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Thank you for your letter of 23 January 2017 to the Scottish Government in relation 
to the above petition (PE1625). 
 
I would like to take the opportunity to provide information to the Committee on 
Pathological Demand Avoidance syndrome in response to the petition and to confirm 
that wider policy colleagues within Education have contributed to this response. 
 
The Scottish Government’s view on the current petition is that Pathological Demand 
Avoidance syndrome (PDA) has no official diagnostic status or recognition within 
current autism diagnostic practice, nor is it included in the Scottish Strategy for 
Autism’s implementation framework for 2015-17. 
   
The Scottish Government is being asked to promote wider awareness and 
acceptance of PDA among relevant professionals and to institute and facilitate 
training in its diagnosis. Linked to this, the Government is being asked to promote 
the development of therapeutic programmes for those so diagnosed and to provide 
support for their families and carers. As stated above, however, PDA has no official 
diagnostic status or recognition. As such there are no specific treatment programmes 
available nor are there any plans to develop any such programmes. 
  
There are currently two major diagnostic classification systems in use: the 
International Classification of Diseases, version 10 (ICD-10) and the Diagnostic and 
Statistical Manual of Mental Disorders 5th edition (DSM-5). These systems are the 
‘gold standard’ for autism diagnosis and neither of them recognises PDA. Since 
Scotland is committed to standards of best practice, and as stated in SIGN 145, 
Assessment, diagnosis and interventions for autism spectrum disorders: A national 
clinical guideline, all professionals involved in diagnosing Autism Spectrum Disorder 
in children, young people or adults should consider using either one of the current 
versions of these classification systems. Neither SIGN nor NICE guidance 
recognises PDA as a distinct category for diagnosis.  
 
The Scottish Strategy for Autism is committed to ensuring people with autism live 
healthier lives, enjoy choice and control over the services they use and are 
independent and active citizens. It outlines the Scottish Government’s commitment 
to improving and increasing capacity in diagnostic services across the NHS. To help 
achieve this, NHS Education Scotland (NES), the education and training body for the 
NHS in Scotland, has developed an Autism Training Framework, which can be 
accessed at: 
 
http://elearning.scot.nhs.uk:8080/intralibrary/open_virtual_file_path/i1923n4027869t/
NESD0350ASDTrainingFramework-WEB.pdf.  

The framework describes the knowledge and skills required by generic health and 
social care workers who occasionally encounter an autistic person through to those 
who provide highly specialised interventions in autism services, and is divided into 
three keys areas: Identification, Screening, Assessment and Diagnosis; 

http://elearning.scot.nhs.uk:8080/intralibrary/open_virtual_file_path/i1923n4027869t/NESD0350ASDTrainingFramework-WEB.pdf
http://elearning.scot.nhs.uk:8080/intralibrary/open_virtual_file_path/i1923n4027869t/NESD0350ASDTrainingFramework-WEB.pdf


Management, Support and Intervention; and Autism Across the Lifespan. NHS NES 
continues to work with colleagues across the NHS and wider public sector to ensure 
staff receive the training they need and has made available a number of aids and 
resources to facilitate this, including an Autism Spectrum Disorder online learning 
space at: 
 
http://www.knowledge.scot.nhs.uk/home/learning-and-cpd/learning-spaces/autism-
spectrum-disorder.aspx 

NHS NES supports education and training where there is a clear evidence base they 
do not currently see any role for specific training in the diagnosis of PDA or related 
interventions as there is no formal recognition of the term and no evidence base to 
guide this. We understand that the PDA Society recommends particular diagnostic 
training for professionals, namely, the Diagnostic Interview for Social 
Communication Disorders (DISCO) as this training includes discussion and 
questions around PDA.  DISCO is one of the suggested autism specific tools within 
the SIGN guidelines and as such Scottish Diagnostic practitioners are trained in 
DISCO and as part of NHS NES’s programme of work on differential diagnosis and 
complexity in assessment they support practitioners who have completed DISCO 
training but this is not to imply the support or promotion of PDA as a diagnosis. 
 
