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22 May - 84 tweets

You know it is dodgy viewing PDA to be an ASD, when
even its supposedly "leading" experts acknowledge
interest in PDA has outstripped its research...

Although, | am wondering how reputable they are as
information sources. Sigh.

"In the UK, interest in PDA has increased rapidly over the last ten years, substantially
outpacing research on the topic."

Considering: researchers & clinicians ethically should not predispose one outlook
over another; conflicting views on PDA & divergent research results on PDA, which
undermine PDA is an ASD. "Dodgy" viewing PDA as an ASD is bit of an

understatement.

Which then begs the question, why are "leading" PDA experts viewing PDA to be an
ASD?

Perhaps this indicates why:

"Research-based evidence such as this is critical in supporting the clinical
understandings about PDA that have developed" (Christie et al, 2011, p186).

Bare in mind the book argues PDA is as an ASD, the research agenda that quote is
commenting on views PDA as an ASD. The conference research agenda views PDA as
an ASD.


https://threadreaderapp.com/
https://threadreaderapp.com/user/Richard_Autism
https://twitter.com/Richard_Autism/status/1395996293613375492
https://threadreaderapp.com/user/Richard_Autism
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boys and girls equally. People with PDA need
different amounts of support depending on how
their condition affects them. The main difficulty for
people with PDA is their avoidance of the everyday
demands made by other people, due to their high
anxiety levels when they feel that they are not in
control. However, because they tend to have much
better social communication and interaction skills
than other people on the spectrum, they can use
those skills to disguise their resistance through
common avoidance behaviour.

As a result, people with PDA usually experience
increased difficulty throughout their lives. They often
imitate inappropriate behaviour or come across

as overbearing, and may exhibit an obsessive
desire to dominate secially. This behaviour can be
extremely disruptive within classroom settings and
may make for a chaotic and distressing home life.

This conference will give you a greater
nndaretandina Af DNA and an annarhinibe o

The subsequent outlook the researchers took viewed PDA as an ASD.
repository.tavistockandportman.ac.uk/2165/

While attempting to make PDA a "meaningful subgroup of autism".
https://acamh.onlinelibrary.wiley.com/doi/abs/10.1111/jcpp.12149

2014a). s o
of our expertise in ASD. It remains possible that behaviours that resemble descriptions £33
of extreme/pathological’ demand avoidance could be found in other populations, such
as children with other neurodevelopmental phenotypes (Reilly et al,, 2014; Gillberg, pord
2014) or attachment problems (Moran, 2010). Further studies that systematically e
pattern for ASD. 5
- in to explore .
One challenge s that research conducted outside of cinical settings typically relies on
volunteer samples of parents, who are often highly motivated and committed to
furthering understanding of their child’s difficultes. This research is helpful in
demonstrating that features of extreme/pathological’ demand avoidance can occur in
children who, to the best of our knowledge, have not experienced unusually difficut or
H <o
encounter children who have been exposed to a wider spectrum of environmental risks.
in
disorders in parents and/or children may affect risk exposures (e.g. by impairing
attachment processes), it may be difficult to disentangle the true origins of behavioural
difficulties.

sospectds SEX, Speci St a0t 10, i

And here:
https://link.springer.com/content/pdf/10.1007/s00787-015-0740-2.pdf
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Seventcen DISCO items appeared to provide a good maich
(Table 1), although given that the wording of these items is
not identical, this could not be perfect,

The third stage used data from a sample of cases
assessed using the DISCO for possible autism spectrum
disorder (V = 153).

DISCO PDA items had low endorsement rates (‘marked
difficulties’ in less than 30 % of the total sample). Low
endorsement suggested that these items might prove some-
‘what specific indicators of PDA. An additional item. “Lack
of co-operation”. did not meet this low endorsement thresh-
old (it was endorsed as ‘marked’ for 33 % of the sample),
but was included due to its conceptual centrality—captur-
ing resistance 1o demands. As can be seen from Table 5.
this is the only item that corresponds directly to “Contin-
ues to resist ordinary demands'—an essential characteristic
based on Newson's descriptions.

edly very common in PDA on the basis of the EDA-Q data,
a change in the emphasis of this item could make it more
sensitive to detecting these putative features of PDA.

Seven of the 15 DISCO items that had been included in
adraft PDA Wi id not meet
inclusion criteria for our measure. Six out of these seven

items failed o show differential endorsement between the
on scores on our 11-item
measure) and the rest of the sample.
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‘The final section of the analys
of additional items that appeared to-
the rest of the sample (Online Resource 5). These indicators
included physical aggression, laughing at others’ distress,
lack of awareness of psychological barriers, difficull o
objectionable personal habits, needing constant supervisi
and demanding attention from carcgivers. Many of these
behaviours also featured in Newson's original descriptions

1t should be noted that the newly derived 11-item PDA
DISCO measure included only 8 out of 15 items from
Wing and Gould's draft PDA list, which was recently
used to examine the prevalence of PDA [11]. liems from
Wing and Gould's draft list that were omited include five
questions for which no parallel item existed in the EDA-
Q. These items centred on traits not thought to be distine-
tive to PDA versus the rest of the spectrum (‘Clumsy in
gross movements’, ‘Repetitive questioning’), or items that m
appeared 100 specific to reflect Newson's description at »

non-PDA group. These results could be due to clinicians

Screenshot and link for first quote.
https://linkinghub.elsevier.com/retrieve/pii/S1751722220301566

often experience severe challenges at hame and schoal, meaning
that families are desperate for help. If routine requests are pur-
sued, the child's anxiety may increase, leading to verbal or
physical aggression, or threats to harm oneself or others. For
many families, all activities revolve around accommodating the
child's requirements. Attempts to proactively manage situations
to reduce meltdowns or aggressive outbursts, and thus ensure
¢ thatthe child can remain safely in the home, place an enormous
burden on families.
In the UK, interest in PDA has increased rapidly over the last
Adults
who identify as having PDA, parents of children with PDA, and
young people, have been the driving force behind increasing
awareness. These groups have authored books and articles based
on their lived experience, which have much to offer. However,
the lack of research on PDA presents challenges for clinicians,
‘who have a limited evidence base to draw on. Here, we sum-
marise existing research and draw on clinical experience in an
attempt to address this gap.

