Mental Disability I:

Exploring the Intersection between Mental Disability Law 

and International Human Rights Law

Exploring the Intersection between Mental Disability Law and International Human Rights

Henry Dlugacz, St. John University 


In this presentation, the author will explore the emerging connection between mental disability law in the United States, and evolving international human rights principles in related areas. The notion of fundamental rights  which underlie U.S. mental disability  law have been primarily developed  by Federal Courts in landmark constitutional jurisprudence beginning in the early 1970’s and extending to the present time.  While attempts to effectuate the concepts of dignity and self-determination which animated these decisions have been uneven in practice, they articulate conceptions of human rights for the mentally disabled which have greatly influenced international standards in the field. The author will compare and contrast two professional experiences to illustrate this formulation:  (1) his work in assisting to develop and later serving as court-appointed monitor of a federal class action lawsuit challenging on constitutional grounds related to freedom from harm and the right to adequate treatment the conditions in a forensic hospital; and (2) the experience in co-teaching a course on mental disability law to Nicaraguan lawyers, doctors and activists. These situations will serve as a springboard for discussion on the intersection between these U.S. constitutional principles and the international approach to human rights for the mentally disabled. At the end of the presentation the audience will be able to identify the fundamental constitutional rights articulated in federal mental disability cases and see how they influence international human rights law in this area. 

hdlugacz@gis.net
Advocating for the Rights of Individuals with Mental Disabilities in the Kyrgyz Republic
Debbie Dorfman, Washington Protection and Advocacy System, Seattle, USA

Craig Awmiller, Washington Protection and Advocacy System, Seattle, USA

The presenters will be speaking about their experience working on advocating for the rights of individuals with mental disabilities in the Kyrgyz Republic.  We will discuss the vast differences between the rights guaranteed for individuals with mental disabilities that are written on paper and the actual implementation of these rights, as what is written is not necessarily reality.  Additionally, we will discuss barriers to implementation of these rights and advocacy strategies that can be used internationally to ensure that these rights are implemented. In discussing these issues, we will use our experience in the Kyrgyz Republic as a representative example.

debbied@wpas-rights.org
craiga@wpas-rights.org
Developments in English Mental Health Law Since the Incorporation of the European Convention on Human Rights 

Kris Gledhill, Barrister-at-law, London, England

The English legal system follows a dualist approach and so the European Convention on Human Rights was not part of the domestic legal regime until incorporated into domestic law by the Human Rights Act 1998: this requires the domestic courts to interpret the law so as to comply with the Convention as far as possible (including adopting a strained interpretation of language), and allows them to declare the law to be incompatible with the Convention if the language of the relevant statute cannot be interpreted in a manner consistent with the Convention.


Following the 1998 Act, there have been a large number of test cases which have lead to reinterpretations of the Mental Health Act 1983 in order to seek to comply with the requirements of the European Convention, and (as at the present time) three occasions in which the domestic courts have declared the 1983 Act to be incompatible with the Convention. 


The presentation will outline the main developments, which demonstrate how the mental disability law of a supposedly advanced nation was in breach of the Convention in a number of respects and how, in consequence, the incorporation of an international human rights instrumented was needed in order to provide the protection reflected in that international human rights instrument.

krisgledhill@aol.com
Incorporating Therapeutic Jurisprudence into a New International Human Rights Law Externship
Keri K. Gould, St. John’s University  


I am the Assistant Dean for Externships at St. John's University School of Law. In that capacity, I oversee the creation and curriculum of all the externship programs. I have recently created a new International Human Rights Law Externship. In this externship, students will be focusing on Trafficking of Human Beings, Child Protection, Peacekeeping Operations and the United Nations System. The students will work 12 – 15 hours a week in not-for-profit organizations in this field. 


In working with the adjunct professor who will be the classroom teacher, I am teaching the teacher about therapeutic jurisprudence and its application to clinical legal education and the importance of including a TJ approach to the work the students are doing in their placements and to the substantive areas of law that they will be learning.

           happystarrs@yahoo.com
gouldk@stjohns.edu 

Took a Stranger to Teach Me to Look into Justice's Beautiful Face: Mental Disability Law, International Human Rights Law, and Distanced Learning
Michael L. Perlin, New York Law School 





The past thirty years have seen a remarkable revolution in all aspects of constitutional “mental disability law” in the United States (civil commitment, institutional rights, the right to refuse treatment, issues of patient sexuality, the interplay between mental disability and the criminal trial process). For a variety of reasons (economic, social, legal), this revolution has largely not been replicated in nations with developing economies. Through the technology of the Internet-based education, the author (a professor at New York Law School) has created an on-line mental disability law course for attorneys, activists, advocates, mental health professionals and governmental officials in such nations, in an effort to both teach participants the bases of American constitutional mental disability law (principles that, by and large, form the basis of international human rights law in this area), and to encourage and support the creation and expansion of grass-roots advocacy movements that may optimally lead to lasting, progressive change in this area. This paper will discuss this course, report on courses taught in Nicaragua and Japan, and consider plans to replicate (in modified form) these experiences throughout other nations with developing economies in Central America, Central and Eastern Europe, and Asia.

mperlin@nyls.edu
Mental Disability II:

Mental Disability and Human Rights: The Domestic and Regional Context

The Case of HL v United Kingdom: When Can a Non-dissenting but Incompetent Patient Be Admitted to Hospital Informally and Without Legal Safeguards?

