MODULE 6

COURSEWORK NOTES

Rights Of Users Of Mental Health Services And Of Families And Carers

1. Overall Learning Objective

To develop a detailed understanding of the rights of services users and their families and carers which need protection in mental health legislation

Rationale:

Persons with mental disorders, their families and carers each experience social exclusion, stigmatisation and loss of opportunities for self-improvement. There are a number of key rights related to mental health that need to be incorporated in domestic mental health legislation. 

2. Contents of the Module

a) Key rights of persons with mental disorders include, but not limited to:

Right to Confidentiality: Persons with mental health problems have the right to expect that information about themselves, about their illness and treatment will be kept confidential and not revealed to other third parties, including their carers and families, without their consent. 

The right to confidentiality is specifically protected by certain international instruments. For example, Principle 6 of MI Principles specifically protects the right to confidentiality of information related to persons with mental disabilities. Professional Codes of Conduct applicable to mental health professionals and others involved in the care and treatment of persons with mental disabilities  almost always contain rules relating to confidentiality of medical information and other information obtained in clinical context. Service providers too have a duty to ensure that they have rules governing the confidentiality of information and also put systems in place to ensure that confidentiality is maintained. Confidentiality is applicable to all information and its storage in various forms such as physical and/or digital storage. In particular, service providers should ensure their physical and digital data systems are secure enough so that confidential information is only available to authorized personnel and accidental or intentional breach of confidentiality is avoided. 

Mental health legislation has a role in protecting confidentiality by laying down sanctions and penalties for breaches of confidentiality either by professionals or  mental health facilities. 

It is internationally accepted that there are a few exceptions when confidentiality can be breached - that is confidential information about the patient is released to specified third parties without the patient’s consent. These exceptions include situations when there are life-threatening emergencies, if there is likelihood of harm to others, and in the interests of public safety. However in such circumstances, release of confidential information should be limited to the that which is relevant to the issue for which exception is being made. It cannot be a  justification for release of all confidential information concerning the individual(s).  A final exception is when courts have ordered professionals to release clinical information to judicial authorities, usually in criminal cases, and the information is pertinent to the particular case. 

Mental health legislation should also have provisions for allowing persons with mental disabilities and/or their personal representatives to ask for a judicial review and/or a right to appeal to the courts any release of confidential information in such exceptional circumstances.

Right to free and informed consent: Free and informed consent forms the cornerstone of treatment for mental health problems. Hence this principle must be enshrined in mental health legislation. The validity of consent depends on the capacity to give consent. If a person is judged as having the capacity to give consent, then his refusal to consent to a particular procedure or treatment must also be respected. Another important point to note  is that capacity is task specific. So a person who may not have the capacity to consent to admission to hospital may still retain capacity to consent to treatment and a loss of capacity for all tasks should not be presumed. 

The CRPD provides highest level of protection to the right to free and informed consent. Article 12.2 provides that “State Parties shall recognize that persons with disabilities enjoy legal capacity on an equal basis with others in all aspects of life”, which relates to the provision in Article 12.1 that “persons with disabilities have the right to recognition everywhere as persons before the law.” This has been interpreted by some parties to mean that CRPD prevents State Parties from declaring people as incapable of making legally effective decisions. (See course work notes Module 3 for a further discussion of this issue).

There are certain criteria for judging the validity of consent given. MI Principles 11 outlines the criteria for judging the validity of informed consent. To be valid, consent must satisfy the following criteria: 

a) The person/patient giving consent must be competent to do so, and competence is assumed unless there is evidence to the contrary. 

b) Consent must be obtained freely, without threats or improper inducements. 

c) There should be appropriate and adequate disclosure of information. Information must be provided on the purpose, method, likely duration and expected benefits of the proposed treatment.

d) Possible pain or discomfort and risks of the proposed treatment, and likely side-effects, should be adequately discussed with the patient.

e) Choices should be offered, if available, in accordance with good clinical practice; alternative modes of treatment, especially those that are less intrusive, should be discussed and offered  to the patient. 

f) Information should be provided in a language and form that is understandable to the patient. 

g) The patient should have the right to refuse or stop treatment. 

h) Consequences of refusing treatment, which may include discharge from the hospital, should be explained to the patient. 

i) The consent should be documented in the patient's medical records

Advance Directives and Proxy Consent is discussed in detail in the WHO Resource book on Mental Health Legislation and Human Rights (see page 56). 

Freedom from discrimination The concept of non-discrimination is closely linked with the concept of equality. Persons with disabilities (including disabilities due to mental disorders) enjoy the same legal rights as all other individuals including the right to access to health care, to employment and educational opportunities, to housing (these non-health related rights are expanded in Module 10). It is a fundamental human right obligation that cuts across all areas of mental health legislation. This right is recognized in the UN charter itself (article 55-56), the UDHR and the ICCPR and ICESCR.