L PDA as a subgroup vs. PDA as a dimension

In her seminal work, Newson argued that PDA be considered a
‘subgroup’ within the spectrum of pervasive developmental
£ disorders, also described as the autism spectrum. This was
,. influenced in part by the narrow diagnostic criteria for autism in
N the 1980s. It also drew on Newson's observations of differences
,  in the profiles of children with PDA compared to more *proto-
f typical’ autism; and her observation that recommended man-
agement for autism, such as routine and repelition, was
unhelpful in those with PDA. Instead, strategies that were not
- rule-hased, but instead used novelty o engage the child and
distract from demands, were more successful.!

To contrast the decision to view PDA as an ASD in 2011, if one considers the debates
surrounding PDA in the literature in its first 5 articles published before 2010.

Newson's first article in 1983 viewed PDA to not be autism. This was her consistent
view throughout her research, including in 2003.

https://adc.bmj.com/content/archdischild/88/7/595.full.pdf?with-ds=yes

THE CONTEXT OF PDA

As indicated in the above paper, PDA is seen as a specific pervasive developmental disorder,
ie one part of the ‘PDD family’ which also includes autism and therefore the Asperger
syndrome which is a special case of autism. It is useful o describe Asperger syndrome and
classic autism together as forming the autistic spectrum; but in our view it is not useful to use
“autistic spectrum disorders” a with ‘pe disorders”, as has
become more prevalent lately in the UK. “Pervasive developmental disorders” is the entirely
satisfactory term of DSM-IV, in which each word has a relevant meaning to describe the
‘nature of this ‘family’; it is acceptable to parent groups in the United States and Canada, and
itis easily understandable when explained to parents in the UK, where lately it has been
IR —— e
autistic spectrum disorder: to describe it as such would be like describing every person ina
Family by fhe name of one of ifs members. 1 is proposed as giving ‘specific’ status to those
children (and adults) who would earlier by default have been diagnosed as having ‘pervasive

disorder not oth specified’ (DSM-IV) but who are now seen to meet the
evidential criteria for PDA.

Itis helpful the pervasive disorders as clusters of symptoms
which have a tendency to occur together, ie to form syndromes. Classical autism and
Asperger syndrome form two closely related clusters; PDA is another. There are inevitably
family links between them: for instance, both show obsessive behaviour or preoccupations,
although of different kinds. Preliminary enquiry also suggests genetic links (eg autistic sibs
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This is an addition to other acts & comments of Newson, like never basing PDA on
the Triad of Impairment & excluding those who had autism features from her
database.

THE "FAMILY" OF DEVEL
[sometimes "autistic spectrum” is loasely used to describe the whele family)
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Figure 1 The “family” of pervasive developmentol disorders

"A few children whose clinical picture is less certain, often because of additional
autistic characteristics, but atypical of autism also, were excluded." (Newson et al,

2003, p596).

"Clearly, “hanging together as an entity” is not enough
if that entity is not significantly different from both autism and Asperger’s syndrome,
either separately or apart,” (Newson et al, 2003, p599).

Bear in mind that both Garralda, and Wing & Gould comment on Newson's research
saying PDA has no specific features & it remains to be seen if PDA is a distinct
Disorder.

Pathological demand avoidance syndrome: a necessary distinction wit...
A proposal is made to recognise pathological demand avoidance syndrome (PDA)

as a separate entity within the pervasive developmental disorders, instead of being
classed under “pervasive developmental...

https://adc.bmj.com/content/88/7/595.responses
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Pathological demand avoidance syndrome or psychiatric disorder?
M Elena Garralda, Professor of Child and Adolescent Psychiatry
Dear Editor

In the recent issue of the Archives, Newson et al[1] make the case for a distinctive "pathological demand avoidance syndrome".
This arose out of the work by the authors in a clinic for children with problems in communication

These children are described as having a tendency to avoid or resist ordinary demands, to have surface sociability but a lack of
sense of identity, pride and shame, labile mood, impulsivity led by need to control, language delay, obsessional behaviour and
some sort of - usually "soft" - neurological involvement. The syndrome is not a recognised psychiatric disorder in either ICD-10 or
DSM-IV classification systems.

psychiatric disorders as described in ICD-10 and DSM-IV (WHO, 1991; APA, 1994).[2,3] From the authors' descriptions, the
impression is that these children are likely to have had co-morbid developmental and psychiatric problems, varyingly including

oppositional defiant and/or hyperkinetic disorder or social anxiety disorder of childhood. In some cases the features described may
have been precursors of a schizotypal disorder.[4] The paper does not however make a case for the validity or specificity of the
syndrome in relation to these disorders.

The paper helpfully draws attention to the clinical variability amongst children with communication disorders. However, it would
seem regrettable if new syndromes were to be used in clinical practice without consideration of whether an established psychiatric
diagnosis would have been appropriate, as this will create confusion for parents and others involved. Better integration of
paediatric and child psychiatric services working with children with developmental communication disorders should help reduce
the likelihood of this happening.

References

(1) Newson E, Le Marechal K, David C. Pathological demand avoidance syndrome: a necessary distinction within the pervasive
developmental disorders. Arch Dis Child 2003; 88:595-600.

(2) APA. Diagnostic and statistical manual of mental disorders, 4th Edition. DSM-IV. Washington: APA, 1994.

(3)WHO. ICD-10 classification of mental and behavioural disorders. London: Churchill Livingstone, 1991.

Garralda specifically suggests possible presence of:
"likely to have had co-morbid developmental and psychiatric problems,...

"...varyingly including oppositional defiant and/or hyperkinetic disorder or social
anxiety disorder of childhood. In some cases the features described may have been
precursors of a schizotypal disorder.”

Pathological demand avoidance syndrome or psychiatric disorder?
M Elena Garralda, Professor of Child and Adolescent Psychiatry
Dear Editor

In the recent issue of the Archives, Newson et al[1] make the case for a distinctive "pathological demand avoidance syndrome".
This arose out of the work by the authors in a clinic for children with problems in communication.

These children are described as having a tendency to avoid or resist ordinary demands, to have surface sociability but a lack of
sense of identity, pride and shame, labile mood, impulsivity led by need to control, language delay, obsessional behaviour and
some sort of - usually "soft" - neurological involvement. The syndrome is not a recognised psychiatric disorder in either ICD-10 or
DSM-IV classification systems.