Paul Bowen, Barrister-at-law, London, England 






In 1999 the House of Lords of England and Wales rejected a claim for habeas corpus brought by a learning disabled adult, HL (through his carers as litigation friends), in respect of his ‘informal’ admission to a psychiatric hospital for a period of 3 months in 1997 (R v Bournewood Mental Health NHS Trust ex p L [1999] AC 458).  The House rejected the claim on the basis that (1) L had not been ‘detained’ during his admission to hospital because he had not sought to leave hospital and (2) in any event, the ‘informal’ admission of incompetent but non-dissenting patients was expressly authorised by the Mental Health Act 1983.  They reached these conclusions notwithstanding the fact that L lacked capacity either to consent or dissent to his admission and that his carers, who did object to the hospital admission, had been barred from visiting L in case he chose to leave the hospital with them.  Moreover, since his admission was ‘informal’ there was no legal mechanism by which the necessity for his admission to hospital could be determined by an independent judicial body.  


L took his case to the European Court of Human Rights claiming that he had been ‘deprived of his liberty’ in violation of his rights under Article 5 of the European Convention on Human Rights (HL v United Kingdom).  The ECHR’s judgment is expected in September or October 2004.  


This paper will consider the impact that the ECHR’s judgment is likely to have upon the legal systems of State parties to the European Convention.   All State parties have a significant population of adults who lack capacity to make decisions for themselves but have adopted different legal approaches in seeking to strike the right balance between the provision of care to such individuals and the proper respect for their fundamental rights. 

p.bowen@doughtystreet.co.uk
A European Code of Practice for the Protection of the Human Rights and Dignity of Persons with Mental Disorder?

Mary Keys, National University of Ireland 


The very essence of the European Convention on Human Rights and Fundamental Freedoms is respect for human dignity and human freedom and the Court of Human Rights considers that it is under Article 8 that notions of the quality of life take on significance. Article 8 provides that everyone has the right to respect for his private and family life, his home and his correspondence and any interferences with such rights must be justified by reference to specified limitations outlined in Article 8(2). The right to autonomy is expressed as a fundamental human right and recognised by Article 8 and the Court in Pretty v United Kingdom (2002) considered that the notion of personal autonomy is an important principle underlying the interpretation of its guarantees. The growing recognition of this right to autonomy and self-determination for all persons requires that those with mental disabilities will have procedures that will ensure fair and just decision-making in conjunction with or on behalf or such persons. This paper will address the approach of the Council of Europe and the Court of Human Right to the protection of vulnerable adults. The paper will refer to the Convention on Human Rights and Biomedicine 1997 along with the recently published Recommendation (2004) 10 concerning the protection of the human rights and dignity of persons with mental disorder as offering valuable guidance for law reform.

mary.keys@nuigalway.ie  

Commemorating and Preserving Psychiatric Patients' History to Promote Human Rights Today
Geoffrey Reaume, York University 


The history of psychiatry is full of examples of human rights violations imposed upon vulnerable people, from involuntary treatments such as lobotomy, to decades long segregative confinements in horrible conditions, to exploitation of patients' labour, to numerous physical and sexual abuses inflicted upon men, women and children confined in mental institutions. Along with this these human rights violations within psychiatric facilities, there is a long history of abuse and discrimination in the community towards people categorized and identified as mentally disabled.


One of the many ways that can aid in improving the human rights of people categorized as mentally disabled today is to acknowledge their history in public venues so that more people are made aware of this past. This public education will serve as a long overdue commemoration of the people whose lives have so often been hidden behind walls of silence. It will also offer a very public reminder to learn from the lessons of past abuses by making connections between historical human rights violations and the contemporary struggle for people's human rights today. History can be used as a forum for promoting social justice among the wider public who might not otherwise come into contact with this previously hidden past.  


This paper will discuss efforts in Toronto, Canada to publicly acknowledge and preserve psychiatric patients' history and why this is relevant to promoting their human rights now and in the future. Themes to be discussed include historical memory, anti-discriminatory practice, historical conservancy and involving the people who have lived this history in the preservation and interpretation of their collective past. The main point of this presentation will be to discuss how public historical preservation and commemoration can help to bring down walls of silence about the lives of psychiatric patients from the past, while at the same time contributing to the fight against discrimination experienced by people in the mental health system today.

greaume@yorku.ca
Sex in the Asylum: Consensual Sexual Activity between Patients in Psychiatric Facilities

Nils Petter Riis, Psychiatric Patient Advocate Office, Toronto, Canada


In 1997, a forensic patient died in a psychiatric facility following the birth of her child.  The circumstances surrounding her pregnancy were unknown.  An inquest was held in 1999.  The jury made 12 recommendations, one of which recommended that the Ministry of Health ensure that each facility implement a policy recognizing the right to sexuality.