The Scottish Government’s commitment to autistic people is and will continue to be 
framed within clinical guidelines and the international standards cited above.  The 
“symptoms” of PDA are described in ASD. The behaviours described as PDA are all 
compatible with the ASD diagnosis and we do not recommend further diagnostic 
assessment. A PDA diagnosis would not be competent diagnostic practice, as it 
would have no official recognition.  
 
So in terms of good practice, ASD is commonly associated with a wide range of 
additional difficulties, and the proper approach to these difficulties is to respond to 
them in the same way as we deal with such difficulties whether occurring in the 
context of ASD or otherwise, namely, by appropriate interventions and approaches 
designed to meet the child’s individual needs as they are presented. 
 
NHS Lothian and the City of Edinburgh have drafted the guidance for professionals 
which can be found at the end of this submission. Discussions are currently ongoing 
to agree a consistent approach across all Lothian local authorities. These guidelines 
have not yet been shared with families and the next stage is to develop information 
and advice for parents and families. 
 

In an educational context, in order to support schools meet the needs of their pupils 
who have autism, the Scottish Government has supported the development and 
publication of the ‘Autism Toolbox’. Published in 2014, this online national tool 
identifies best practice for all education staff in schools to support pupils with autism. 
The Toolbox also provides a forum for continually updating and disseminating good 
practice. 
 
The Government wants all children and young people to get the support they need to 
reach their full learning potential. Education authorities and other agencies have 

http://www.knowledge.scot.nhs.uk/home/learning-and-cpd/learning-spaces/autism-spectrum-disorder.aspx
http://www.knowledge.scot.nhs.uk/home/learning-and-cpd/learning-spaces/autism-spectrum-disorder.aspx


duties under the Additional Support for Learning Act 2004 (as amended) to identify, 
provide for and review the additional support needs of their pupils. An additional 
support need can arise for any reason and be of short or long term duration.  
Additional support may be required to overcome needs arising from learning 
environment, health or disability, family circumstances or social and emotional 
factors. Education authorities can ask other agencies, including social work services, 
health boards and Skills Development Scotland, for help in carrying out their duties 
under the Act. Other agencies must respond to the request within a specific 
timescale (there are exceptions to these timescales). 
 
Children and young people's needs are met through planning for their learning and 
support, usually through an individualised educational programme (this may have 
another name such as Additional Support Plan) which sets out targets for learning 
and the support to be provided (usually termly).  For children and young people who 
have complex or multiple needs which require significant support from education and 
another agency or agencies a co-ordinated support plan (CSP) may be required.  
The purpose of the CSP is to support co-ordinated planning to meet pupils' needs.  
The plan lasts for up to a year. 
 
The Scottish Government funds a number of organisations, including Enquire, who 
provide an advice and information service to parents and carers of children who 
require extra help at school.  Enquire has developed a number of resources aimed at 
helping parents and carers to navigate the system. The information can be accessed 
on their website – www.enquire.org.uk .  Enquire also has a dedicated, confidential 
helpline which can provide tailored support to parents, carers and children and 
young people themselves on their rights and options in more detail. 
 
I hope this information will be of assistance to the Committee in its consideration of 
the Petition. 

http://www.enquire.org.uk/
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Information about Pathological Demand Avoidance (PDA) 
 

What is Pathological Demand Avoidance (PDA)? 
Historically  

Pathological Demand Avoidance (PDA) was first proposed as a diagnostic term over 30 years ago to 
describe the presentation of some children who presented with social and communication disorders. 
These individuals were thought to have more resistance to following social expectations, to be socially 
manipulative and to have better play skills than the majority of children diagnosed with Autism, using 
diagnostic criteria available at that time. 