How well do the authors make the case for this new syndrome? Some of the features outlined (for example sense of identity, price
and shame) would be specially difficult to identify reliably. Others are suggestible of a number of different child and adolescent
psychiatric disorders as described in ICD-10 and DSM-IV (WHO, 1991; APA, 1994).[2,3] From the authors' descriptions, the

likely to have had co-morbid developmental and psychiatric problems, varyingly including

impression is that these children ar
loppositional defiant and/or hyperkinetic disorder or social anxiety disorder of childhood. In some cases the features described may

have been precursors of a schizotypal disorder.[4] The paper does not however make a case for the validity or specificity of the
syndrome in relation to these disorders.

The paper helpfully draws attention to the clinical variability amongst children with communication disorders. However, it would
seem regrettable if new syndromes were to be used in clinical practice without consideration of whether an established psychiatric
diagnosis would have been appropriate, as this will create confusion for parents and others involved. Better integration of
paediatric and child psychiatric services working with children with developmental communication disorders should help reduce
the likelihood of this happening.
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Garralda also challenges the clinical use of PDA.
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Pathological demand avoidance syndrome or psychiatric disorder?
M Elena Garralda, Professor of Child and Adolescent Psychiatry

Dear Editor

In the recent issue of the Archives, Newson et al[1] make the case for a distinctive "pathological demand avoidance syndrome".
This arose out of the work by the authors in a clinic for children with problems in communication.

These children are described as having a tendency to avoid or resist ordinary demands, to have surface sociability but a lack of
sense of identity, pride and shame, labile mood, impulsivity led by need to control, language delay, obsessional behaviour and
some sort of - usually "soft" - neurological involvement. The syndrome is not a recognised psychiatric disorder in either ICD-10 or
DSM-IV classification systems.

How well do the authors make the case for this new syndrome? Some of the features outlined (for example sense of identity, price
and shame) would be specially difficult to identify reliably. Others are suggestible of a number of different child and adolescent
psychiatric disorders as described in ICD-10 and DSM-IV (WHO, 1991; APA, 1994).[2,3] From the authors' descriptions, the
impression is that these children are likely to have had co-morbid developmental and psychiatric problems, varyingly including
oppositional defiant and/or hyperkinetic disorder or social anxiety disorder of childhood. In some cases the features described may
have been precursors of a schizotypal disorder.[4] The paper does not however make a case for the validity or specificity of the
syndrome in relation to these disorders.

The paper helpfully draws attention to the clinical variability amongst children with communication disorders. However, it would
seem regrettable if new syndromes were to be used in clinical practice without consideration of whether an established psychiatric
diagnosis would have been appropriate, as this will create confusion for parents and others involved. Better integration of]|

paediatric and child psychiatric services working with children with developmental communication disorders should help reduce
the likelihood of this happening]
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Note this paragraph from Jones (2005) case study, it describes the differences of PDA
to Autism & Asperger's, that PDA is a Pervasive Developmental Disorder.

mainstream secondary school with a Learning Support Base. She became involved with
Hannah when she was referred to the exclusion centre for individual tuition. To gain
wider knowledge of ASD she has been a student on the webautism course at the
University of Birmingham. As part of her coursework she had to write an assignment on
the work she had done with an individual pupil. In this paper, she describes a colour
coding system which was developed to enable Hannah to organise her equipment for
her lessons each day.

This paper describes the work carried out with a 15-year-old pupil, Hannah (fictitious
name), who attended a mainstream secondary school. She was diagnosed with PDA in
September 1999 at the age of 11. She had a history of being violently avoidant and

antisocial in playgroup, and when placed in a mainstream first school she was seen as

I would point out, that if compares Newson's Pervasive Developmental Disorders
Diagnostic grouping to accepted understandings of the diagnostic grouping, they are
NOT the same.


https://pbs.twimg.com/media/E1-cBsiWQAA0_1a.png
https://pbs.twimg.com/media/E1-clfsXEAAJQ-d.png

TIME TO PROFILE YOU.
Autism (left) + PDA Traits (right), my view.

™

{ Criterin A~ Surface Sociability
~ brabi):
A—Duficiis in social cosemyenication Al = Atypacal i@séraction aid conliaed warld
and |mieraction : wiew. (fles with extreme behaviours, like
Al—Deficity 1= wocial -eotional widéned whet asgey of pank: stlacks
PeCIprOEiY
AT Dbt e naverhal fc.imi.n—.\.whm restricted
e mmmmmm Inlerests
" i ~ ;i
5 il 2 A B i play and
(’l—-ﬂu_ el vl repetitive prescndeg,
behavionr, imterests ar aciivifies B = Comfiinues i0 resdisd and avoid
(BRI ardinary drmands of fifs
Bl —Starentypad repetitive B - Lahilicy of mood, impulsrve. bed by
el iclin need ta control.
B2 Insistence on samensss and Bl - Chsessive beliraour,
routines 05 - Stmtegies of wvoidance me
Bi—Reitictad, fixated mterets wearstially wneislly manipulative Vi
B4—Hypes- or bypo-ceactivify #o -
nemafy sl Criterds U = Newrodescbopmsesial
~  (optional brais):
CBarky onset; T « Language delay, seems rewall of
€l = Early paasivity,
[ €2 = Mewrologacal nvalvimnesd.
J 3 - Panseve carly history an Gt yent.

. 4 - Sensory Differeuces

Aut|mede: P4 s not an ASD, 5

e cr e

https://www.youtube.com/embed/GSIdMzDMC-w

Editorial of Christie (2007) states there is debate if PDA is an form of attachment
disorder or personality disorder. Editor also mentions debate if PDA is a separate
syndrome or not.
https://www.ingentaconnect.com/contentone/bild/gap/2007/00000008/0000000
1/artoooo2

A P at Suthy
Phil Christie, UK and the

contribu
Editorial comment

Phil Christie is currently the Director of Children's Services within the
Nottinghamshire Regional Society for Children and Adults with Autism
{NoRSACA) and has been Principal of a specialist school for children with
autism for over 25 years. This paper, The distinctive clinical and educational
needs of children with Pathological Demand Avoidance syndrome:
guidelines for good practice, was first presented at the World Autism
Congress held in Cape Town, South Africa in 2006. It describes a syndrome
that was identified over a long period of time by Professor Elizabeth
Newson, often during work dene jointly with this author, Phil Christie. In
the many diagnostic assessments conducted at the Child Development
Research Unit based at the University of Nottingham, she found there were
children referred with a possible diagnosis of autism who did not seem
typical in that they shared some of the features but displayed other very
different behaviours and characteristics. There were also more girls affected

as attachment disorder or personality
disorder or a female form of autism. Readers of this paper can send their
thoughts and personal experiences to the author or the Editors of GAP to
add to the debate

The term Pathological Demand Avoidance syndrome clinic, most of the children referre
was first used during the 1980s by Professor Elizabeth anomalous in their development
Newson in a series of lectures, presentations and reminded the referring profession
papers that described an evolving understanding of a autism or Asperger's svndroms

Christie does discuss some of the controversies around PDA, including Wing &
Gould's comments that PDA is not a separate syndrome & its features can be seen in
the autistic population.
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Neurological involvement

Crawling is late or absent in more than half these
children and other milestones can be delayed.
Clumsiness and physical awkwardness is often seen,
but Newsaon feels there is insufficient hard evidence as
vet.

