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Human Rights in Patient Care: A Concept Note

The concept of human rights in patient care refers to the application of general human rights principles to all stakeholders in the delivery of health care.  In many settings where one would expect humane and ethical health care to be provided, patients and health-care providers instead encounter a range of abuses that both infringe upon basic human dignity and jeopardize health outcomes.  These range from pervasive violations of rights to informed consent, confidentiality, privacy, and non-discrimination, to more egregious abuses including torture and cruel, inhuman and degrading treatment.  Health-care providers likewise face abuses such as unsafe working conditions, sanctions for providing evidence-based health care, limits on their freedom of association, and denial of due process when patients make complaints against them.  Abuses against socially marginalized groups such as people living with HIV, sexual and gender minorities, people who use drugs, people with intellectual disabilities, and people needing palliative care are especially rife in health settings.  Often these abuses are related to the perception of marginalized groups as “deviant” or in need of curative forms of “treatment,” leading to horrific abuses in psychiatric facilities, drug rehabilitation centers, detention centers for sex workers, and similar settings.

The international human rights framework provides a compelling and increasingly important framework for addressing these abuses and holding governments accountable for them.  While the field of medical ethics, which emphasizes the four principles of autonomy, beneficence, justice, and non-maleficence, has traditionally governed the relationship between health-care providers and patients, the international human rights framework adds a complementary set of norms and procedures that can be used to adjudicate abuses in health-care delivery and provide remedies.  As Stephen Marks has written, “In negotiating the doctor-patient relationship, [doctors] may face tough ethical dilemmas that are sometimes also human rights issues, like decisions concerning the right to privacy or nondiscrimination.”
  Marks goes on to write that “The current trend is to introduce human rights language and patients' rights into the teaching of medical ethics and to expand the concerns of the profession to a broader health promotion model (concern for prevention of disease and promotion of the health of the population as a whole) rather than the biomedical model (intervention to treat a patient).”  What human rights adds to medical ethics is both “a method for arriving at concrete decisions” about how to judge complex and ethically challenging clinical interactions, as well as a set of procedures, such as courts and human rights commissions, for enforcing those decisions.  The difference between human rights and bioethics has been described as follows:

In many ways, human rights and bioethics complement each other. . . The interdiction against participation by health professionals in torture, a key human rights prohibition, is grounded in non-maleficence, the duty to do no harm. Respecting women’s autonomy on reproduction promotes health and the right of access to reproductive health care while combating gender discrimination. Acting in accord with the principle of justice, clinicians who promote fairness in their management of patients—for example, by eschewing racial and gender bias —also uphold human dignity. Yet [bioethical] principles do not focus on compliance with human rights standards. Indeed, bioethics often treats human rights compliance as just one of many competing obligations to be considered. Moreover, the four principles do not provide a method for arriving at concrete decisions – particularly decisions about how to prioritize competing principles.

Human rights has also been contrasted with the field of public health ethics, a relative of medical ethics that is concerned with “ensuring that public health interventions provide benefit and minimize harms, respect individuals’ dignity and rights to the greatest extent possible, and are implemented fairly.”
  Public health ethics also emphasizes the role of professional ethics in creating a code “to self-regulate a profession and instill truest in the profession on the part of the public.”
  Unlike public health ethics, human rights “explicitly targets governments or the policies they endorse. . . .  [W]hereas human rights organizations explicitly try to challenge rights violations through existing legal systems, ethical frameworks try to shape societal norms for morally appropriate behavior, norms that, in turn, may be reflected in the law.”  Additionally, unlike ethics, human rights “often channels its arguments through media or advocacy.”

The applicable international law

The international and regional human rights standards that apply to health-care delivery can be found in major treaties such as the International Covenant on Civil and Political Rights (ICCPR), the International Covenant on Economic, Social, and Cultural Rights (ICESCR), the Convention Against Torture (CAT), European Convention on the Protection of Human Rights and Fundamental Freedoms, the European Social Charter, and various thematic covenants related to women, children, people with disabilities, racial minorities, and other populations.
  The provisions of these treaties have been interpreted by various human rights bodies to prohibit numerous forms of abuse in health-care settings.  For example: the right to liberty and security of the person has been held to prohibit institutionalization without due process of people with mental illness; the right to privacy has been held to prohibit unauthorized disclosure of personal health data; the rights to bodily integrity and security of the person have been held to prohibit the administration of medicine to a child against parents’ wishes; and the right to freedom from cruel, inhuman, or degrading treatment or punishment has been held to oblige governments to secure the adequate health and well-being of prisoners.
  There is ample room to expand this jurisprudence by bringing new cases of abuse and arguing for expansive interpretations of human rights treaties to apply to diverse health-care-delivery contexts. 