 
In our developing understanding and description of the range of presentations of individuals with 
Autism Spectrum Disorders (ASDs), different labels have been applied over the years. Subtypes of ASD 
or overlapping conditions have been described. Some such as PDA have never been included in the 
Diagnostic and Statistical Manual for Mental Disorders (DSM) and the International Classification of 
Diseases (ICD), and others have been included (e.g. Semantic Pragmatic Disorder in ICD 9; Asperger’s 
Disorder in ICD-10; PDD and PDDNOS in DSM IV).  

 
Currently 

Our understanding of the wide spectrum of Autism Spectrum Disorder (ASD) has developed 
considerably since the term PDA was introduced. There is no established evidence base that PDA is a 
distinct diagnosis or that the treatment is specific.  

 
As research and understanding of the nature of autism progresses it is increasingly recognised that 
what were previously thought of as a distinct conditions actually describe manifestations of autism. 
For this reason the international diagnostic criteria are being streamlined and are more precise to 
remain consistent with the evidence base. 

 
Is PDA a recognised diagnostic term? 
 No, PDA is not recognised as a diagnosis in any of the International Diagnostic Classifications 

manuals and is therefore not used to describe in the NHS locally. 
 PDA is not recognised in the clinical guidelines for good practice (SIGN or NICE). 
 PDA is not a term currently being used by children’s services locally. 
  Recent literature from the PDA society describes PDA as an Autism Spectrum Disorder 
 Autism Spectrum Disorder is currently the more helpful and recognised diagnostic term. 
 
It is important that our services are evidence based and continue to follow the internationally 

agreed diagnostic labels which are subject to continuing quality assurance and review. For this reason 
the recognised term is Autism Spectrum Disorder. 

 
Why do some people use it now? 

In our developing understanding and description of the range of presentations of individuals with 
ASD, different labels have been applied over the years. Recent awareness of the term PDA was raised 
following its inclusion on a TV programme in 2015, called “Born Naughty”.  

 
Why not use PDA? 
 It can be confusing to use a label which does not have an accepted evidence base or recognition 

by the relevant clinical authorities.  
 The risk (regardless of label) is that people apply the strategies advised without full 

understanding of them or the factors underpinning an individual’s symptoms/behaviours.  
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 The “symptoms” of PDA are described in ASD. Different children with ASD are individuals and 
will differ from one another, e.g. some with lots of energy and some very quiet and withdrawn 
but both with the same diagnosis.  

 All best practice guidelines recommend an individualised approach to intervention is applied 
for children with ASD and therefore no additional diagnosis (such as PDA) is required.  

 
What if I think PDA describes behaviours that staff or parents notice in a child? 

Although it is not a recognised or advised diagnostic term, Health and Education staff with knowledge 
of ASD, are very happy to discuss PDA advice and strategies in relation to child. Parents or 
professionals with queries can contact their local team.  The behaviours described as PDA are all 
compatible with the ASD diagnosis and we do not recommend further diagnostic assessment – our 
focus will be on individualised assessment and planning. 

 
All descriptions of PDA are also descriptions of ASD 
 

Pathological Demand Avoidance DSM5 -ASD ICD-10 – Autisticdisorder 

 or Asperger’s disorder 

Passive in the early years, described as an easy baby   

Resists and avoids ordinary demands    

Surface sociability- appearing sociable but lacking depth in understanding   

Excessive mood swings and impulsivity    

Extreme anxiety outbursts on a par with a panic attack    

Comfortable in role play and pretending sometimes to an extreme extent   

Obsessive behaviour often focused on real or imagined people.   

Language delay, with a good degree of catch-up    

Neurological involvement Neurodevelopmental condition 

 
Are there any risks to avoiding placing demands? 

With PDA, there is a recommendation to avoid placing demands on a child or young person. This is 
a debateable recommendation and this could present risks for the following reasons. Whilst it is 
very important to support children with ASD through adaptations to reduce anxiety, it might be 
problematic to avoid demands altogether. In avoiding demands there is a risk that children and 
young people learn to ‘opt out’ to avoid situations that make them anxious. This can lead to 
increased anxiety and regression because there is limited opportunity to build resilience. We know 
that avoiding sensory stresses can lead to an increase in sensory sensitivity. For example, regularly 
wearing headphones to avoid sound sensitivity can lead to an increased sensitivity to sound. It is 
important to gradually provide supported opportunities to experience “demand” or “challenge”. 