Diagnosis and classification
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The area of classification, categorisation and
diagnosis is extremely complex and variable, with a

o

logical Demand Avoidance syndrome

Christie also mentions "'recognition of this subgroup with special problems is

"

innovative and clinically valuable'.

Garralda (2003) made similar comment:
"The paper helpfully draws attention to the clinical variability amongst children with
communication disorders."

Crucially, Christie acknowledges PDA does not conform to autism understandings"
"behavioural profile so cogently described and just

how different it is from conventional understandings

of ASD." p5.

Although Christie, is incorrect on Newson's accounts being cogent. Like, how do
deficits in social identity/ pride/ shame cause panic attacks? Also many of the
features in "Surface Sociability" trait are RRBIs, like panic attacks.

Worth mentioning in Christie et al (2011) it does mention some features of PDA make
it problematic fitting into autism, like manipulative social demand avoidance
behaviours. p12.

Suppose we go into 2011 a bit. Gould, with Ashton-Smith definitively views PDA to be
an autism subgroup, & questions if it is a female form of autism.


https://pbs.twimg.com/media/E1-eEdxWEAAQEWg.png

Adults and adolescents seen at The Lorna Wing Centre
are usually referred through mental health services.
Some of the co-morbid diagnoses are obsessive
compulsive disorder, eating disorders, personality
disorders, selective mutism, anxiety and depression.
Taking an appropriate developmental history often
reveals that they are on the autism spectrum with either
an accompanying additional diagnosis or, in some
cases, misdiagnosis. Kopp et al (2010) have developed
a revised version of the autism screening tool, the
Autism Spectrum Screening Questionnaire (ASSQ)
which is aimed at identifying girls with previously
undiagnosed autism. The revised ASSQ coensists of
certain items which aim to separate girls from boys on
the autism spectrum, examples are, ‘intaracts mostly
with younger children', ‘has a different voice or speech’
and ‘avoids demands’. What appears to us as most
significant is the high level of demand aveoidance in the
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Girls are more likely to refuse demands passively than
boys, who do so actively and are seen as defiant, rather
than avoidant. The core features of Asperger syndrome
in the current international classification systems should
be revised to take into account the female presentation
of the disorder.
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"Dr Gould pointed out that features of PDA can be found in children and young
people across the autism spectrum, but where they cluster they represent the PDA
profile" p187.

Matching assertions in Gould & Ashton-Smith (2011), & partly comments made with
Wing

Wing also comments on PDA in on page 30 in her 2002 book, that features of PDA
can be seen throughout entire autistic population & so remains to be seen if PDA is a
Disorder (syndrome).

Wing previously briefly describes Newson's 1983 work, in a paragraph of others
attempting to create a syndrome and goes onto to comment ALL clinical accounts
described in previous paragraph are not specific to those "syndromes". Frith 1991, pp

106-107).

o
g

a ounofchaos

Also worth mentioning in 2011, Wing, Gould & Gillberg question if PDA may not be
caused by autism (p769).



https://pbs.twimg.com/media/E1-g3K8XMAMiF5g.png
https://pbs.twimg.com/media/E1-ju_wWQAAeFMw.png
https://pbs.twimg.com/media/E1-j2nBX0AU-dcO.png
https://www.sciencedirect.com/science/article/abs/pii/S0891422210002647?via%3Dihub

Autism spectrum disorders in the DSM-V: Better or worse than the DS...
The DSM-V-committee has recently published proposed diagnostic criteria for
autism spectrum disorders. We examine these criteria in some detail. We be...

https://www.sciencedirect.com/science/article/abs/pii/S0891422210002647?via%3Dihub

L Wing el Research in Developmental Diabilts 32 (201 1) 765-773 )

. Impairment of social communication
“This refers to the decreased ability to “converse” non-verbally ingi d

interests o to negotiate in a pmnwe friendly way. The earliest manifestation of social communication in typically
developing children is j in the last part - People in the autism
i 155 cften have problemns understanding what is Said £ thean, tending o interpre things TRerally.
i, Impairment of social imagination
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other
‘most important and disabling of all the consequences of having an autism spmmm Condiion of any Kind. We believe
that it should not have been ignored by the designers of the DSM-IV or the DSM-V (and ICD-10). The DSM instead
introduced repetitive behaviour patterns, not the impaired sodial imagination, as the last leg of the triad.

Although the various aspects of the Wing and Gould Triad can be described separately, they are closely related. We now

consider that the fundamental problems underlying all autistic conditions and the Triad of Impairments, is absence or

impaimment of the sodial instinct present from birth in the great majority of cases. However, Happé and Ronald (2009)
i Triad is ‘fractionable’ i i

like be. ‘the triad.
i a Results from
suggest that a combination of specific 'uve Skllls underlies the social i Inslm (E&kzrcl al 2010; Yoshida et al, ZD]OL
ialinteracti in the autism
Sal insti i o the ities of social behavi inansocal pycopahy. £
,,.,....ed out by one of us (Gi 2 i a i s/

feve hisfher v
s Hefshe has empathy but no sympanry A person with an autism spectrum condition lacks empathy but may have

for. e, Afri understand the signs
of emotional upset in their parents or s:bhv@ ‘which may be in response to the behaviour of the person with an autism
spectrum condition

3. Responses to sensory input

- reduced
7 IR sy -
H Billstedt, Gillberg, and Gillberg (2007 ) in their
input was the most consistently impairing symptom present from early childhood, and more than 95% still had such

problems arand age 30 years of age. This was sl.gm, more than the proportion (exactly 95%). who still had social
0 in childhood. Leekam, Nieto, Libby, Wing.
and Gould (20071 e foun st S of the Saren it autism spectrum cisorders tht they studied hid sensory

with develq)mzmzl dthy llhhlgren & Gillbers, 1985; Gillbers et al, 1990).
‘The draft of the DSM-V does not indude problems of responses to sensory inputs as an essential feature of autism. It

be

i o
included as an essential feature.

for anticm sne ition is that the more essential

Final point before concluding. Newson's sample contained non-autistic persons in, as
not all of them would have received an accepted autism diagnosis, this is reflected in
comments in Newson et al (2003) & Christie (2007).