The Psychiatric Patient Advocate Office (PPAO) was established in 1983 to protect the legal and civil rights of inpatients in the current and former provincial psychiatric hospitals (PPHs).  The right to engage in consensual sexual activity continues to be an advocacy issue despite the jury recommendations in 1999.  This ‘right’ continues to be ignored through general inaction in most of the current and former PPHs.  Some of these facilities have implemented policies to address this issue.  Others have not.  And yet sexual activity takes place in all facilities, raising a plethora of questions.  Will the sexual needs of patients in psychiatric facilities ever be recognized?  Do patients in psychiatric facilities have the right to engage in consensual sexual activity?  Do Provincial, Canadian, and International laws support this position?  How can facilities provide a safe environment, educate staff and address the issue of patient sexuality without increasing exposure to liability?  

nriis@yahoo.ca  


nils.riis@moh.gov.on.ca
Canada’s ‘Beautiful Mind’ Case: Will the Supreme Court of Canada's Decision in Starson v. Swayze Really Make a Difference?

Aaron Dhir, University of Windsor
In June of 2003, the Supreme Court of Canada delivered its much anticipated decision in the case of Starson v. Swayze.  This marked the first time that Canada’s highest court dealt with an appeal originating from a civil mental health tribunal.  The case has been referred to by the media as “Canada’s ‘Beautiful Mind’ Case”, given arguable parallels to the life of famed mathematics genius John Forbes Nash, who was diagnosed with schizophrenia.  Indeed, Scott Starson is an extraordinarily intelligent man, who has excelled in physics (particularly in the areas of time measurement, anti-gravity theory and the theory of relativity).  Although he has no formal training, Starson has been accepted as a peer by some of the foremost physicists in the world and has authored publications in leading scholarly journals. 


Starson was admitted to a psychiatric facility pursuant to a detention order of the Ontario Review Board after being found not criminally responsible on two charges of uttering death threats.  His attending psychiatrist found him incapable of consenting to treatments such as anti-psychotic medication, mood stabilizers and anti-anxiety medication.  Starson rejected the proposed treatment, feeling that it hampered his ability to do scholarly work.  Although he was unsuccessful before the Ontario Consent and Capacity Board, both the Ontario Superior Court of Justice and Court of Appeal concluded that the Board's finding of incapacity was unreasonable and set it aside.  In a decision that has been lauded by mental health consumer/survivor groups and denounced by members of the psychiatric community, the Supreme Court of Canada ruled in Starson’s favour.


While the Supreme Court of Canada's decision is in some ways a step forward for the rights of psychiatric patients, I will argue that in other ways it will have little effect on the lives of patients who are found incapable of consenting to treatment.  Drawing on my experience as co-counsel for two intervener groups before the Supreme Court of Canada in this case, I will provide a critical analysis of the legal test for capacity under Ontario’s Health Care Consent Act, which the Supreme Court of Canada was asked to interpret in Starson v. Swayze.  As per the legislation, an individual lacks capacity if he/she does not meet two criteria.  First, a person must be able to understand the information that is relevant to making a treatment decision.  Second, a person must be able to appreciate the reasonably foreseeable consequences of the decision or lack of one. 


I intend to argue that the test for incapacity inherently places patients in an impossible position.  The Starson decision theoretically stands for the proposition that an individual should not fail the first branch of the test simply because he/she denies having a mental illness.  However, the fact that the second branch of the test essentially requires individuals to “appreciate” that anti-psychotic medication could benefit them results in an absurd outcome:  an individual who does not believe that he/she has a mental illness must nevertheless concede that he/she could be aided by anti-psychotic medication.  Thus, patients are subtly forced to agree with their psychiatrist’s diagnosis.  My discussion of this absurdity will be informed by social science evidence calling into question the efficacy of anti-psychotic treatment modalities and articulating the serious health risks they pose.  I will also explore key procedural aspects of the decision (such as the appropriate standard of proof before the Board) and will discuss the Supreme Court of Canada's decision to avoid relying on relevant international human rights instruments submitted by the interveners.

aad265@nyu.edu
Mental Disability III:

Rights of People with Intellectual Disabilities within Europe

The Legal Protection of People with Intellectual Disabilities in the UK

Luke Clements, Cardiff University (may not be able to attend)


The paper considers the common law mechanisms by which the UK has historically protected the rights of people with intellectual disabilities and contrasts these with those proposed in new legislation ‘the Mental Capacity Bill’.  The paper reviews the dynamic growth of the law in this field as a consequence of the UK’s incorporation of the European Convention on Human Rights in 2000 and explores the reasons why the Government have sought to codify these legal advances.

The paper questions whether an essentially ‘negative legal rights’ based approach is capable of materially improving the independent living opportunities of people with intellectual disabilities.  In this context it considers the reasons why there have been so few cases brought by (or on behalf of) people with intellectual disabilities to the European Court of Human Rights.  It concludes by suggesting that the UK’s proposed legal reforms are (in themselves) likely to provide only hypothetical and illusory protection for people with intellectual disabilities.

clementslj@cf.ac.uk 

The Protection of Rights of People with Intellectual Disabilities by the European Social Charter: Autism Europe Collective Complaint

Evelyne Friedel, Attorney, Paris, France


The fundamental rights of people with disabilities are in particular defined in the Treaties and Recommendations of the Council of Europe, and in the Treaties and the Charter of Fundamental Rights of the European Union. In order to guarantee the respect of the rights of people with disabilities, several actions can be initiated before the institutions of the Council of Europe and of the European Union. 


In particular, in case of violation of social rights defined by the European Social Charter, collective complaints can be lodged with the Committee of Social Rights of the Council of Europe. 