An important source of international human rights law relevant to patient care is the right to the highest attainable standard of health found in Article 12 of the ICESCR.  While the “right to health” is generally understood as a “positive right” that guarantees the progressive realization of the availability, accessibility, acceptability and quality of health care for all, it also incorporates some “negative rights” to be free from overt human rights abuses and discrimination within the delivery of health care.  The Committee on Economic, Social and Cultural Rights, the expert committee responsible for interpreting the ICESCR, makes numerous references to human rights in patient care in its General Comment No. 14 on the Right to the Highest Attainable Standard of Health.  Among the Committee’s relevant observations are the following: 

· The rights to human dignity, prohibition against torture, privacy, and access to information address integral components of the right to health. (para. 3)

· The right to health contains freedoms such as “the right to control one's health and body, including sexual and reproductive freedom, and the right to be free from interference, such as the right to be free from torture, non-consensual medical treatment and experimentation.” (paras. 4, 8) 

· The right of accessibility of health care “includes the right to seek, receive and impart information and ideas concerning health issues. However, accessibility of information should not impair the right to have personal health data treated with confidentiality.” (para. 12(b))

· The right of acceptability of health care provides that “all health facilities, goods and services must be respectful of medical ethics …  as well as being designed to respect confidentiality,” and also refers to “the right to have personal health data treated with confidentiality.” (para. 12)

· The obligation to protect the right to health includes the duty of States “to ensure that medical practitioners and other health professionals meet appropriate … ethical codes of conduct.” (para. 35)

· The right of accessibility includes the right to access to health care without discrimination, “ especially to the most vulnerable and marginalized sections of the population.”  This requires particular attention to the needs of ethnic minorities, persons with disabilities, and persons with HIV/AIDS.  (para. 12)

An important distinction between human rights in patient care and the “right to health,” however, is that the latter also encompasses the vast range of human rights that fall outside the health-care-delivery context but nevertheless play an important role in determining health outcomes.  Often referred to as “underlying determinants of health,” these may include not only positive rights to adequate housing, potable water and food, but also negative rights such as freedom from violence, censorship, discrimination, and torture—all of which can have serious health consequences.  Human rights in patient care, by contrast, is concerned with rights inside health-care settings, be they hospitals, clinics, outreach facilities, prisons or other places of detention, or private homes where health care is provided.  The “right to health” is also concerned with systemic issues such as transparency, accountability and participation of a broad cross-section of society in the development of public health policy—issues which are less directly related to “patient care” but are nevertheless critically important to a human rights-based approach to health more broadly.

Human rights vs. patients’ rights
The modern patients’ rights movement has emerged out of increasing concern about human rights abuses in health-care settings, particularly in countries where patients are assuming a greater share of health-care costs and thus expect to have their rights as “consumers” respected in return.  In the last fifty years, specific patients’ rights have been codified in regional and international instruments such as the European Charter of Patients’ Rights,
 the World Health Organization’s Declaration on the Promotion of Patients’ Rights in Europe
 and the European Convention on Human Rights and Biomedicine
, as well as in national charters and legislation.  The European Charter of Patients’ Rights enumerates the following fourteen rights held by patients:  

1. Right to preventive measures

2. Right of access

3. Right to information

4. Right to consent

5. Right to free choice

6. Right to privacy and confidentiality

7. Right to respect for patients’ time

8. Right to observance of quality standards

9. Right to safety

10. Right to innovation

11. Right to avoid unnecessary suffering and pain

12. Right to personalized treatment

13. Right to complain

14. Right to compensation

The codification of patients’ rights has been a critical development in the struggle to establish human rights within health-care delivery.  However, the patients’ rights approach differs in at least two respects from the application of general human rights principles to the context of patient care.  The first is that general human rights apply not only to patients, but to all stakeholders in health-care delivery including providers.  There is no shortage of examples throughout history of health-care providers who have been punished for providing evidence-based health care to their patients, ordered to destroy medical records or disclose confidential health information to the state, or coerced into participating in (or covering up) torture and crimes against humanity.  Even in open societies, health providers may be denied safe working conditions, punished for alleged ethical breaches without any due process, or forced to provide a standard of care that violates their ethical principles.  These abuses not only offend basic human dignity, but also pose a risk to patients.  They thrive on a culture of disrespect and abuse that ultimately has the potential to harm everyone who comes into contact with the health-care system.  Recognizing that health-care providers enjoy the same human rights as everyone else, rather than focusing exclusively on the rights of patients as against those who provide them with or “sell” them health-care, is both more consistent with universal human rights principles and essential to nurturing a culture of respect for human rights within health-care delivery.