More recently it is accepted that some of Newson's cohort would not meet criteria for
a DSM-5 autism diagnosis.

"most of the children referred were complex and
anomalous in their developmental profile and many
reminded the referring professionals of children with
autism or Asperger's syndrome." (Christie, 2007, p7).

"We, like others, were diagnosing these children as having atypical autism (stating in
what way it was atypical);" (Newson et al, 2003, p595).

That not all of referrals for PDA diagnosis would have received a diagnosis of
Asperger's/ Autistic Disorder is also mentioned on page 11 of Christie et al (2011).

Must also be said Christie in 2007, then with others in 2011 argues PDA should be
viewed as an ASD & a prolongued debate on what PDA is a distraction from
diagnosing PDA to help persons.

The reasons why I am covering debates over what PDA is in 2011 and earlier to set
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how "odd" it is that anyone would pursue a research agenda that views PDA as an
ASD from that contested position.

First point, is neither Christie, or Gould in 2011 can say definitively PDA is autism.
Newson's research, 2 case studies & their clinical opinion is NOT sufficient to view
PDA as a form of autism.

Newson's research only really shows that PDA is different to autism, but she seems to
take steps to ensure that would happen, like not basing PDA on triad of impairment &
excluding those with autism features.

Not to mention that Newson's cohort has non-autistic persons in it & she argued they
ALL required PDA educational strategies, praise/ reward/ punishments do not work
with PDA.

Moreover, later literature acknowledges there is no consensus over what PDA looks
like, or how to assess for it. So no-one can be sure definitively what the features are
required for a PDA diagnosis.

Yet, Newson does detail her clinical threshold.
https://adc.bmj.com/content/archdischild/88/7/595.full.pdf?with-ds=yes

s kely:
thechildor
adult s diffculy in codis i
e non-verba sand
Figure 1 in the paper
disorders S .
a5 Table 1 in the form of st of PDA
the varied ways o 9%
e from Asperger or "
ADHD childen; for instance, th objection hat “We all know an Asperger child who docs i
e

Despite Newson detailing her diagnostic threshold, no-one seems to have attempted

to replicate it. Considering the acknowledged difficulties in comparing PDA diagnoses
due to lack of agreed diagnostic criteria & validated tools...

... It is likely from the perspective of those making critique PDA might be a form of
Personality Disorder/ Attachment etc, that their views are equally valid as Christie's/
Gould's etc.

Likewise, with Garrald's comments about PDA might contain features of ADHD
seems to be valid, see Green et al (2018) & Egan et al (2020).

We also know that the EDA-Q, which Christie was involved with designing, detects

PDA in non-autistic persons, including those with attachment issues/ aversive
childhoods.

We also found that demand avoidant behaviour as measured by e
the EDA-Q was apparent in all three groups.
We carried out qualitative analysis of the developmental per——
histories taken
This showed us that there appears to be a group of children who
display what we refer to as ‘Rational Demand Avoidance”.
* These are the children who start to display avoidant and
challenging behaviour in response to stressor (often
school). This usually becomes more apparent around the age of
5 -7, but can appear at the transition to High School
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5 warranta separate diagnostic category feel it its within
5 the autiom spectrum whereas others question whether
itis better placed as an attachment disorder.

I Children with autiem and features of PDA have surface
I similarities with those with attachment dificulties. There
3 s alack of research to date linking attachment difficul-
y.  tesldisorder with PDA; however, we nofice that these
> chidren often appear to find it hard to make trusting
i

o disentangle this important area. Indeed, O'Nions et al
(2016) reinforce this in their conclusion suggesting:

It may also be of interast to examine attachment
patterns and the processes by which these may
‘come about in children with PDA."

"
3 The controversy around PDA/EDA relates in part to
1 whether or not it falls on the autistio spectrum. Wing
v mmﬂmmnmhmﬂn

of autism. Further work by O'Nions et
0 u(znqhmmmmnmwmnh
3 consistent with Newson's descriptions characterioed

behaviour, socially shocking behaviour, dificuities

there are also associations between PDA, ADHD, and

. attachments (Kumta et a, 2015),

5 With further work, it maybe that the CGI can help to

butas yet this s not possible. With the increasing inter-
estin PDA over recent years, it is possible that further

Links to two of the other screenshots. Kaushik et al (2015) is not available anymore
publicly from my knowledge, so I tend to reference in Flackhill et al (2017).
https://www.ingentaconnect.com/contentone/bild/gap/2017/00000018 /00000001

/arto0009
&

National
Autistic
Society

Pathological demand avoidance (PDA) 2018 presentations
pda conference 2018

https://www.autism.org.uk/what-we-do/professional-development/past-conferences/pd...

"High SDQ conduct and hyperactivity scores plus a clinical diagnosis of anxiety were
highly predictive of scores above the pathological demand avoidance threshold on the
EDA-Q" (Green et al, 2018, p461-462).
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Pathological Demand Avoidance: symptoms but not a syndrome
Pathological (or extreme) demand avoidance is a term sometimes applied to
complex behaviours in children within—or beyond—autism spectrum disorder. The
use of pathological demand avoidance as a diagn...

https://www.thelancet.com/journals/lanchi/article/P11S2352-4642(18)30044-0/fulltext

"This research indicates that, for community adult populations, self-reported
individual differences in ADHD, emotional instability, and antagonism appear to
better predict PDA than ASD."

