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Proposal not to update the guideline
 
In order to guide your comments, please refer to the following questions:

 
1. Do you agree that the guidance should not be updated?
2. Do you agree with our proposal to remove the listed research recommendations from the NICE version of the guideline and the NICE

research recommendation database?

 
If a stakeholder wishes to draw our attention to published literature, please supply the full reference. Please add extra rows as needed

 
1. Do you agree the
guideline should not
be updated?

Comments
 

If you disagree, please explain why

Disagree  
NICE CG170: Review Submission from parent campaign group ABA - Access4All
The ABA - Access4All campaign is a parent-led campaign to improve access to ABA for autistic and other developmentally-delayed
children in the UK. We have raised charitable funding to retain counsel and the firm Bindman's, who are currently bringing two
Judicial Review proceedings. The campaign now has just shy of 4000 people following the Facebook campaign and continues to
attract media coverage. 
The following submission is signed by 90 UK parents of autistic children (names on request). 
We on the ABAA4All campaign would be appalled if NICE did not review this flawed and wholly ineffective piece of autism guidance.
There can surely be a no more waffly, unhelpful and inconclusive piece of guidance anywhere else on NICE's books, for any other
condition (and autism is the UK's single costliest condition, Knapp, LSE 2014). In particular, we believe NICE CG170 needs to be
looked at again with a more realistic attitude to the existing research base for autism interventions - particularly ABA. 
 
The Recommendations you make (11.1, page 720) are quite vague and leave parents and commissioners with few clear strategies
or pathways to help children with autism. Who are the members of the 'multidisciplinary teams' or 'multi agency strategy groups' you
refer to? We see no behaviour analysts on them, for instance, and our parental observation is that there are lots of folks wafting
around our children who seem to have only vague, generic 'training' to back up what they tell us. There is little focus on good
outcomes for our children out here in the real world, where 'multi disciplinary' teams and 'eclectic' therapies add up not to breadth but
to a dog's dinner and diffuse accountability.  'Case managers' are often not specialists at all but simply Local Authority admin staff.
We know that you give only guidance and professional help coming our children's way. It's a bit of a mess out here. 
 
And what too are the 'psychosocial' interventions you describe in the Recommendations; more importantly, who should deliver them?
Anyone who happens to be around and already on staff? We think these interventions are pretty much ABA but you do not specify
that they should be delivered by those competent to analyse behaviour properly, leaving us parents at the mercy of cost-cutting and
amateurism. Your recommendations are high on lofty polysyllables, but low on specificity. 
 
The vagueness reaches its nadir at 11.7.10 (page 730) where the 'recommendation'  given for Speech and Language problems -
surely by any reckoning one of autism's key deficits - is simply two "Do Not's" and no "Do's". It's not a piece of Clinical Guidance but
a Non-Guidance.
We realize you don't dictate the detail to local CCGs, but in reality the vacuum CG170 has created means that there is little
We realise why you have ended up recommending very little (your GRADE system) but we can't afford to wait for the research world



to catch up with your ill-fitting criteria: our kids with autism are here now, needing help! 
 
Your insistence on applying the same RCT standards of research to autism as you apply to other conditions is problematic in 3 ways:
 
1) there are not enough RCTs in the autism field, no-one is ploughing enough money into them. Surely commonsense dictates you
therefore need to look at the next rung down in research terms?; 
 
2) one of the reasons for 1) is that RCTs are so complex to deliver, given that no two autistic kids are the same, all falling at different
points on several different axes (IQ, verbal ability, impaired social sense, co-occurring conditions, sensory defensiveness or seeking,
rigidity, repetitive behaviours etc); and 
 
3) and who nowadays wants to put their child on a 3 year 'eclectic' program when it is becoming increasingly clear to us parents that
ABA is the gold standard in much of the rest of the developed world (including 44 out of 50 US states and the entire US federal
government - 8 million employees - which have mandated its coverage by insurers)? How can you randomise or 'blind' autism
studies in an Internet world, with savvy parents who research and talk to each other?
 
*Dodging the ball* 
 
In addition, CG170 has turned a blind eye to existing NHS practice on autism.  The status quo with regards to autism is that the NHS
is routinely financing Speech and Language Therapy (SALT) and Occupational Therapy (OT) once autism is diagnosed. Yet you will
find no RCT to show that either discipline can help remediate the deficits of autism (perhaps a tiny bit of evidence for PECs, which is
of course ABA-based speech therapy). The NHS-accredited Information Standard charity, Research Autism, acknowledges this lack
of evidence in its section on Allied Health Professionals (http://researchautism.net/autism-interventions/types/standard-health-
care/allied-health-professionals-and-autism). You will not even find any of the next level down of research evidence, eg single case
studies or systematic reviews, for SALT and OT, yet such evidence abounds for ABA. Why is the NHS paying for the less-evidenced
therapies and not ABA? 
 