The European Social Charter of 1961, revised in 1996, sets out rights and freedoms and establishes a supervisory mechanism guaranteeing their respect by the States parties to this treaty. Under a protocol which came into force in 1998, collective complaints of violations of the Charter may be lodged with the European Committee of Social Rights.

See for more information: http://www.coe.int/T/E/Human_Rights/Esc/2_General_Presentation/SocialCharterGlance_may04%20.asp#TopOfPage



In this respect, Autism Europe has filed a collective complaint in July 2002 with the Committee, alleging France’s failure to comply with its obligation to provide people with autism with an education. Autism Europe's complaint highlights the discriminatory treatment suffered by people with autism and denounces France’s failure to comply with articles 15, 17 and E of the European Social Charter (to be distinguished from the Charter of Fundamental Rights of the European Union). Under these provisions of the European Social Charter, States undertake to apply the necessary, adequate and sufficient measures, in order to provide children and adults with disabilities with an education in the ordinary system wherever possible, or where such integration is impossible, through specialised public or private institutions. Autism Europe's complaint is in Europe the first collective complaint targeted to the defence of the rights of handicapped people. On March 10, 2004, the Council of Europe rendered its decision regarding the collective complaint of Autism Europe. The Council of Europe concluded that the situation of people with autism constitutes a violation of the European Social Charter.

efriedel@jonesday.com
Access to Justice for People with Mental Disabilities in Central and Eastern Europe

Oliver Lewis, Mental Disability Advocacy Center, Budapest, Hungary


This paper presents focuses on the practical and legal obstacles of litigating human rights cases in mental disability systems in central and eastern Europe. Since the fall of the communist regime in there has been low political will to implement much needed systemic reform. The Mental Disability Advocacy Center (MDAC) is a international organization which protects and promotes human rights of people with mental health problems and intellectual disabilities in central and eastern Europe and central Asia. One of MDAC’s core activities is strategic litigation in domestic and international courts which challenges inadequate law or the lack of implementation of law. 


To bring cases to courts, lawyers and advocacy organizations need to proactively educate potential clients about their rights, as well as find clients willing to litigate important human rights issues, and support clients through the stressful and lengthy process. For people with mental disabilities in the central and eastern European region there are numerous obstacles to seeking justice through the courts. These hurdles include isolated institutions far from urban centers, low awareness of rights in mental disability service providers and the legal professions, legal incapacity, retribution by staff, as well as any mental health problem or intellectual disability which a client might have. MDAC’s approach to these difficulties will be outlined, as will examples from current cases. 

olewis@mdac.info 

Guardianship and Decision-Making Laws:  A Comparison of the National Law of Five Countries to Internationally Recognized Human Rights Standards

Marit Andrea Rasmussen, Mental Disability Advocacy Center, Budapest, Hungary


The project examines guardianship processes affecting thousands of adults with mental disabilities across Europe.. Guardianship laws are the legal framework within which important personal and financial decisions are made on behalf of adults adjudged to have reduced decision-making capacity. While some measures may be necessary to protect vulnerable individuals, only human rights compliant laws promote and respect the autonomy of people with disabilities in decision-making processes.  


Assessment of guardianship laws is based on comparison of national laws to a template of international norms including the Council of Europe’s Recommendation (99)4 “Principles Concerning the Legal Protection of Incapable Adults.”  The template also incorporates elements of “best practice” alternatives to guardianship, such as supported decision-making. 


Results will highlight areas in national guardianship legislation of target countries which fail to conform to internationally recognized human rights standards.  These legislative weaknesses indicate areas of the law ripe for reform and will provide guidance to governmental leaders and legislatures. Findings will also support the efforts of non-governmental organizations and inter-governmental agencies involved in advocacy on behalf of users of guardianship processes, will raise public awareness and will bolster litigation efforts on behalf of individual users and survivors of guardianship practices.  

                                mrasmussen@mdac.info
mdac@mdac.info
Mental Disability IV:

Different Perspectives on US Laws and Policies that Attempt to Improve the Lives of People with Psychiatric Disabilities

Employment Prospects for People with Serious Mental Illness within the Context of the U.S. National Labor Market:  National Workforce Development Policy Implications

Richard C. Baron, OMG Center for Collaborative Learning, Philadelphia, USA










Based on qualitative research for the U.S. National Institute on Disability and Rehabilitation Research and the University of Pennsylvania's Collaborative on Community Integration for People with Psychiatric Disabilities, this presentation assesses the employment status of people with mental illness in the context of the comparable struggles of low-wage workers without disabilities in the broader U.S. labor market.   

    
People with mental illness in the U.S. are often quite poor, a result of staggering rates of unemployment.  Their dependence on both financial and medical support from the U.S. Social Security Administration (SSA) leaves them with powerful disincentives to work, primarily because few of those with serious psychiatric disabilities have been able to find jobs that pay better than or offer medical coverage comparable to what they are already receiving from the SSA system.   

    
Better jobs are scarce in part because those with mental illness, in common with 75% of the U.S. public, do not have the college degree that is increasingly a prereuisite for living-wage jobs.  The problem, research suggests, is the nature of a U.S. labor market in which the low-skill jobs, such as in the manufacturing sector in the past, that paid well and included adequate medical benefits have all but disappeared,and the absence of part-time or seasonal jobs that provide an adequate income or medical coverage.  