Disahilities

Individual differences, ADHD, adult pathological demand avoidance, a...
Pathological Demand Avoidance (PDA) is a developmental disorder involving
challenging behaviour clinically linked to Autism Spectrum Disorder (ASD). M...

https://www.sciencedirect.com/science/article/abs/pii/S0891422220301633?via%3Dihub

The EDA-Q is used as part of the assessment process for many CYP with PDA. For
instance, it is part of the assessment pathway of Summerhill & Collett (2018, p29).

https://www.ingentaconnect.com/contentone/bild/gap/2018/00000019/00000002
/arto0004
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graduated response approach by information gather-
ing and hypothesis testing through the usze of:

# Mestings in school and information gathering
(documented outcomes from agreed actions
in school to meet need) through already
established Special Educational Needs
processes and procedures (as set out by
the Department for Education and
Department of Health, 2015)

ir # Behavioural observationfintervention
g o ABC analysis (Jones st al, 1979)
> Functional analysis (lwata et al, 1982)

Implementation of PDA strategies as

recommended by the SISS Autism Team, as

part the assessment over time. These strategies

were informed by the literature provided by:

© The Autism Education Trust
(www_autismeducationtrust.org.uk)

si- - The PDA Society (www.pdazociety.org.uk)
3d o Carlils (2011), Christie st al {2012a),
Christie et al (2012), Sherwin (2015),
Jones (2005), Harvey (2012)

: ) r
nt
d

W » Draft signs and indicators form developed by
by the SAS for the SISS Autism Team to contribute
as information from their ‘assessment over time'

® Covering summary referral form; which
also seeks the views of the child at the
point of referral

n The aim of having all of these steps in place was
0 to ensure that needs were fully understood and
or addressed. In addition, if the child did have a PDA

0 profile, this would prevent the need to expose the
if child to additional assessments at the SAS, which
st from experience had proven extremely difficult for the

. Ahildran thair marante and meefaceinnals Onea all tha

The point it is, it is hard to dismiss the critique of Garralda when it is being supported
by research evidence. The tool which detects those features (while designed to detect
PDA in autism), is widely being used in clinical practice.

Which highlights the absurdity of blindly assuming PDA is an ASD, as has been done
by some since 2011.

There is NO significant justification for adopting that position 10 years ago.

To sum up PDA debate 10 years ago:

- PDA definitively is an ASD.

- PDA is not ASD (Newson's view).

- PDA is not Disorder (Syndrome).

- PDA does not conform to accepted autism understandings.
- PDA is not clinically useful.

- PDA is clinically useful.

- PDA may be a form of Attachment Disorder.

- PDA may be a form of Personality Disorder.

- PDA may NOT be caused by autism.

- PDA might contain features of non-autism constructs, like ADHD/ ODD/ certain
anxiety disorders.

- CYP with PDA may have precursors for Sychozotypal Personality.
- Newson's cohort included non-autistic persons. All her research really does is show
PDA is different to Asperger's & Autistic Disorder.

Despite this, some people have blindly assumed PDA is an ASD & pursued an


https://pbs.twimg.com/media/E1-talxWEAIxDYA.png

evidence base to support that outlook. To the point now that interest in UK for PDA
does NOT reflect its evidence base...

That is a damning for those involved in pursuing this agenda and outlook.

It is damning as they should not be favouring the outlook PDA is an ASD to the extent
they have done, they should be taking a balanced approach to PDA, that does not
predispose PDA to be an ASD.

I am in process of drafting a tool to screen PDA literature for balance & figured I
should check rest of extant literature in 2011, only other article is Carlile 2011. See
Editorial.
https://www.ingentaconnect.com/contentone/bild/gap/2011/00000012/00000002
/artooo07
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play: eight strategies for P
supporting a child with et
Pathological Demand i

Avoidance Syndrome at home | .

Josephine Carlile, Hertfordshire, UK first

Editorial comment . cont
b B .

and so should be recognised as a part of the autism spectrum. A book
has recently been published on understanding PDA in children which durit
provides details of their characteristics and discusses some of the main papt
debates and strategies which are likely to be effective (Christie et al, | 2"9'
2011). What is true, is that children given this label are often very hard for whic
parents and staff to work with, as they strongly resist the demands of finis!
others to engage in activities at home or at school. This paper describes toth
the work done at home with a 7 year old boy thought to have PDA and ?:fs
suggests that these children need a rather different approach to that e
typically suggested for a child with autism. plea

Introduction autism spectrum, in PDA, the
There is limited available research and literature on social skills can be deftly applie
Pathological Demand Avoidance syndrome (PDA). It was others as a way of controlling
first identified by Elizabeth Newson at the University of resisting demands. However, th
Nottingham (Newsen, 2003) and was described as a skills appears to be at a func

For the record, from my knowledge only other article was Carlile (2011) case study.

"Discussion and debate continue as to whether this is a different condition from
autism, Whether it is perhaps the female presentation of autism (as more girls have
been identified with the PDA profile than boys)...

... or whether it shares some of the key features of autism and so should be recognised
as a part of the autism spectrum." p51

Also page 51 "There is limited available research and literature on Pathological
Demand Avoidance syndrome (PDA)."

This establishes is that it premature (putting it mildly) to view PDA as an ASD in
2011. Note the part about debates if PDA is autism or not.

I am adding this to it, as it as I am basing the items of key points that were extant in
the PDA literature in 2011. Which seems a reasonable place to base items on,
considering it is from this point it appears an agenda to view PDA as an ASD starts.

Other draft items include PDA being distinct from autism.
PDA has limited or no ToM deficits.
PDA was originally a Pervasive Developmental Coding Disorder.
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http://autismeastmidlands.org.uk/wp-content/uploads/2016/10/Pathological-

Demand-Avoidance-a-statistical-update.pdf

Table 1
Schema for the
PERVASIVE DEVELOPMENTAL CODING DISORDERS
Autism Pathological Demand Avoidance (PDA)
failure to code all first communicative failure to code social identit i
n ity and hence social
modes: speech, gesture, facial obligation???
expression, other body language - and
the timing of these
intellectual
S intellect H
potential
Dysphasia Dyslexia
failure to code spoken messages failure to code written messages
Note: interconnections imply the possibility of overlap
of two or more disorders in particular children, as well as
the possibility of a focus somewhere between two Blizabeth Newaon
disorders. Speckles indicate possibility of greater or Nottingham University
lesser severity. March 1986

That PDA might be a form of female autism, that is mentioned above, and I also think
it is in the editorial of Christie (2007).

