FIGO Human Rights and Women’s Health Case 4 Discussion
Protecting confidentiality

This case highlights the right to confidentiality in relation to information on health
care and health status. Confidentiality refers to the duty of providers and others who
handle private medical or health information on patients to keep secret or private the
information to which they have access. Confidentiality is intertwined with the right to
privacy (see Case #3 for more information on the right to privacy). Both are critical to
ensuring patient trust and usage of the health care system.

In the context of health care, including HIV-related care, this right places an
obligation on those who have access to personal information to ensure that that
information is not shared with third parties, including patients’ partners, family, or
friends, without the patient’s full and informed consent. Women are particularly
vulnerable to personal harm or discrimination from breaches in medical
confidentiality, particularly when domestic violence, sexually transmitted diseases, or
predisposition testing is involved. Because the risks women face from breaches in
confidentiality are greater than the risks men face, health care professionals have a
greater obligation to ensure strict confidentiality in women’s health care. (CEDAW,
General Recommendation #15, 1990)

Learning objectives

For physicians to competently apply this principle to daily practice they must be able
to:

e Maintain patient confidentiality and avoid unnecessary disclosure of
information.

e Communicate to patients how confidentiality of all written and digital
personal information is maintained.

e Discuss the potential harm and benefit of release of confidential
information to third parties.

e Discuss how interpretation of the laws on confidentiality affect the
provision of health care for women.

e Discuss how decisions to protect or disclose confidential information are
made.

Note that although the case highlights the right to confidentiality, it also addresses a
variety of other ethical, human rights, and policy issues. Similarly, although the
medical issues of the case focus on pregnancy and HIV status, the standards of
practice are applicable to the requirements of confidentiality regarding medical
records in general.

Case study

J.M., a 35-year-old professional woman, attends her first pregnancy visit at 8 weeks’
gestation. As per the clinic’s routine, she is offered an HIV antibody test. She
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accepts after stating that she does not want her partner to find out that she has taken
the test, whatever the result may be.

When her doctor telephones to inform her that her HIV test is negative, she reminds
him of her request that her partner is not to be informed about the test. The doctor
reassures her that it is standard practice to record test information only in her
medical record, which is confidential.

At her next visit, J.M.’s partner accompanies her for the ultrasound scan to date the
pregnancy. After a particularly long wait, J.M. goes to the bathroom. Before she
returns, the nurse calls her to see the doctor; in J.M.’s absence, the nurse hands her
antenatal record to her partner, saying, “Please go in to see the doctor as soon as
she comes back.” Glancing through her antenatal notes, J.M.’s partner discovers
that she has undergone an HIV test.

He is happy that J.M. is HIV negative but concerned that she needed to take the test
and that she did so secretly. Earlier in their relationship, they had undergone HIV
testing together, and they had both been found negative.

Questions for discussion

1. What are the risks and benefits of HIV screening in pregnant women?

Risks of HIV screening in pregnant women vary according to results. False-positive
results may lead to anxiety and false-negative results to a false sense of security.
Positive results may have repercussions such as violence, discrimination,
abandonment, and divorce.

The benefits of HIV screening in pregnant women are substantial. When a pregnant
woman is found to be HIV positive, measures may be taken to prevent transmitting
infections to others, including the fetus/newborn. Early treatment of the mother’s
infection leads to better outcomes for the mother and, in turn, her family.

2. Using the Integrating Human Rights and Health Checklist, identify the human
rights that were infringed in this case.

Clearly the patient’s right to privacy was breached when the record was handed to
her partner. This small action breached confidentiality and ultimately the patient’s
right to health (see Competency on Privacy and discussion of Case #2 for more
details about general obligations around confidentiality).

International human rights bodies have noted that states should ensure that HIV
testing and treatment are voluntary and confidential, emphasizing the rights and
needs of women. In order to fulfill this standard, HIV services must be “acceptable”,
which means that they must be respectful of medical ethics and culturally
appropriate to all individuals and communities, inclusive of culture, gender, and life-
cycle requirements. International human rights standards recognize that health care
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should be culturally sensitive but that culture cannot be used as an excuse to violate
human rights. For instance, in places where women are perceived as subordinate to
men, doctors may not use this as an excuse to disclose a woman’s test results to her
husband or partner without her permission.

However, although confidentiality and patient privacy are important, individual
patients still have an ethical responsibility to prevent harm to others. Informed
consent must be obtained prior to testing for HIV infection and before communication
of test results. Through counseling, patients should be advised of their responsibility
to others, including the importance of allowing the sharing of such information to
protect their sexual partners as well as health care workers with whom they come in
contact.

3. What are the potential consequences to the patient of this loss of confidentiality?

A positive test may lead to discrimination against the woman and strain the
relationship with her husband, sometimes leading to violence against the woman.
Human rights bodies have recognized high rates of violence against women due to
HIV status.

In this case, even a negative result may result in discrimination and may stress the
patient’s relationship with her husband, particularly because of the manner in which
her husband discovered the testing.

The longer-term result may be that the patient loses her trust in the health care
institution and its providers and either does not divulge further confidential
information or does not return for needed care. If this is the only clinic available to
her or if she fails to register for health care at another clinic, she will not receive the
care she needs to maintain her health and to have a healthy baby.

4. How could the clinic staff have better protected the patient’s record?

Health care records are to be shared only among involved health care providers and
the patient. The simple act of waiting for the patient to return and to hand the records
to her directly, in private, without the presence of her partner, would have averted
this breach. In addition, records should be stored securely in folders in such a way
that documents cannot be viewed inadvertently because folders fall open or
unsecured papers fall out. Students may think of other ways that record systems and
modes of record delivery may ensure confidentiality.

5. What are the laws/policies/regulations regarding medical confidentiality in your
country/region?

States should have laws and written policies governing access to medical records.
Students should know the laws and policies in the locale where they practice. They
can be found in clinic policies and medical council guidelines.
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6. How would you have counseled the woman about the sharing of results before
she undertook the HIV test?

Appropriate informed consent requires offering the patient information about the
results of testing, including the implications of false-positive and false-negative
results. She should know that her information will be kept confidential in her record,
but that if she is HIV positive, she will be advised to share the results with her
partner(s). If she lives in a country where results are notifiable, she should be
informed that the clinic is required by law to report positive results to the department
of health. Such information is kept in confidential files by the health authorities and is
used for following up with her and her contacts.

If the patient has acknowledged that she understands the testing and the
consequences of the results, she should be informed, objectively and without
judgment, that she has the right to refuse to give consent for sharing her test results.
Only then, with her consent, should her blood be drawn for testing.

7. What actions would the doctor need to take if the woman’s HIV test result had
been positive?

The first action would be to notify the patient directly of her test results, making sure
that she receives the news at a time and place where she can have a private
conversation, and providing information about the recommendations for treatment.
She should be encouraged to report the results to her partner and to encourage her
partner to take the test, if his HIV status is not already known. If she is worried about
her safety, measures should be taken to minimize her risk by involving the relevant
disciplines such as the medical social worker. She should then begin treatment as
soon as possible.

In some states, positive results must be reported to the health authorities. She
should be reminded of this and strongly encouraged to share her results with her
partner, affording him the ability to seek early treatment if he should prove HIV
positive also.

In states in which positive results are not reportable, the provider must judge the
degree of potential harm to the patient, her partner, and others before breaking
confidentiality with the patient.
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