     
Nonetheless, there is no general push at the policy level to revise U.S. labor policy, even though those with mental illness are joined by an increasing number of low-wage Americans with a modest or unsuccessful academic record (e.g. welfare clients), looking for or toiling at entry-level or low-skills jobs (e.g., ex-offenders), and dealing with significant barriers to full-time long-term work (e.g., those with literacy limitations).  

   
The proposed presentation seeks to raise awareness that the labor market for people with mental illness is the same labor market unresponsive to the needs of millions of other low-wage,workers in the U.S. economy and to develop strategies that match our current focus on disability-based barriers to employment (e.g., minimizing the disincentives to employment in the SSA system; effectively ending employer discrimination against people with serious mental illness; improving the effectiveness of training, placement, and retention programs for this population) with public policy initiatives focused on labor policies more broadly:  income supplements; heightened minimum wage standards, improved educational programming; national health care; job creation strategies; etc.

rick@omgcenter.org
The Perils of Disclosure: Implications of the Americans with Disabilities Act on the Work Experiences of People with Psychiatric Disabilities

Susan G. Goldberg, Fielding Graduate Institute 






People recovering from psychiatric disabilities face a number of challenges in the employment arena, many of which are related to the Americans with Disabilities Act (ADA). A particularly thorny issue involves the notice provision of the ADA, which requires that employees disclose their disabilities to their employers in order to claim certain ADA rights. But whether or not an employee chooses to disclose a disability is still a difficult question for many people with psychiatric disabilities. In addition to the ADA protections, there are professional, personal, and policy considerations that strongly favor disclosure. For these reasons, most social service providers who work with people with psychiatric disabilities encourage them to disclose their disability at work.  


Yet there are equally -- and sometimes more -- compelling reasons not to disclose. A person who discloses a psychiatric diagnosis may experience isolation, discrimination, and prejudice at work. These important considerations are usually not addressed by social service professionals. The ADA provides some options for handling disclosure, but the range of options is rarely known by people with psychiatric disabilities or the counselors and advisors who work with them.


This presentation will discuss the findings from two research studies funded by the National Institute on Disability and Rehabilitation Research (NIDRR). The studies explored in depth the experiences of people with psychiatric disabilities around employment and disclosure. I will discuss various approaches to the problems of disclosure that were used by participants, including “selective disclosure” of time, person, place and content.

gsusan@earthlink.net
Does U.S. Federal Policy Support Employment and Recovery for People with Psychiatric Disabilities?

Mary Killeen, Fielding Graduate Institute 


Evidence suggests that the majority of people with psychiatric disabilities recover over time; they develop support systems, learn to manage symptoms and medications, and participate fully in their communities. Evidence also suggests that work is an essential component of recovery. However, few people with a psychiatric disability are actually employed and most of those who are employed work only part-time at barely minimum wages.


To access the impact of United States federal programs such as Social Security Disability Insurance (SSDI), vocational rehabilitation, medical insurance, and psychiatric services upon employment, we conducted a qualitative study of 16 unemployed and 16 employed individuals with psychiatric disabilities. All of the participants had disabilities severe enough to qualify them for Social Security Disability benefits.


We found that federal policy is still based upon the discredited notion of a downward trajectory for all individuals with a psychiatric disability. Interviews regarding the impact of federal policies and programs on their lives of study participants revealed a deep-seated assumption within these policies and programs that the participants would never recover, or would recover from their illnesses only marginally. Federal programs played a crucial role for the participants directly after the onset of their illnesses and for those whose symptoms were so unmanageable that they were unable to work. However, these same programs often hindered participants as they began to recover. Rather than offering a “hand up” to those who were ready to improve their situations, federal policies and programs often placed roadblocks in the paths of those who wished to earn more than marginal incomes. These roadblocks take the form of income and medical benefit loss, denial of funding for education, and placement in the most menial jobs without regard for the individual’s work history and capabilities.


We found that current federal policies and practices encouraged employment and integration of only a few participants, in a particular stage of recovery, and placed significant barriers in the employment path of others. This presentation will discuss the results of this study and the barriers that current federal policies and programs inadvertently create for people with psychiatric disabilities seeking employment. 


We found that the sheer number and complexity of employment barriers inherent in today’s United States federal disability policy had a tremendous impact upon participants’ lives. U.S. policies and programs sent contradictory and confusing messages to participants about their ability to work, the kind of work they could do, and how much income they could earn. Overcoming the hurdles necessary to become eligible for Social Security income benefits, obtaining appropriate training from the state Vocational Rehabilitation agencies, understanding and using the Social Security work incentives, finding and maintaining medical benefits, and obtaining assistance from mental health agencies was daunting.

mkilleen@cox.net
To Sue or Not to Sue: Implications for Plaintiffs who Allege Serious Mental Health Impacts in Civil Suits

