Slide 1
· System recognised as adversarial by government and in other publications
· Metaphors of fight and struggle permeate all aspects of living with a child with SEN
· Struggle not limited to families but also experienced by practitioners
Slide 2 - Outline
Slide 3 – overview of SEN system
· SEN suggests focus on education, but in fact system involves health service practitioners and may include social care. (recognised in SEN Green Paper published in March 2011)
· System constrained by statute and financial resources
Slide 4 – development of SEN system
· From segregation to inclusion
· From ineducable to education for all following national curriculum
· Backcloth of disability movement, disability discrimination legislation and social model placing emphasis on social construction of disability rather than on disabling impairments
Slide 5 – AS/HFA
· Late diagnosis
· No visual differences
· Normal range or above average IQ
· Disability or difference (Baron-Cohen)
· Children labelled as naughty by peers and parents sent on parenting courses
· ‘new disability’ – presented in terms of autism epidemic and alongside ADHD and dyslexia as excuse made by middle-class parents to explain child not living up to expectations
Slide 6 – Methodology
Slide 7 – David's story
· Linda’s 3rd child – different (other parents also were aware of difference from early age)
· Concern expressed to health visitor following 36 month developmental check but no action
· Other parents did experience health visitors suggesting a child might require referral to CDT and were not ready for early intervention, one becoming extremely angry and making a formal complaint about HV
· Did not attend pre-school as still in nappies
· SENCO suggested observation – Linda agreed “somebody’s actually kind of picking up on something here”
· EP 1 – immature
· EP 2 – can’t diagnose, but autistic spectrum
· “It was like Alleluia! It was just a relief to know there was a name for whatever it was”
· Referral to CDT and diagnosis of Autistic Spectrum Disorder - ”… Aspergers, that's mild autism, therefore they don't need a statement … autism implied a more severe category … I think in reality a child with Aspergers … can still have a very poor outcome …  it's not necessarily a mild form of autism." 
· Relate to DSM IV
· By now David getting bigger and more difficult to cope with meltdowns in public places : “Everybody just looks at you and you think, well I shouldn’t have to justify myself to these people, but at the same time, I just look so bad. I look like such a bad parent, and that’s the thing isn’t it. It’s all about how it makes you feel.”
· Whereas Linda described her experience of felt stigma, other parents spoke of experiencing enacted stigma when addressed by strangers about their children’s behaviour.
· Discrimination – research by NAS has shown children with autism subject to exclusions of all types more than other children, whether with or without SEN.
· In Year 6, David wanted to go on school residential trip. Impression given by class teacher and SENCO that this would be OK, especially as Linda willing to accompany him at her own expense, but asked to see Head for risk assessment
· “I just kind of gave up then. I was worn down at that point. I took him out of school for the week and took him to Disneyland Paris. I didn’t do anything about it and I should have done. I should have been stronger, but I wasn’t. I was mentally and physically exhausted.”
· Transfer to secondary, initially OK, but David found larger, noisier school stressful and began to abscond. At end of 2nd term, permanently excluded.
· 6 months to arrange education out of school – confusion between education officials as who responsible for arranging it
· Local authority wanted to place David in local special school, but that would reduce educational opportunities – GCSE
· Parents visited many schools, some at request of LEA and others to find out what was available
· Parents paid for assessments and legal support
· After 15 months, and on recommendation of school unwilling to accept David as a pupil, paperwork sent to specialist residential school
· Placement made 18 months following exclusion
· Expensive for tax payer – but also expensive in long term if no placement made
· Cost to family – financial, time, employment, mental health
· Worth noting David went to a secondary school with strong SEN team and well-developed inclusion policy, but it was unable to meet his needs
· Linda’s view in retrospect – difficulty in getting information at all stages
· DLA learned about from other parents
· Difficult to get information on options following exclusion from anywhere
· One of practitioners: "You know, we're not even honest about saying, were only going to offer it for very disadvantaged children or children that meet this criteria. It's very much on a sort of whisper and tell…. Money is tight and they like to ration it, and sometimes it's rationed by actually not giving out very much information and by putting parents through a very extended process that perhaps is unnecessary.” 
Slide 8 – where next for SEN
Green paper – Education, Health and Care plan, individual budgets, and better information
Is this sufficient to address underlying conflicts or is it merely equivalent of moving deckchairs on the Titanic
Slide 9 – References
Slide 10 – Take away
· SEN system is adversarial
· Struggle/fight metaphors permeate all aspects of SEN family life
· Practitioners also experience conflicts and tension
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