Although ICESCR is subject to 'progressive realisation', non-discrimination on the grounds of disability is a right which is effective immediately. (also see Module 3, under paragraph 'Freedom from discrimination). 

Article 5 of the CRPD specifically focuses on the issue of non-discrimination. Article 5.1 states that State Parties should recognize that all persons are equal before the law and are entitled without discrimination to equal protection and equal benefit of the law. In this article, all persons also includes persons with disabilities. Article 5.2 further specifically puts a responsibility on State Parties to actively prohibit all discrimination on the basis of disability and guarantee to persons with disabilities equal and effective legal protection against discrimination on all grounds. Mental health legislation should contain provisions for prohibiting discrimination on the basis of mental disability and also contain provisions for legal protection against discrimination on the grounds of disability. To ensure fulfilling this provision of the CRPD, mental health legislation should for example,

a) ensure there is no discrimination in the provision of health services to persons with disabilities as compared to persons without such disabilities. This includes non discrimination in the quantity, access, and quality of services provided to persons with mental disabilties. 

b) provide for penalties when there is discrimination against persons with mental disabilities by any service providers, in particular by health services providers

c) protect against de facto and de jure discrimination

d) include provisions allowing  persons with mental disabilities a right to appeal to the courts when there is such discrimination

Article 5.4 of the CRPD further states that “Specific measures which are necessary to accelerate or achieve de facto equality of persons with disabilities shall not be considered discrimination under the terms of the present Convention”. This means that any affirmative actions are permitted to overcome the effects of past and present discrimination. For example, any affirmative actions to promote employment of persons with mental disabilities is covered under this section. 

Right to good quality treatment and care and protection from inhuman & degrading treatment: (see Module 3 course work notes for a discussion of this issue in detail)

Right to safe and hygienic living environment in mental health facilities: Persons with mental disorders residing in mental health facilities are often subject to poor living conditions, such as lack of or inadequate clothing, poor sanitation and hygiene and insufficient and poor quality food. Such conditions violate internationally agreed norms for rights and conditions in mental health facilities. MI Principles also state that the environment in mental health facilities must be as close as possible to those of normal life. This includes facilities for leisure, education, and vocational rehabilitation. (also see Module 3 course work notes and  Module 10 course work notes for rights to standard of living in the community).

Right to communication with outside world:  Patients, especially involuntary admitted patients have the right to communication with the outside world without restriction. In many institutions, intimate meetings with friends, family or even a spouse may be restricted or monitored. Communication with family or friends is often monitored and letters opened. There may be certain exceptional circumstances in which communication needs to be restricted, for example, when a patient makes repeated unpleasant phone calls. Legislation can set out the exceptional circumstances as well the right of people to appeal such restrictions.  

Article 22.1 of the CRPD also provides protection against restriction on communication or unlawful interference in communication by persons with mental disabilities (see below).

Right to privacy: Privacy is a broad concept limiting how far society can intrude into a person’s affairs. It includes information privacy (confidentiality) bodily privacy, communication privacy (discussed above) and territorial (space) privacy. One of the most pervasive violations of human rights in psychiatric facilities is the violation of the right to privacy of space. Patients may be forced to live for years in dormitory-like wards that provide little private space. There may be lack of facilities such as cupboards for storage of personal items and belongings. Even when patients have a single or double room, staff or other patients may be able to violate their personal space. However privacy is not an absolute right and there are occasional limitations to privacy for example with suicidal patients. 

Article 22 of the CRPD provides specific protections regarding the right to privacy. Article 22.1 states “No person with disabilities, regardless of place of residence or living arrangements, shall be subjected to arbitrary or unlawful interference with his or her privacy, family, home or correspondence or other types of communication or to unlawful attacks on his or her honour and reputation. Persons with disabilities have the right to the protection of the law against such interference or attacks.” 

 Right to protection from forced labour and adequate remuneration for work: People have a right to be protected from forced labour. Sometimes, patients in psychiatric facilities do not have a choice to refuse work or if a patient wishes to work he/she does not have a choice of work.  Other examples include conditions where patients are not appropriately and adequately remunerated for work performed. The most pervasive and abusive practice in mental health institutions is of staff making patients do their personal work in return for minor privileges.  Legislation can ban the use of forced labour in mental health facilities. (see Module 10 course work notes for detailed discussion on the right to work)

Right to rehabilitation & treatment that enhances autonomy according to the principle of least restrictive alternative: Under MI Principle 9(1), every individual shall have the right to be treated in the least restrictive environment and with the least restrictive or intrusive treatment appropriate to the patient’s health needs and the need to protect the physical safety of others. The right to treatment in the least restrictive environment is reinforced by the principle 9(4) requirement that   treatment of every patient shall be directed towards preserving and enhancing personal autonomy. 