And why are you remaining silent on that point? You are potentially misleading the public by not giving proper evaluation of what
taxpayers' money is presently being spent on for autism. You are dodging the ball. 
 
In any other condition, to not actually scrutinise existing NHS practice for effectiveness would be regarded as a huge failing. Why are
you not pulled up on this for autism? The presence of a SALT and an OT on the GDG (though no ABA professional) does not fill us
with confidence of a fair hearing on this point. 
 
 
*Same kids, different recommendations* 
 
In addition, there are now discrepancies creeping in to your attitudes to autism vis-a-vis other developmental delays. This is
particularly evident in your section on Challenging Behaviour (7.7.1, page 438).
 
As you know, autism co-locates with Learning Disability in around 50% of cases.
 
Yet in NG11 you talk of the need for behaviour analysts when challenging behaviour is hard to handle in those with a Learning
Disability (LD).
 
Why not then for those with both autism and LD, like my own son? Why the two different approaches? When my boy used to hit
himself in the head he didn't stop and say 'Mummy it's the autism this time, not the LD, move away from NG11 and consult CG170' !
 
(We note anyway that there is a poor-to-non-existent process out here for diagnosing LD, so the point is often moot and our kids will
be treated under the autism diagnosis as primary, as no-one will have properly analysed the LD. Until the eclectic school system fails
to teach them anything, at which point we will be told sorrowfully by a school teacher (not diagnostically trained) that the child should
go to an 'SLD school'. When behaviour breaks down completely, or violence is present, an ATU may beckon - at huge cost to the
state and heartache for the family. The system is haphazard, not data-driven and not evidence-based).
 
In the autism section on challenging behaviour (7.7.1, page 438) you simply refer to 'senior colleagues' who are to be consulted
when behaviours don't respond to initial efforts. Who are they? What is their training? We think it needs to be in behaviour analysis,
but again you fudge it and refer back to a 'multi disciplinary review'. But this is simply a cop-out: 'multi-disciplinary' out here in the real
world of autism means - if you are lucky - a SALT, an OT, a Local Authority admin bod and perhaps a Clinical or Educational
Psychologist. Even the two latter professionals come nowhere close to a BCBA for the ability to understand behaviour and
recommend strategies. Clinical or Ed Psychs may have done a short undergraduate module on behaviour; BCBAs have a masters in
the subject and 1500 hours of fieldwork. There are now 5 UK universities offering the ABA MSc. You cannot bodge this stuff, or put
the wrong professionals in charge, it is too important. There is prejudice built into the system against ABA, perhaps people are
protecting the status quo and their own jobs? 
 
We realise you will often revert back to the point that behaviour analysts are not HCPC-registered, but you will be aware that this
door is now closed to new professions so - unless NICE can exert influence on the HCPC - this is a criticism of ABA that the
profession can do nothing to rectify. 
 
 
*New Research*  
 
Unsurprisingly we think ABA deserves a closer look not just for RCT evidence but also for the next level of research down, and
indeed there have been two UK school-based research studies published since the first CG170 (Treehouse, Gogarth, see below)
showing that ABA has gained UK traction since 2013. Many many families (ABAA4All estimate: 3000) are receiving funding for ABA,
either at home or within schools, though usually only those who have been rich enough to take their case to law. There's effectively a
two-tier system in play, whereby the poor are getting virtually zero early intervention for their children with autism and certainly none
that is evidence-based (a grim scenario in a country with the NHS.)
 
Other evidence has been published which continues to rank ABA more highly than did CG170 - see list below. And indeed the
forthcoming SIGN guidelines from Scotland, albeit still in draft form, look set to rank the evidence base for ABA very highly. The
phase 2 National Standards Project from the US also finds ABA again to have the strongest evidence base of all interventions for
autism, with 14 ABA strategies evaluated as evidence-based. 44 out of 50 US states now mandate that state insurance should cover
ABA. 17 states now cover it on Medicaid for those without insurance. Many global corporations - Microsoft, Credit Suisse, Bank of
America etc - offer it on their worldwide company health plans (though leave British employees off the list because they know
insurers are not expected to cover autism at all in this country, such is the dire situation you are helping to perpetuate). Recently the
US government made ABA coverage compulsory under insurance for its 8 million Federal Employees.  How can recommendations
about ABA be so out of step here in the UK? Ideological bias? Lack of ABA professionals on key groups like the CG170 GDG,
despite such groups always hosting a SALT/OT professional presence? 
 