Sandra B. McPherson, Fielding Graduate Institute 


In a civil suit where mental health becomes an issue, an individual is voluntarily placing him or herself, usually without much knowledge of the consequences, into a category of people which in this society continues to be one where significant prejudice may pertain.  Where the individual is overstating or inaccurately presenting the presence of mental health symptomology, he or she then may face the onerousness of being identified as a malingerer. Further, the process may result in shame and humiliation since it documents in the most public of ways a condition that is a basis for the lack of positive regard by other members of the society. Finally, due to the exposure involved, there can be secondary impacts in which losses are inflicted.  In such cases, even where the suit is successful, the compensation may not balance the further injury that the process involves.  A sample of civil suit records was conducted to determine the categories of information, the evaluative procedures involved, and the types of data that appeared in the expert report and/or other phases of the case. Anonymized samples of testimony were reviewed and analyzed as demonstrations of the process and its potential for destructive impact. While the option of suit action represents a corrective to unwarranted injury, the introduction of the mental health aspect may or may not be of benefit to a plaintiff who is seeking redress for some grievance. From the perspective of therapeutic jurisprudence, decisions involving mental health and civil litigation involve complex cost benefit considerations.

Disability Civil Rights Law and Policy

Peter Blanck, University of Iowa  


This paper examines civil rights laws and policies affecting persons with mental and physical disabilities, with focus on the Americans with Disabilities Act (ADA) of 1990. The paper discusses, based on historical and contemporary studies, the ways in which public acceptance and inclusion of persons with mental disabilities into society is at least as much driven by political, economic, and attitudinal factors regarding conceptions of disability, as by law and policy themselves. See, e.g., Blanck, P., Hill, E., Siegal, C., & Waterstone, M.  (2003). Disability Civil Rights Law and Policy, Thomson/West.


The paper also presents findings from a large cohort study, conducted in collaboration with University of Chicago economist, and Nobel laureate, Dr. Robert Fogel. The research examines a massive amount of data in the investigation of some 45,000 white and African-American Northern Army Civil War veterans. Birth, health, military, pension, and census information is available for analysis. Our studies show that many Northern Army veterans with disabilities who submitted their pension applications were seen as “unworthy” for pensions, particularly those with stigmatized mental disabilities or infectious diseases. See Blanck, P. (2001). Civil War Pensions and Disability, Ohio State Law Journal, 62, 109-249; Blanck, P.D. & Song, C. (2001). “With Malice Toward None: With Charity Toward All”: Civil War Pensions for Native and Foreign-Born Union Army Veterans, Journal of Transnational Law & Contemporary Problems, 11(1), 1-76. The findings illustrate that attitudinal prejudice and stigma associated with mental disability may have influenced pension awards more than previously documented.


The paper then discusses the relevance of the historical studies to contemporary society. Skepticism toward persons with mental disabilities, and related criticisms of the ADA, have perpetuated attitudinal barriers and unjustified prejudice. The analysis illustrates how these negative attitudes influence development of laws and policies toward Americans with mental disabilities, which, in turn, affect the social construction of disability.

peter-blanck@uiowa.edu
Mental Disability V:

Post-Deinstitutionalization Human Rights Issues Affecting Persons with Mental Disabilities

Recent Trends in Services and Supports to People with Intellectual Disabilities: Implications for Law and Policy

Valerie J. Bradley, Human Services Research Institute, Cambridge, USA


The changes that are emerging in systems of support for people with intellectual disabilities in many parts of the world are part of a trajectory of reform that began decades ago.  These reforms have encompassed the exposure of the inhumane conditions associated with institutions, the creation of alternative residential and day supports in the community, the passage of significant legislation supporting the legal and civil rights of people with disabilities, and the provision of supports to families to maintain children with disabilities at home and in their communities.  As each component of reform has taken root, the power of ideas like normalization, inclusion, and participation to criticize practice and to inform further change has increased.  It is as if the closer we think we are to the realization of these ideals, the more they demand of our skills and creativity.


This presentation will provide an overview of the changes that have taken place in over the past 3-4 decades and the attendant legal changes that have both facilitated and resulted from major policy, programmatic and philosophical milestones.  This discussion will include a review of the institutional improvement movement of the 60s and 70s and concomitant right to treatment entailments; the deinstitutionalization movement and resulting moves to instill rights to education, least restrictive environment and community integration; the community membership movement and the moves to include choice and access issues in policy; and finally emerging policies that recognize the rights of individuals to control the deployment, character and configuration of their services and supports, and the attendant changes in planning, financing and oversight.  The presentation will conclude with speculation about future trends and the ideas that may precipitate the next wave of change.   

vbradley@hsri.org
Maintaining Integrity and Cultivating Compassion

Steven J. Schwartz, Center for Public Representation, Northampton, USA




The evolution and deepening of our work as advocates for persons with disabilities is informed by a variety of personal experiences and the exploration of a number of different paths. These paths also have specific characteristics associated with them which we can learn to cultivate, if we are interested in deepening our understanding of the art of advocacy and our commitment to that path.  I will try to name a few of these characteristics, or states of mind, so as to encourage those who are interested in pursuing a particular path. This is a peculiarly personal journey, walked by each of us at our own pace, in our way, for our own purposes.  I do not profess to understand why we pursue different paths in search of the same goals.  I only know what I have personally witnessed, and speak from that voice.

Sschwartz@cpr-ma.org
What are Appropriate Legal Responses to the Challenging Behaviours of Adults with an Intellectual Disability With or Without a Dual Diagnosis of Mental Health?