MTINIAQIIV MyYyUIvaliIve
syndrome:
guidelines for good practice

Phil Christie, UK

Ao L T me e

Editorial comment

Phil Christie is currently the Director of Children’s Services within the
Nottinghamshire Regional Society for Children and Adults with Autism
(NoRSACA) and has been Principal of a specialist school for children with
autism for over 25 years. This paper, The distinctive clinical and educational
needs of children with Pathological Demand Avoidance syndrome:
guidelines for good practice, was first presented at the World Autism
Congress held in Cape Town, South Africa in 2006. It describes a syndrome
that was identified over a long period of time by Professor Elizabeth
Newson, often during work done jeintly with this author, Phil Christie. In
the many nostic assessments conducted at the Child Development
Research Unit based at the University of Nottingham, she found there were
children referred with a possible diagnosis of autism who did not seem
typical in that they shared some of the features but displayed other very
different behaviours and characteristics. There were also more girls affected
than boys. After several years of careful note-taking and interviews with
parents, Professor Newson felt that there was sufficient evidence to create
a new syndrome or diagnostic description within the category of Pervasive
Developmental Disorders. She named this Pathological Demand Avoidance
syndrome and first breught it to public attention in 1980s.

. Readers of this paper can send their
‘thoughts and personal experiences to the auther or the Editors of GAP to
add to the debate.

The term Pathological Demand Avoidance syndrome clinic, most of the children
was first used during the 1980s by Professor Elizabeth anomalous in their develc
Newson in a series of lectures, presentations and reminded the referring pr

The ToM issues point matters, especially as the social demand avoidance is meant to
be sophisticated, which contradicts later interpretations by some "leading" PDA
experts. Newson & Christie et al (2011) also make similar comments to Carlile (2011).
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school. This paper describes to thank Jack —a delightiul
oy thought to have PDA and and determined boy who

i faces challenges every day
»r different approach to that and whom | always get such

pleasure being around.

autism spectrum, i PDANiEoN Gf mind (ToM) and

re on
It was
sity of
fasa
dtism.
sed as
secific By using a detailed case example, this paper aims to
1 been outline a number of strategies that were effective in
1y not supporting a child with PDA through the framework of
2ature play dates. Eight strategies are described that have been
sryday used effectively in supporting this child to learn some of
cethe the skills involved in playing with others and in building
ars to positive relationships. It also aims to expand the limited
iy, by available literature informing and supporting families on
i their practical strategies that can be implemented in the
in the home.

\ with the chilq, thus giving the child a gense of contral.
The other final draft item is that persons can transition into PDA, this point is
mentioned consistently by Newson, from 1989 to 2003. Wing makes same
observation in 2002 & 2011, latter one with Gould & Gillberg.

The above point matters as it directly contradicts Christie's frequent conference
presentation point that PDA has to be Developmental in nature.

"However, sometimes this child will more clearly belong to a typical cluster as time
goes on and particular symptoms take on greater prominence" (Newson et al, 2003,
p598).

Screen shot p771, link previously in thread.

Link Newson 1999
https://www.autismeastmidlands.org.uk/wp-content/uploads/2016/10/The-family-

of-pervasive-development-disorders.pdf
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) 2
or auditory stimuli

5. Problems of diagnosing autism spectrum conditions in girls and women
‘With increasing experience of autism over the years it has become evident to those in the field that many girls and
jomen with autism spectrum conditions have a clinical picture that differs in some ways from those in boys and men

(Kopp & Gillberg, 1982: Kopp, Kelly, & Gillbers, 2010), making diagnosis more difficult in certain cases. This should be
discussed in the DSM-V.

5

6. Removal of subgroups

“This is an important and controversial aspect of the draft DSM-V (Ghaziuddin, 2010).

‘The sensible solution would be to retain in the DSM-V a list o sub-group namess that have been used, any of which will
ol ipient withir i No specific diagnos ic criteria need be attached. i be helpful
to have a brief description attached to Asperger's disorder, and childhood disintegrative disorder. For example:

picture and not on the past, because it is the current picture that determines the individual’s needs.
s e cun &

impairments from birth but in a rather subtle form and their parents are unaware of their significance. The relevant
behaviour then becomes more marked after 2 years of age and, if a detailed history is not taken by an experienced

” a . .
introductions to both DSM-IV and DSM-IV-TR point out that, to quote, “the diagnostic categories, ariteria and textual

I am also including an item on PDA meant to have different strategies compared to
traditional autism ones, as this point is frequently made in the literature, even though
I think point is highly debatable. It seems fair to include it.
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I will post the draft tool on my blog later, I need to quite a bit of work drafting the
tool first.

This thread details where the items are from and the rationale with the tool, which
also is justified in the blog post:

| Attention Deficit
PDA Hyperactivity

| M
Disorder

Developmental
Trauma.

A DRAFT OF THE PATHOLOGICAL DEMAND AVOIDANCE - BELIEFS S...
A DRAFT OF THE PATHOLOGICAL DEMAND AVOIDANCE — BELIEFS SCALE
(PDA-BS). Introduction. This blog post is an expanded debate entry | have started
on Researchgate about a tool to assess a person’s beli...

https://rationaldemandavoidance.com/2021/04/30/a-draft-of-the-pathological-demand-..

List of PDA articles, I checked was from here.

Al—Deficits in social-emotional k violence when angry or panic attacks. J
reciprocity
A2—Deficits in nonverbal Criteria B — Anxiety based restricted
coEmmmication and repetitive behaviours and interests
\_A3—Deficits in relationships y, (RRBIs):

Bl - Comfortable in role play and
B—Restricted, repetitive \ pretending.
behaviour, interests or activities B2 - Continues to resist and avoid
(RRBIs): ordinary demands of life.
Bl—Stereotyped/repetitive B3 - Lability of mood. impulsive, led by
behaviours need to control
B2—Insistence on sameness and B4 - Obsessive behaviour.
routines BS - Strategies of avoidance are
B3—Restricted, fixated mnterests yssemially socially manipulative. /

(optional traits):
r C—Early onset: | 1 C1 - Language delay, seems result o

B4—Hyper- or hypo-reactivity to
Qemm}. input O Criteria C — Neurodevelopmental
f

28th OF APRIL 2021 UPDATE TO THE LIST OF DEMAND AVOIDANCE P...
28th OF APRIL 2021 UPDATE TO THE LIST OF DEMAND AVOIDANCE
PHENOMEMA ARTICLES & CHAPTERS. Introduction. This is a quick update to
the list articles and book chapters currently extant on Demand A...

https://rationaldemandavoidance.com/2021/04/28/28th-of-april-2021-update-to-the-list-..