In many countries, the absence of adequate community programs and services for persons with mental disorder leads to an unnecessary reliance on institutions to provide care and treatment.  Admission to these facilities is usually necessitated not so much by the clinical condition of the patient but by the absence of any other alternative.  Once in the institution, the same lack of community alternatives serves to retain patients in the institution long after their psychiatric condition has stabilized and they could function in the community if adequate services and supports were available.  This common condition, in which patients who no longer clinically require this level of service occupy institutional beds, also makes mental health care inaccessible to many who need it because the available beds are full.  In some institutions, long-term patients are confined for whom there are no bona fide diagnoses of mental disorder but who remain simply due to an absence of other alternatives. Legislation should ensight governments to take affirmative steps to create less restrictive alternatives of care in the community so as to better meet the range of needs of people with mental disorders and promote their re-integration into the community.

(see Module 3 course work notes and also Module 10 course work notes for detailed discussion of the right to rehabilitation and the right to live in the community)

Right to access to independent review mechanisms and appeal procedures: Mental health legislation frequently limits key rights and freedoms of persons with mental disorders. A key principle when invoking a limitation of rights is the right of the individual to have a review of such decisions by an independent agency and a right to appeal to judicial authorities against decisions of limitation of specific rights. Review mechanisms are also required to monitor the conditions in mental health facilities and provide a complaints mechanism if patients feel their rights have been violated.(see Module 8 course work notes)

Access to information about health records: Persons with mental disorders should have a statutory right to free and full access to their clinical records maintained by mental health facilities and mental health professionals. It is possible that in exceptional situations, revealing clinical records of a person may put the safety of others at risk or cause serious harm to that person’s mental health. For example, clinical records sometimes contain information from third parties, such as relatives or other professionals, about a severely disturbed patient, which, if revealed to that patient at a particular time may cause a serious relapse or, worse still, cause the patient to do harm to himself or herself or to others. Many jurisdictions therefore give professionals the right (and duty) to withhold such parts of records. Normally, withholding information can only be on a temporary basis, until such time as the persons are able to deal with the information rationally. Legislation may ensure that patients and their personal representatives have the right to ask for judicial review of, or appeal against, decisions to withhold information. Patients and their personal representatives may also have the right to request that their comments be inserted in the medical records without in any way altering the existing records.

Article 21 of the CRPD relates to the responsibility of State Parties to facilitating access to general information by persons with disabilities. For example, “Providing information intended for the general public to persons with disabilities in accessible formats and technologies appropriate to different kinds of disabilities in a timely manner and without additional cost.” 

Notice of Rights: Although legislation may provide many rights to persons with mental disorders, they are frequently unaware of their rights and thus unable to exercise them. It is therefore essential that legislation include a provision for informing patients of their rights when interacting with mental health services. Legislation can ensure that patients are given information about their rights on admission to a mental health facility, or as soon after the admission as the patient’s condition permits. This information should include an explanation of what these rights mean and how they may be exercised, and be conveyed in such a way that patients are able to understand it. In countries where various languages are spoken, the rights should be communicated in the person’s language of choice.

b) Key Rights of Families and Carers include, but not limited to:  In many countries, families and carers assume many responsibilities for looking after persons with mental disorders. They also bear the brunt of person’s behaviour when they are ill or have a relapse of the illness. Family members and carers too face stigma and discrimination and in some countries also carry the legal responsibility for third-party liability arising from actions of persons with mental disorders. 

Right to receive information about illness:Family members need information to be able to better able to look after their relatives. This information should be provided in a language and manner that makes it possible to the carer/family member to understand the important aspects of the information being provided. Carers and family members' right to information needs to be balanced against the person’s right to confidentiality. This is likely to vary from culture to culture and many variations and gradations are possible depending on culturally accepted practices. For instance, in some cultures a patient’s refusal to allow information to be released to family members or carers would need to be fully respected, while in others the family may be regarded as a unified, structured unit, and confidentiality may extend to culturally determined members of that family. The right to confidentiality is not in dispute, however. In legislation, this right should be interpreted at the country level taking local cultural realities into account. 

Right to  receive  training, counseling and financial assistance for caring: Article 28 recognises the right of persons with disabilities and their families (emphasis mine) right to social protection and includes measures such as  “To ensure access by persons with disabilities and their families living in situations of poverty to assistance from the State with disability related expenses, including adequate training, counseling, financial assistance and respite care”. 

Right to Participate in Treatment Planning : Family members can also play an important role in the formulation and implementation of a treatment plan for the patient and this can be enshrined in legislation. Family members should also have the right to appeal against involuntary admission and treatment decisions on behalf of their relative, especially when the latter lacks the ability to do so themselves. 

Right to be involved in Policy Development and Planning Services: Family members frequently carry the burden of looking after their ill relatives and therefore they should be involved in development of mental health policy and planning mental health services. 
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