Paula Scully, Department of Justice, Queensland, Australia


The Queensland Mental Health Act 2000 excludes adults with a sole diagnosis of intellectual disability, except when they are the subject of a forensic order because of their involvement in the criminal justice system. The Queensland Guardianship and Administration Act 2000 provides for guardianship orders for adults with impaired decision making capacity. The Adult Guardian, an independent statutory officer, can be appointed as guardian of last resort for such adults when there is a need to make decisions on accommodation, health care and services.


Some adults with an intellectual disability exhibit challenging behaviours which can result in violence to themselves or others, but in most cases, a mental health diagnosis is excluded. There are disputes by disability workers with psychiatrists as to whether the considerable abnormal behaviours of such adults are Axis I or II diagnoses under DSM IV. If they are not Axis I, then compulsory psychiatric hospitalisation is not an option. They are left in the community in their own homes, and in some cases accompanied by support workers on a 24 hour basis with restricted community access. 


Debates rage as to whether this amounts to civil detention, in breach of international human rights norms, or whether there is a need for a new legislative regime based on the recent Victorian Law Reform Commission report on People with Intellectual Disabilities at Risk: A Legal Framework for Compulsory Care Report.  There is considerable controversy over the shortage of suitable accommodation for the needs of these adults, and whether they should be kept in secure accommodation under a compulsory order.

paula.scully@justice.qld.gov.au
Research on People with Intellectual Disabilities:  The Vexing Problems of Capacity, Consent, Surrogacy and Participation

Robert D. Dinerstein, American University 


Increasingly, people with intellectual disabilities are in situations that call for them to give informed consent to various kinds of intervention.  Informed consent requires the person to have the capacity to make the decision in question; to have sufficient knowledge about the decision; and to be able to decide freely and without coercion.  While many people with intellectual disabilities have the ability to give or withhold consent in a variety of circumstances, others are unable to do so (at least some of the time).  In such cases, policy-makers are called upon either to forgo the proposed intervention or seek out a form of surrogate consent.  There are numerous kinds of surrogate arrangements, many of them problematic.  One area in which surrogate consent for people with intellectual disabilities raises particularly troubling issues is that of experimentation, especially experimentation that does not offer the prospect of direct therapeutic benefit to the person with intellectual disabilities.


For many reasons, including the historical context of past efforts to get consent from people with intellectual disabilities (many of whom were in institutional settings where they or their family members were subjected to highly coercive circumstances), we are right to be skeptical about any form of surrogate consent in experimentation.  But at least some individuals with intellectual disabilities make the claim that they should be able to participate in such experiments as an element of their citizenship and membership in the community.  And whether one argues for participation or not, the problematic nature of determinations of capacity, notions of consent, and the role of surrogates makes this area a fruitful one for debate and discussion.


This topic is particularly well-suited to a panel that honors the extraordinary work of my friend and colleague the late Stan Herr.  Stan was one of the earliest scholars and advocates to focus on the importance of (and abuses surrounding) determinations of competency and capacity, as well as on the abuses suffered by people with disabilities who were institutionalized.

rdiners@wcl.american.edu
Protecting People with Mental Disabilities and Impairments against Biomedical Research Abuse

John H. Noble, Jr., The Catholic University of America 

Vera Hassner Sharav, Alliance for Human Research Protection, New York, USA


People with mental disabilities and impairments have been targeted historically by biomedical researchers and their governmental and industrial sponsors for exposure to risky experiments that impose high risks without offsetting therapeutic benefits on the theory that the future good of society justified what was done to them. The final report of the Advisory Committee on Human Radiation Experiments (ACHRE) (1995) systematically reviewed and condemned much of what was done to institutionalized persons with mental retardation in such places in the United States as Willowbrook in New York and the Walter Fernald School in Massachusetts.  Since the ACHRE report abusive biomedical research has continued. 


This paper reviews several recent cases, including challenge experiments on schizophrenic patients, respirator tidal volume experiments on unconscious patients with Acute Lung Infection (ALI) and Acute Respiratory Distress Syndrome (ARDS), experiments on children with AIDS under state guardianship, artificial blood experiments on unconscious traffic accident victims, and lead poisoning experiments on healthy poor children that caused ensuing neurological impairments. It notes the ubiquitous invocation of "surrogate consent" to enrol persons incapable of understanding the risks and benefits of the research into which they recruited.

 
The paper reviews the weaknesses of surrogate consent laws and practice, pointing out efforts by biomedical researchers and their sponsors to weaken even the provisions that now exist. Further, members of the American biomedical research establishment and officialdom have been systematically trying to weaken the provisions of the Declaration of Helsinki (1964) that prohibit the conduct of non-therapeutic research.


The paper sets forth a number of recommendations to strengthen protections afforded to people with mental disabilities and impairments, including definition of such human subjects as a "protected class" that would require judicial registration and appointment of a court officer to assess the risks and benefits of the proposed research and to monitor how the research is actually conducted. 

jnoble4@cox.net
Mental Disability VI:

Globalization of Mental Disability Law

The Globalization of Mental Disability Law 

Arlene S. Kanter, Syracuse University  


This presentation will discuss recent international legal developments which address the plight and rights of people with mental disabilities, including the current movement for the adoption of a United Nations treaty on the rights of people with disabilities. 

