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In 2004 Ashley, an American child with cerebral palsy, was given hormones and surgery to stunt her growth.  In 2007 the parents of Katie, an English teenager with cerebral palsy, decided that a hysterectomy would save her the pain and confusion of periods.  Neither Ashley nor Katie received the communication therapy and AAC support that could have enabled them to express their own opinions on their treatment.  

These cases show that

a. The AAC profession is not being granted  - and has not demanded - its proper 
role in provision of therapy to people with communication impairments

b. The AAC community needs to agree on ethical guidelines for use in similar cases

c. There needs to be a mechanism for AAC bodies and the AAC community to 
speak out on ethical issues.

This presentation will examine the treatment issues and explore the need for the AAC community to be involved.

500 word abstract/paper
In 2007 the media high-lighted two cases in which girls without speech were treated as having no opinions on how their bodies were to be cut and their lives shaped.  Both girls with severe cerebral palsy, who couldn’t walk or talk, were described as having a mental age of three months.

In 2004 Ashley, a six-year-old American girl with severe cerebral palsy was, at her parents’ request, given a medical treatment called ‘growth attenuation’ to prevent her growing.  Ashley had her uterus removed, had surgery on her breasts so they would not develop, and was given hormone treatment.  She is now known by the nickname her parents gave her – Pillow Angel.

In 2007 in England, the parents of Katie, who also has severe cerebral palsy, decided that a hysterectomy was necessary to save her the pain and confusion of periods.  They described Katie as “a 15-year-old body ruled by the brain of a six-month infant”.  (Her parents’ application to sterilize Katie was denied early in 2008.)

What did Ashley and Katie really lack?

When I was 3 I was labelled ‘severely retarded’ because I could not talk intelligibly, walk or feed myself.  I was institutionalised in St. Nicholas Hospital for fifteen years.  When I fought my way out I still couldn’t do any of those things and I was still the size of a 3-year-old.  

Only one thing had changed.  I had found a means of communication. Communication meant I could instruct a lawyer, go to the Supreme Court, and seek a writ of Habeas Corpus.  I won.

No child should be presumed to be profoundly retarded because they can’t talk.  All children who can’t talk should be given access to communication therapy before any judgements are made about their intelligence. 

Was any communication therapist involved in Ashley and Kate’s cases? 

Why is the profile of augmentative communication so low that a communication therapist was not seen as the key player in their teams? 

These cases show that 

a. The AAC profession is not being granted  - and has not demanded - its proper 
role in provision of therapy to people with communication impairments

b. The AAC community needs to agree on ethical guidelines for use in similar cases

c. There needs to be a mechanism for AAC organizations and the AAC community to 
speak out on ethical issues.

In this presentation I will ask what AAC as a discipline can do to see that people like Ashley and Katie are not denied the right to communicate.

The first requirement is a presumption of competence – that everyone can communicate in some way, regardless of their labels.  No one like Ashley or Katie should be assumed to be incompetent on any lesser evidence than we would need to imprison them for life. 

This presentation will draw on articles I have published about these cases and my on-going discussions with Peter Singer about the treatment of people with severe disabilities.

