UN Convention on the Rights of Persons with Disabilities: out of the frying pan into the fire?

The London meeting of the Survivors History Group is discussing a chapter in Helen Spandler, Jill Anderson and Bob Sapey's new collection of articles on Madness, Distress and the Politics of Disablement, launched at the Friends Meeting House in Lancaster on Tuesday 16.6.2015: Chapter 13: "UN Convention on the Rights of Persons with Disabilities: out of the frying pan into the fire? Mental health service users and survivors aligning with the disability movement" by Anne Plumb   

The book "explores the challenges of applying disability theory and policy, including the social model of disability, to madness and distress".  

The chapter's discussion is the result of an original article by Anne Plumb in 1994, called "Distress or disability?" which was published as an occasional paper of the Greater Manchester Coalition of Disabled People. In both she asks "whether or not mental health service-user/survivors are best served by becoming subsumed within a broader disability movement". She does so as "a long standing ally of  the disabled people's movement, and an activist in the survivor movement".  

In 1977, Anne married Ken Lumb, a disabled rights activist and wheelchair user. Although strongly in favour of people with mental health issues working with people with physical disability, she thinks submerging mental distress in disability can take us "out of the frying pan into the fire". Physical and mental disability, she argues, need to be comprehended differently.  

Survivors taking a different perspective to Anne include Peter Beresford, who stresses the situations in common between people with physical and mental problems in that both are disabled by society. Peter Barham re-phrased this as "disability is a social construct".  

Anne discusses the United Nations Convention on the Rights of Persons with Disabilities (2006), which she anlyses as mainly about our right to self-determination (autonomy). Anne considers the Convention to advocate choice over what is good for you - so the individual has autonomy to decide what to do, where to go with treatment or none. 

The first principle of the Convention is "Respect for inherent dignity, individual autonomy including the freedom to make one's own choices, and independence of persons".  

In Anne's opinion, "mental health service users' and survivors'  experience" differ from people with physical impairments with respect to "autonomy (self-determination) and responsibility". Her argument focuses on  her own experience of "'extra/non- ordinary experiences' (what psychiatry calls religious psychosis), depression and suicidality."   

Ute Maria Kraemer asked what it was about mental illness that equated it to disability in the views of the United Nations? Article one of the Convention answers this. It says:

"Persons with disabilities include those who have long-term physical, mental, intellectual or sensory impairments which in interaction with various barriers may hinder their full and effective participation in society on an equal basis with others".

To explain this more fully, Anne points out that the word impairment was used by disability activists to differentiate a fault with a person's physical, mental or sensory function from the disability which is caused by society not enabling people to participate.   

Ute also wondered what their idea of freedom means for patients. She and Andy Brooker spoke of being seen as consumers who are responsive to market forces. However, Andrew did not think that was Anne's criticism. Anne considers the United Nations Convention advocates choice over what is good for you - real autonomy, not just a choice of products.   

Autonomy, or being able to make and act on one's own decisions, is called having 'agency'. Agency also implies that people take responsibility for their actions. Agency is fundamental (Anne says)  to the social model of disability. She can see no reason why a person with a physical impairment should not have agency. Survivors who successfully campaigned for "mental impairment" to be included in the United Nations Convention were seeking to enshrine the same agency into law for us.    

Anne supports self-determination generally, but uses her own experiences (and experiences published by Peter Campbell) to illustrate her case that sometimes mental distress makes self- determination or autonomous choice undesirable, because choices made in these states are not the ones we would want to make in another state, and because the consequences may not be desirable.   

Sometime in the 1960s Anne had religious experiences when she was a student:  

"I believed that Jesus had returned and was a sort of benevolent 1960s' Pied Piper whose music would compel people to live in peace and love. My role was to identify him. In the middle of the night I sat in a Student Union building uncommunicative and unmoving, unsure what was expected of me, awaiting signs".

Anne says she had agency. She believed that she was acting on a revelation from God. that is why she was silent: She was listening intently. It was a very meaningful experience for her. But she could have refused to listen to God. Would this have condemned her to Hell? 

As Anne was mute and uncommunicative with those around her, how should people have responded? Should she have been ignored? Or forced out of a building that was due to be locked up? If she had been, would she have been at risk of undesirable things happening to her?  

Rather than preserve autonomy in all circumstances, Anne argues, we need to consider the way we are treated when in such states. Because this has not been done in relation to the United Nations Convention, we have left ourselves open to things that are against our interest - We should develop a critique of human rights conventions based on our own experience rather than a conventional interpretation of what people with physically disability are capable of.  
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