There needs to be a seat at the table for ABA, not just for those who have always been at the table before. NICE is preserving a
broken status quo. 
 
http://www.sign.ac.uk/consultation/index.html
 



Important 2015 study under Prof Tristram Smith shows ABA's improving evidence base https://t.co/X0gJbGRB25
 
 
ABA gets results in UK school, Treehouse: 
https://www.dropbox.com/s/qmb283jegbmcsdp/Katy%20Lee%20BJSE%202015.pdf?dl=0
 
ABA gets results in UK school: Ysgol y Gogarth
https://www.dropbox.com/s/rdhm2vxvkv8wc3r/Foran%202015%20BJSE.pdf?dl=0
 
This major new JAMA Randomised study seems to suggest early retirement for Early Bird in favour of ABA parent training
http://t.co/3CgZ1PkD3K
 
 
New research shows ESDM - Early Start Denver Model, based on ABA - works long term too, with early gains sustained
http://t.co/NjvwhYISIR
 
 
US National Standards Project: huge study shows ABA evidence-based therapy 
 
http://www.nationalautismcenter.org/national-standards-project/phase-2/
 
 
ABA gains last: study into effects of ESDM 2 years later (ESDM = Early Start Denver model, ABA plus early developmental
curriculum . http://t.co/VtoX7f1Ev8
 
 
2014 ABA Research, Ontario Canada. https://t.co/P638ECOyir
 
 
 Behavioural interventions come out very well in new research into sleep difficulties. #ABAnotdrugsplease... https://t.co/YV5DSgf4Pb
 
 
ABA comes out well in several categories a 5-year study commissioned from the University of Manchester by Ireland's NCSE ..
https://t.co/g3NNYQpCwH
 
 
*Autism waffle* 
 
We think you may feel it is ok to be vague on staff-training as there is a wholly non evidence-based malaise springing up around
autism in this country, fuelled by charities and organisations that are going too far down the  'difference not disability' path and
arguing themselves out of the need for any intervention at all. There seems to be a feeling that it is somehow 'against autism' to try
and 'change' (aka teach) a child how to behave in more pro-social ways. There is an underlying implication that this is 'normalising'
and an undercurrent of feeling that parents wanting more than babysitting are 'pushy'. This is inverted prejudice and is clearly failing
many, particularly at the more severe end of the spectrum, whose autism presents them with very real challenges to attaining a
decent quality of life. 
 
Up to 4000 parents and family members on the ABA - Access4All campaign would argue that without early ABA, their children would
have remained non-verbal, or self-injurious, or aggressive, or without the ability to use a toilet, or unable to read. The list goes on.
 
The sub-standard care in early years is sending many kids in their teens into residential care when parents can no longer cope; this
in turn is leading to a UK social care bill of £29 bn a year for lifelong autism adult care (Knapp, LSE 2014). And not even very good
care, as it turns out from the many petitions and scandals we are seeing from parents of autistic kids in hospitals or ATUs.
 
*Something has to give*
 
We need an early intervention autism strategy in the UK, via a joined-up NHS and education initiative. 
 
We then need an increase in the use of ABA in our mainstream and special schools. ABA uptake in schools (mainstream and
special) has actually increased a great deal since you first published CG170 back in 2013, and indeed there are now nearly equal
numbers of children educated in ABA schools as there are in NAS schools (ABAA4All figures, May 2016) but we need further help
from NICE. 
 
 
*Shutting stable doors after horses have bolted*
 
Already the NHS is switched on to the need for PBS (which is based on ABA) in adult care. Indeed there is a fair bit of NHS money
being ploughed into PBS presently, particularly post scandals such as Winterbourne View. But come on, stable doors/horses bolting
and all that. Get in early, give our children the skills for a better quality of life early not late. 
 
*Two requests* 
 
In summary, we have two asks:
 
A) re-evaluate CG170 using the research that actually exists, not pie-in-the-sky, and with a more ambitious attitude to what children
with autism can achieve; and 
 
B) give a fairer rating to ABA, across all ages, such that we parents who want to exercise our parental choice and choose this gold
standard therapy are not fobbed off with 'sorry NICE does not recommend it'. Please acknowledge its evidence base, in particular as
compared to other interventions currently on offer via the NHS in the UK.
 
 
 
Thank you
 
 
 
Jane McCready 
Www.facebook.com/ABAaccess4all
 
Sent from my iPhone
 



  

 
2. Do you agree with the proposal to remove these research recommendations from the NICE
version and research database?

Comments


If you
disagree,
please
explain
why

What is the value of a key worker approach (defined by protocol and delivered in addition to usual care)
for children and young people with autism in terms of parental satisfaction, functioning and stress and
child psychopathology?

Don’t care.
useless

 

Is a sleep hygiene intervention or melatonin clinically and cost effective in the management of sleep
onset, night waking and reduced total sleep in children (aged 4–10 years) with autism?

disagree Really big issue for
parents

What is the comparative clinical and cost effectiveness of pharmacological and psychosocial
interventions for anxiety disorders in children and young people with autism?

disagree  

Are comprehensive early interventions that combine multiple elements and are delivered by parents and
teachers (for example, the Learning Experiences – an Alternative Program for Preschoolers and their
Parents [LEAP] model) effective in managing the core symptoms of autism and coexisting difficulties
(such as adaptive behaviour and developmental skills) in pre-school children?

disagree The UK has a gaping hole
where its early intervention
strategy for autism should
sit. NICE needs to step up

Do you have any comments on equality issues or areas excluded from the original scope?
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