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1. General aspects

Informed consent has to do with the right to health, autonomy, non-discrimination, security, dignity, recognition before the law, and freedom of thought.

2. Current usage and applications

a. Right to health

This expression was first used in the United States in 1957 in the Salgo case.  That was when informed consent began to be regarded as a right, and so far it has mostly been used in connection with the right to health.
General Comment No. 14 of the Committee of the International Covenant on Economic, Social and Cultural Rights:  "Guaranteeing informed consent is a fundamental dimension of the right to health and requires adopting polices and practices that are respectful of autonomy, self-determination and human dignity"

Some definitions being used in connection with the right to health are:

A voluntary and sufficiently informed decision, protecting the right of the patient to be involved in medical decision-making, and assigning associated duties and obligations to health-care providers.

Source:  Report of the Special Rapporteur on the right of everyone to the enjoyment of the highest attainable standard of physical and mental health, Anand Grover, submitted in accordance with Human Rights Council resolution 6/29 (A/64/272, paragraph 9).

Any preventive, diagnostic and therapeutic medical intervention is only to be carried out with the prior, free and informed consent of the person concerned, based on adequate information.  The consent should, where appropriate, be express and may be withdrawn by the person concerned at any time and for any reason without disadvantage or prejudice. 2. Scientific research should only be carried out with the prior, free, express and informed consent of the person concerned.  The information should be adequate, provided in a comprehensible form and should include modalities for withdrawal of consent.  Consent may be withdrawn by the person concerned at any time and for any reason without any disadvantage or prejudice.  

Source: Universal Declaration on Bioethics and Human Rights (UNESCO, October 19, 2005). See: Human Rights Terminology in International Law : A Thesaurus, IACHR/IIHR

b. Rights of Indigenous Peoples

The term has been developed differently with respect to the rights of indigenous peoples. For them, "free, prior and informed consent is a requirement, prerequisite and manifestation of the exercise of the right to self-determination [...]and establishes the framework and context for all consultations with indigenous peoples pertaining to project acceptance and any related negotiations pertaining to benefit sharing and mitigation measures. (Human Rights Council, 2010). 


In the Americas region, the Draft American Declaration on the Rights of Indigenous Peoples uses the expression "free, prior and informed consent" in a broad sense for any plan, program, or proposal that affects the rights or living conditions of the indigenous peoples. Nevertheless, the term "consent" has required special scrutiny by the Working Group (Working Group to Prepare the Draft American Declaration on the Rights of Indigenous Peoples, 2011).

One definition being used is:

Free, prior and informed consent recognizes indigenous peoples’ inherent and prior rights to their lands and resources and respects their legitimate authority to require that third parties enter into an equal and respectful relationship with them, based on the principle of informed consent. 

Source: UN Terms, United Nations Department of Economic and Social Affairs

c. Rights of persons with disabilities

Regarding the rights of persons with disabilities, the United Nations General Assembly has used informed consent in connection with the right to health–identifying the conditions that have to be met for appropriate use of the term–and in connection with institutionalization processes (United Nations, 1991 a and b).

One definition in this context is:

Informed consent is consent obtained freely, without threats or improper inducements, after appropriate disclosure to the patient of adequate and understandable information in a form and language understood by the patient on:  (a) The diagnostic assessment; (b) The purpose, method, likely duration and expected benefit of the proposed treatment; (c) Alternative modes of treatment, including those less intrusive; d) Possible pain or discomfort, risks and side-effects of the proposed treatment.

Source: United Nations General Assembly, Principles for the Protection of Persons with Mental Illness and for the Improvement of Mental Health Care, adopted on December 17, 1991.

d. Rights of older persons
In connection with older persons, informed consent has been used for the exercise of the right to health and the institutionalization process [internment].

Regarding the right to health, the Report of the Rapporteur on the right to health submitted to the United Nations General Assembly in 2010 states that "Informed consent invokes several elements of human rights that are indivisible, interdependent and interrelated [...] The autonomy, bodily integrity and well-being of older persons are critical for the right to health. The availability, acceptability, accessibility, and quality of information are regarded as fundamental elements of that right." 

The Rapporteur underscores that information on health-related matters has to be of the highest quality, freely available on a non-discriminatory basis, accessible according to older people's communication needs and presented in a culturally and otherwise acceptable manner, in order for older people to exercise their right.

The definition used by the Rapporteur is:

The right to seek, receive, and impart information and ideas concerning health issues.

Source:  Thematic study on the realization of the right to health of older persons by the Special Rapporteur on the right of everyone to the enjoyment of the highest attainable standard of physical and mental health, Anand Grover, Human Rights Council, Eighteenth session, July 2011

In connection with the institutionalization of older persons in old people's homes, informed consent has been used for the decision to accept or refuse internment, with or without explanation, as well as to subsequently revoke a manifestation of consent. Here, however, the literature stresses that admission to a home is not accorded the same level of serious attention as for health problems, so that the use of informed consent needs to be fostered through specific policies and practices.

e. Other uses
The term has been used in connection with early marriage, abortion, and participation in medical and scientific experiments.

3. Use in the Draft Inter-American Convention on the Human Rights of Older Persons

In the draft, informed consent is established as a right in Article 10, which now refers to the right to health, or in relation to medical and scientific experiments (Article 9). In this context, the most appropriate definition is that proposed at the meeting in Buenos Aires: 

Voluntary, free, and express decision of the older person, prior to receiving any treatment or intervention from public or private institutions and after having been given complete, timely, comprehensible, and accurate information. 

However, consent may be used in other articles in the draft Convention to protect rights–as is the case in the draft American Declaration on the Rights of Indigenous Peoples.  In that context, an appropriate definition might be as follows:

Voluntary decision [or expression of will] of older persons in relation to any matter affecting their autonomy, integrity or wellbeing, after receiving information of the highest quality, freely available on a non-discriminatory basis, accessible according to their communication needs (including physical circumstances) and presented in an acceptable and understandable manner, considering the range of existing options, their risks and benefits, and the possibility of revoking the decision at any time and for any reason, without this involving disadvantage or prejudice.
/
The use of this definition has implications for the draft Convention because it would subsequently be necessary to identify those cases requiring the informed consent of the older person.  It is crucial that the use of informed consent in the body of the Convention does not overlap with the right to participation.




� FILENAME  \* MERGEFORMAT �CP29591E04�





�.	Based on the Universal Declaration on Bioethics and Human Rights, adopted at the 33rd session of UNESCO's General Conference, in Paris, October 2005; Thematic Study on the Realisation of the Right to Health of Older Persons by the Special Rapporteur on the Right of Everyone to the Enjoyment of the Highest Attainable Level of Physical and Mental Health, Anand Grover, Human Rights Council, 18th session, July 2011; and Marisa Viñes (2003), Legal Protection and Dependent Older Persons, VI National Congress of Organizations of Older Adults, Valladolid, October 19-21 2003.








