highlight the 

importance of patients’ right to confidentiality. The 

assumption that patients have a moral responsibility to 

warn their relatives raises the question of whether this 

responsibility should be translated into an imposition 

of legal liability in tort when the patient’s (passive) 

non-disclosure compromises the relatives’ interests in 

avoiding physical harm and making informed choices 

about their life and health. We agree that familial 

genetic information is not of private genetic 

information. The distinction is quite clear: personal 

genetic information identifies a particular family 

member as a carrier of a particular hereditary 

condition [63]. For example, “Private genetic 

information means that Mrs. X is a BRCA1 carrier, 

which means that she is at an increased risk of 

developing breast and ovarian cancer. Familial genetic 

information implies that there is a risk running in the 

family to develop an inherited form of breast cancer. 

While Mrs X may refuse to inform her relatives that 

she is a BRCA1/2carrier (or at an increased risk to 

develop breast cancer), she may agree that her 

relatives be informed that there is an increased risk in 

their family to develop hereditary breast cancer. Thus, 

the position proposed here is that the patient should 

owe a legal duty either to alert the relatives that there 

is familial genetic information which they can obtain 

via the National Health Service, or allow the clinician 

to do so. The duty does not require the patient to 

approach the relatives directly and tell them that she 

carries a mutation of a specific genetic disease, but 

merely to make the relatives aware—directly or via 

the clinician—of the availability of genetic 

information. However, imposing liability raises 

theoretical and practical difficulties.” [58]. 

The main goal of genetic services is to provide 

genetic diagnoses and accurate risk information to 

clients so that they can make informed decisions to 

manage their risk, to make reproductive decisions and 

to plan for the future. But, there is also a moral 

imperative attributed to clients or patients—a 

responsibility to disclose information to other family 

members who may be genetically at risk [63]. Public 

health professionals and clinical practitioners strongly 

advocate family risk communication as a preventive 

measure to reach potentially at risk individuals. It is 

generally considered that disclosure of risk 

information to relatives provides the means by which 

an autonomous decision can be made [63]. Family 

members have a “right to know” and ought to be 

informed of their risk at the earliest opportunity, 

especially if genetic disorders are preventable, 

treatable or have reproductive implications. Therefore, 

the goal of genetic diagnosis and risk assessment is to 

produce an autonomous subject who will act 

responsibly in relation to their genetic risk [57]. But as 

demonstrated in the literatures, the research findings 

problematise the assumption that genetic risk 

information produces new forms of autonomous and 

responsible individuality. 
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