There was another link I wished to add to this thread, but I have currently forgetten
it. I will add if/ when I recall it.

I was going to say, that I checked other sources outside those articles, such as three
books which have in been drawn upon in this thread.

Reasons why I doubt PDA has separate strategies for autism can be found here:

https://www.researchgate.net/publication/337146735_Demand_avoidance pheno

mena_circularity_integrity_and_validity_-

a_commentary_on_the 2018 National Autistic_Society PDA_Conference

Saying this I could also cite Happe (2011), as she was involved in setting up that PDA
is an ASD research agenda & co-authored various articles.
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It is relevant, if you are trying to make PDA an ASD subtype/ subgroup/ profile, it is

reasonable to discuss reasons why subtypes were removed from the DSM-5. Happe

discusses this in the original research agenda conference slides. Slides 16 + 17.
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individuals or those with complex patterns of com-
pensation, despite clinical-level difficulties

In conclusion, by folding Asperger disorder and

B0
N

PDD-NOS into ASD, we in the DSM-5 workgroup
hope to produce a clearer and simpler diagnostic
system and improved recognition and diagnosis
for those with autism spectrum disorders across all
ages and ability levels. Asperger disorder in
DSM-IV did a great service in raising awareness
that some people on the autism spectrum have
high IQ and good language. IFiS time o reinte!

disorder with the rest of the
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st, we have proposed the term autism spec-
trum disorder because it reflects current wide-
spread consensus that autism is best considered
 cxisting on a spectum with variable manifes-
tations across life s nder, and intellectual
level and /or langiuage ability. There s vast her
erogeneity within this spectrum, with many at-
tempts to carve up the spectrum into valid sub-
groups. A key question our workgroup has
examined is whether there are meaningful differ-
ences between Asperger disorder and high-func-
tioning autism. There has been no shortage of
studies on this topic and some helpful recent
reviews.* Overall, it does not appear that those
individuals on the autism spectrum who meet
expected language milestones in the first 3 years
(ie., meet Asperger criteria) differ significantly
from those who are delayed in early language, if
one compares groups of equivalent current de-
velopmental level or 1Q. Some studics have
shown that the outcome of these two groups is
very similar_in_adolescence and_adulthood.
There is no
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autism spectrum, to clean up a currently hard-to-
implement and contradictory diagnostic schema,
and to do away with distinctions that are made
idiosyncratically and unreliably across different
clinicians.

First, we have proposed the term autism spec-
trum disorder because it reflects current wide-
spread consensus that autism is best considered
as existing on a spectrum with variable manifes-
tations across life span, gender, and intellectual
level and/or language ability. There is vast het-
crogeneity within this spectrum, with many at-
tempis to carve up the spectrum into valid sub-
groups. A key question our workgroup has
examined is whether there are meaningful differ-
ences between Asperger disorder and high-func-
tioning autism. There has been no shortage of
studies on this topic and some helpful recent
reviews * Overall, it does not appear that those
individuals on the autism who meet
expected

criteria) differ significantly
from those who are delayed in early language, if
one compares groups of equivalent current de-
velopmental level or IQ. Some studies have
shown that the outcome of these two groups is
very similar in adolescence and adulthood.
Thére is no evidence of differential treatment
response or etiology to date, and claims for a
distinct neurocognitive profile in Asperger disor-
der have received mixed results. Taken together,
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I have added an item to reflect that "Pathological" descriptor is controversial. Newson

indirectly acknowledges this in her 2003 article & states she dislikes the name in her
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reached 150 cases (75 male, 75 female); they remain highly
significantly different from sex ratios in autism.

An ysis was made, distinguishing features which all 21
children in this first cohort shared from those which were fre-
quent but not invariable.'* Some which were expected to be
merely background features turned out to be held in common
mare than we had realised: notably symbolic play (especially
doll play and role play), and at least “soft” neurological signs.
The central salient characteristic of all 21, which made them
strikingly difficult for their parents and teachers, was an
obsessional avoidance of the ordinary demands of life coupled
with a degree of sociability that allowed sorial manipulation
as a major skill. Despite our reluctance to use the word
“manipulative” in speaking of children, it was impossible not
to recognise this shared quality, espedally as it contrasted so
clearly with autistic children.

A name for this “different” pervasive developmental disor-
der seemed essential, for the usual reasons of easy referral and
agreed meaning, but espedially in order o be descriptive.
Pathological demand avoidance syndrome was chosen (ad-
mittedly under pressure from an impending paediatric
lecture), and now has wide recognition as a clinically useful

diagnosis, rather than blame parents or child for “unsocial-
ised” behaviour. This has already saved some families years of
bewilderment, through earlier recognition. With a name and a
criterial structure, we were able to rediagnose earlier children;
and parents would confess, after perhaps five years: “Autism
never made sense to us; this is the first time a diagnosis has
made sense”.

An equally important reason for needing the separate diag-
nostic term proved to be the different needs of the child with
PDA. Specialist schools for “autistic” children, which include
one or two with FDA, immediately discover the enormous dif-
ficulties posed by a child who is deeply threatened by
educational d is and organisational rules. The guideli
that are successful with autistic children need major
adaptations for PDA children if any progress is to be made;
these children hate routine and thrive best on novelty and
variety. If perceived as ASD children, the wrong advice will be
given: PDA children suffer a high exclusion rate if educated on
autistic guidelines, as do young adults. This must be a power-
ful reason for a differential diagnosis, especially once we are
able to articulate guidelines which are positively helpful for
children with PDA.

PARAMETERS OF COHORT

I am also trying to group the items in a way that is easy for people to use them, when
screening PDA literature. So items based on Newson's work are placed together.
Likewise, issues with PDA being an ASD are grouped together etc.

I have basically copied the responses section to the Mixed Methods Appraisal Tool
(MMAT), as this is the type information one should be seeking if investigating PDA
literature's balance of perspectives.
http://mixedmethodsappraisaltoolpublic.pbworks.com/w/file/fetch /127916259 /MM
AT 2018 criteria-manual 2018-08-01_ENG.pdf
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Responses
Yes | No | Can’ttell | Comments
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I think I have covered everything, need to save this and publish a blog post on the
draft.

(@threadreaderapp please could you unroll?

Thank you in advance.


https://pbs.twimg.com/media/E2BJRFyWEAUD_xj.png
https://twitter.com/threadreaderapp