In 1990 the United States enacted the Americans with Disabilities Act which prohibits discrimination against people with disabilities in nearly all aspects of life. This law is arguably the most comprehensive domestic law addressing the rights of people with disabilities, including people with mental disabilities. Since its enactment, at least 39 other countries have adopted their own domestic disability laws; some of which are modeled after the ADA, while others differ greatly in structure, scope, and coverage. 

Despite these worldwide legislative initiatives, significant gaps remain in the levels of employment, health, and quality of life for people with disabilities throughout the world, particularly people with mental disabilities. People with mental disabilities are more than twice as likely as their peers without disabilities to be poor and unemployed. Many remain in institutions throughout their lives, and those who do live in the community and work earn substantially less than their co-workers who do not have disabilities. Many adults with mental disabilities want to work, with appropriate accommodations or assistance. As they know only too well, with unemployment comes fewer opportunities to participate in the life of a community, and in recreational and social activities. 

The plight of people with disabilities, including people with mental disabilities, has now become an international human rights issue. The United Nations itself is on the verge of adopting a Convention on the Rights of People with Disabilities. Consequently, at no time in history has the confluence of international efforts with and for people with disabilities challenged policy makers, professionals, scholars, and activists to frame the meaning of human rights for people with mental disabilities. This presentation will explore these recent legal developments, particularly the potential international impact of the United Nations Convention on the Rights of People with Disabilities.   

kantera@law.syr.edu
Globalisation of Disability Rights Law: The Impact in Australia

Lee Ann Basser, La Trobe University 


 The Australian Institute of Health and Welfare estimates that people with disabilities make up 19% of the Australian population.  In addition Australian Bureau of Statistics figures show that one in five people in Australia 19 years or older meet a criteria for a mental disorder (ABS: The National Survey of Mental Health and Well Being, 1997). In the early 1990’s the Australian Human Rights and Equal Opportunity Commission conducted a National Inquiry into the Human Rights of People with a Mental Illness.  The report emphasised the importance of economic, social and cultural rights as well as civil and political rights The Commission’s final report was handed down in October 1993.  It found that there were widespread human rights abuses of people affected by mental illness.  A number of positive outcomes followed this Report – an increase in resources, the development and implementation of a National Mental Health Strategy and legislative reforms. At around the same time the Australian Parliament enacted the Disability Discrimination Act 1992 (Cth) – aimed at reducing the inequality experienced by people with disabilities in all aspects of their daily lives. 


More than 10 years after the National Inquiry people with disabilities and people affected by mental illness continue to be amongst the most marginalised and disadvantaged people in the Australian community.  Human rights abuses continue despite the fact that Australia is a signatory to the major international human rights instruments and despite the fact that Australia has been a pioneer in many areas of disability rights laws including laws relating to anti-discrimination, alternate decision making and mental health.  This paper will assess the extent to which the current legislative regime gives effect to the human rights of people with disabilities and will consider the impact that the proposed UN Convention on the Rights of People with Disabilities might have on domestic Australian law.

l.basser@latrobe.edu.au
Patient Rights in Seclusion and Restraints

Anne Koplin, Waukesha County Mental Health Centre, Milwaukee, USA


This presentation will discuss the issue of seclusion and restraint of potentially dangerous psychiatric patients as practiced in the United States and in Israel, including new federal regulations implemented in the United States regarding this treatment.


The nature of the practice of Psychiatry has changed with the development of the patient rights movement. An example of the impact can be seen quite dramatically in the matter of seclusion and restraint.  These actions can clearly be seen as a temporary, yet necessary, denial of patient rights for the benefit of the individual and others.


Seclusion and restraint have been accepted forms of treatment for decades.  Most recently, the United States has implemented new guidelines regarding their use in certain settings. These changes are meant to protect the patient from harm that may occur as a result of this form of treatment. These regulations clearly define the parameters for using these measures and demand face-to-face physician evaluation within one hour of the written order for either seclusion or restraint.  Israeli law regarding seclusion and restraint will also be reviewed.


Protection of patient rights, while at the same time using forceful means of confining the patient can be a fragile balancing act. The trend towards more limited use, a higher degree of supervision and monitoring regarding their use has made an impact on patients and psychiatry in general.  Increased regulation of the use of seclusion and restraint is a positive, essential step towards greater patients’ rights while providing a necessary limit upon dangerous behavior.

akoplin@hotmail.com
The Legal Construction of the Disabled Person: Locating the Nexus of Constructions of Disability and Theories of Equality

Marcia Rioux, York University 







Issues of disability are issues of justice and equality. People with disabilities are both the most marginal of the marginalized and are disproportionately unemployed and living in poverty.  When one views how society understands people with disabilities, one opens the window on how society understands itself. The extremes of intolerance and of tolerance that various societies show are a reflection on their value systems.


This presentation considers two of these windows on disability -one grounded in the individual as the site of the disability (medical and legal models) and one grounded in the environment (service and social models). It argues that models based on concepts of equal treatment not only create inequality but rationalize the reduction of entitlements for people with disabilities. The limiting of care and treatment are justified by the way in which both disability and equality are understood as the responsibility of the individual both in cause and effect. The inherent biases in limited notions of equality and in presumptions of disability as an individual pathology undercut the enjoyment of the fundamental rights of citizenship and participation. Models based on concepts of equal outcome compel states to provide services and care that include people in their communities.

mrioux@yorku.ca
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