 
Conclusions 

Use of the diagnosis of ASD is recommended and the term PDA is not. Our knowledge and 
understanding of the autism spectrum is built around international standards. This allows 
information, knowledge and the evidence base to be shared and developed with greater confidence 
and reliability.  
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As our knowledge and of autism grows it has allowed us to understand how the core 
characteristics impact in different ways on an individual basis. An understanding of this is the best 
way in which to assess and plan the optimum support for each child or young person.
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Appendix: Strategies recommended in PDA literature  
Many of these are entirely relevant but should always be based on individualised assessment and 

planning and some should be used with caution. 
Strategy advised by advocates of 

PDA 
Is this already a 

recommended ASD 
strategy? 

How could this be individualised? 

Choose your battles carefully 
 
Focus on a few important boundaries 
like safety issues. Learn to “let go” of 
the things that are not important. 
Consider: Is it worth a meltdown? 

YES Remember DIRM – “does it really matter” 

Balance tolerance and demands  
 
Every day can be different. When 
anxiety is high, demands should be 
few. When your child is more relaxed, 
demands can be increased 

YES 
RISKS: 
Could be misinterpreted 
as never make any 
demands 

Create predictable routines 
Provide consistency in adult’s expectations, 
demands and responses 

Don’t take it personally 
 
Children with PDA are driven by 
anxiety. They can say and do things 
that are hurtful. Understand that the 
“root cause” of this behaviour is their 
high anxiety 

YES 
RISKS: 
Some PDA literature 
talks about children 
being manipulative but 
we should be wary of 
suggesting that children 
with poor “theory of 
mind” are being 
manipulative  

Understand and take account of theory of mind 
 
Be aware that the child might not understand or 
take account of the beliefs, feelings, intentions or 
experiences of others because of their theory of 
mind difficulty. 
 

Use indirect demands 
 
Challenges are great for getting things 
done. E.g. “Race you to the bathroom – 
bet I can wash my face before you!” 

SOMETIMES YES 
SOMETIMES NO 

RISKS: 
For some, indirect 
demands are very 
confusing. 
Children can feel 
“tricked” into complying 
thereby reducing their 
trust in anything people 
to whether direct or 
indirect and increasing 
anxiety in the long term. 
 
For some the anxiety 
over “losing” a challenge 
is problematic 

Consider the individual’s needs 
 
Visual supports are an excellent way to provide 
indirect demand instead of indirect language. 
Agree a plan to teach compliance in daily routines 
with direct demands OR visual supports. 
 
Foster independence in routines with reducing 
prompts from adults. 
Consider a “backwards timetable” to start with to 
teach the child that the timetable reflects their 
current activity. E.g. put what he is currently doing 
on the timetable e.g. hiding under the table  
 
Gradually once this is understood, introduce a few 
motivating activities sandwiched between chosen 
favourite activities. 

“surprising” children NO 
THIS IS NOT 

RECOMMENDED 
RISKS: This is proven to 
increase anxiety and 
reduce trust between 
adults and children 

Do not surprise children as a strategy 
Instead – provide clear and predictable 
expectations, so that children learn to trust that 
people do what they say 
 
If the anticipation in a visual timetable is anxiety 
provoking even after good teaching, a very small 
number of children might need a “and now it’s 
time for…” strategy. Only use this alongside 
individualised plans to reduce anxiety through 
consideration of the physical and social 
environment, expected routines and personal 
motivation. 

Offer some limited choices to give 
the child SOME control 
e.g. do you want to have a bath or a 
shower” communicates a need to wash 

YES In addition limiting the number items to choose 
from , reduce your language to support 
understanding 