A second difference is that some patients’ rights charters appear to create “new rights” that may not be firmly grounded in international law or consensus.  For example, the European Charter of Patients’ Rights recognizes the rights to “innovation” and “free choice,” neither of which is explicitly recognized under international law.  While the right to innovation may have some basis in the right to enjoy the benefits of scientific progress,
 some have accused the pharmaceutical industry of “inventing” this right as a way of justifying a system of monopoly patents on pharmaceuticals in exchange for investment in research and development into innovative drugs.  The same industry has also been accused of invoking the right to free choice as justification for controversial direct-to-consumer advertising of pharmaceutical products, though free choice clearly has important implications in other areas such as the right to choose a physician based on adequate information.
  While there are legitimate debates about these issues that are beyond the scope of this paper, the point is that case-by-case application of general human rights principles to patient care, rather than the codification of particular rights pertaining only to patients, helps to ensure that any human rights claim is based on precedent and sound legal reasoning.

Human rights in patient care should also be distinguished from patient safety or the promotion of quality medical care.  While patients may be said to have a “right” to quality care and to freedom from injury, human rights do not end there.  A patient may be provided with top-notch medical care against their consent, or conversely be the victim of a medical accident that does not rise to the level of a human rights violation.  Indeed, human rights aims to move away from a biomedical model focusing only on the quality of medical care, towards one in which patients are active agents in their health care and providers take responsibility for aspects of patients’ overall well-being.
Dual loyalty and patient care

An important conceptual framework for understanding human rights in patient care is dual loyalty.  Dual loyalty is defined as “simultaneous obligations, express or implied, to a patient and to a third party, often the state.”
  In cases where the interests of the patient and the state are aligned, dual loyalty poses little risk.  However, where they conflict, the result is often that doctors are compelled to abuse the rights of their patients.  The International Dual Loyalty Working Group, convened by Physicians for Human Rights in 1993, has described dual loyalty conflicts this way:

Governments and other third parties often demand that health professionals put allegiance to their patients aside, in deference to the demands of these powerful actors — often in a manner that violates patients’ human rights. . . . The most insidious human rights violations stemming from dual loyalty arise in health practice under a repressive government, where pervasive human rights abuses, combined with restrictions on freedom of expression, render it difficult both to resist state demands and to report abuses. In addition, closed institutions, such as jails, prisons, psychiatric facilities and the military, impose high demands for allegiance on health professionals even in the face of often-common human rights violations against individuals held there. But violations of human rights at the behest of the state by health professionals also take place in open societies, for example, in cases of institutionalized bias or discrimination against women, members of a particular ethnic or religious group, refugees and immigrants, or patients who are politically or socially stigmatized.

The Working Group goes onto describe six common types of human rights violations that stem from dual loyalty conflicts.  Many of these violations will seem familiar to those who advocate for the health and human rights of marginalized populations such as people with mental illness or intellectual disabilities, prisoners, sexual and gender minorities, or people who use drugs:

1. Using medical skills or expertise on behalf of the state to inflict pain or physical or psychological harm that is not a legitimate part of medical treatment (including participating in torture, the death penalty, forced abortion, sterilization and contraception, degrading physical examinations, female genital mutilation, and use of chemical and physical restraints and intrusive examinations to enhance security interests in prisons, detention centers, or other institutions)

2. Subordinating independent medical judgment, in therapeutic or evaluative settings, to support medical conclusions favorable to the state

3. Limiting or denying medical treatment or information related to treatment to effectuate the policy of the state in a manner that violates the patient’s human rights (including denying or restricting care in a discriminatory manner, or to prisoners and detainees)

4. Disclosing confidential patient information to state authorities or powerful non-state actors

5. Performing evaluations for legal or administrative purposes in a manner that implicate human rights
6. Remaining silent in the face of human rights abuses committed against individuals and groups in the care of health professionals

Dual loyalty is an important concept not only because it sheds light on the causes and manifestations of human rights abuses in patient care, but also because it provides a framework for preventing abuse by resolving dual loyalty conflicts in a fair and transparent manner.  The International Dual Loyalty Working Group has produced guidelines that assist health-care providers and managers in resolving dual loyalty conflicts in a manner that is fair, transparent, and respectful of human rights.  There is ample scope to incorporate these guidelines into medical education, training, and policy as part of a broader global campaign to promote human rights in patient care.

Conclusion 
To summarize, the concept of human rights in patient care encompasses the following:

· It refers to the application of general human rights principles to all stakeholders in the delivery of health care

· It is complementary to bioethics, but it provides a set of universally accepted norms and procedures for making conclusions about abuses within health-care settings and providing remedies

· It uses standards contained in the international human rights framework, which are often mirrored in regional treaties and national constitutions

· It differs from patients’ rights, which codifies particular rights that are relevant only to patients rather than applying general human rights standards to all stakeholders in health-care delivery, including providers

· It draws on concepts of dual loyalty, which attributes much human rights abuse in health settings to health providers’ simultaneous and often conflicting obligations to their patients and the state.
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