Richard Woods @Richard_Autism
Mar 3 - 95 tweets

Wondering if general bias towards peer reviewed journal
articles, especially carving up PhD studies into articles
hampers academic discourse, & critical evaluation of
research. If | should have my own thesis be published as
something like a peer reviewed monograph?

It is general bias against "grey" research, like ignoring conference papers etc. Why I
am reflecting upon this?

Well, PDA as per usual, how general ignoring of Newson's work & views on PDA in
PDA discourse. Aspects of O'Nions PhD thesis literally make a mockery of the
axiology (PDA is a form of autism), & certain studies methodology.

I contextualise assumptions which underpin "PDA Profile of ASD" from Newson's

work, with Newson's work, including "grey" literature in the video below:

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

Criteris & - Surface Secisbility

~ '\ {optiomal trai):
A—Deficits in social communication L
and imeraction

Al—Daficits im social emotional widenie ad acks
o /E'Hh‘ril Bl - Anxiety hased restriceed _\

and rrpatitive behavinem asd inlerests

eon
\,A3—Deficits in relasionships A AREEME
B! - Comfortable m mio play and

£ B esiricied, repeiiiive e

behaviour, imterests ar aclivifies B2 o1 and avoid

[RERIx): wrdhinary demnands af

B S erenly ped repetibive B . Lahiliy of e, impulsve. bed by

i vk

ki need £ control

Q Criteria - Newrodet clapsesial
%, (optinnad trai;
CoBarly onset; €1 - Langaage delay, seems rewll of

€l = Early

AUT lmedes P4 b3 not. an ASD. 5

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

I am clear it is simply nonsense to view PDA is a form of autism based on Newson's
PDA research, as she went out for to ensure PDA could not be viewed as an ASD, both
in her axiology & methodology used.


https://threadreaderapp.com/
https://threadreaderapp.com/user/Richard_Autism
https://twitter.com/Richard_Autism/status/1499469044398788609
https://threadreaderapp.com/user/Richard_Autism
https://www.youtube.com/embed/GSIdMzDMC-w

If you want an example of how selective "PDA Profile of ASD" supporters are in
making the argument for PDA being a "Profile of ASD", look at this research report by
the PDA Society, pretending to be clinical guidance.
https://www.pdasociety.org.uk/wp-content/uploads/2022/01/Identifying-

Assessing-a-PDA-profile-Practice-Guidance.pdf

Image from page 3, showing that Newson stated PDA was a part of the Pervasive

Developmental Disorders grouping.

signinicant Impact on an Inaiviaual's everyaay Iife ana welipeing).

Understanding the aetiology of these behaviours, and where they may or may not ‘fit’ in
relation to ‘umbrella conditions’ including ASD, means that intervention and support can be

thus improving ‘Pathological Demand Avoidance’ (PDA) may be
one explanation.

2.1 Origins of the term ‘Pathological Demand Avoidance’

The concept of PDA was first discussed in the 1980s by the psychologist Professor
Elizabeth Newson OBE when she was assessing children for autism at her Nottingham
clinic. At that time the terms ‘Pervasive Developmental Disorders Not Otherwise Specified
(DSM 1V) and ‘atypical autism’ (ICD-10) were being used. Drawing on her extensive
experience and detailed research, Newson identified a group of children who fitted some,
but not all, of the criteria for ‘classic’ autism. The key characteristics of this group, as initially
outlined, included":

Resists and avoids ordinary demands of life

Strategies of avoidance are essentially socially manipulative

Surface sociability, but apparent lack of sense of social identity, pride or shame
Lability of mood, impulsive, led by need to control

Comfortable in role play and pretending

Obsessive behaviour

e e e e

Newson the term °F ical Demand Avoi and called for it to be
recognised as a separate, but related, condition or ‘syndrome’ within the broader caf

of Pervasive Developmental Disorders. Newson's research and clinical work was continued
by her colleague Phil Chnstle and a team of cllnnclans and educationalists who sought to
further develop of PDA, i ity of ‘key features’ and reflecting
evolving terminology?. Further supporting research was published by a team at University
College London in 2014% and 2016*.

2.2 PDA as a profile on the autism spectrum

Tha mnct racent diannactic maninal NSM.A  hae maved fram tha term Panaciva

Problem is that Newson never viewed PDA to be part of the autism spectrum. Never
based it on understandings of autism. Excluded cases who showed signs of autism.
Created her diagnostic grouping before she reified PDA's behaviour profile. She used
this at least from 1986-1996.

Table 1
Schema for the
PERVASIVE DEVELOPMENTAL CODING DISORDERS
Autism Pathological Demand Avoidance (PDA)
falure to code all first communicative failure to code social identity and hence social
modes: speech, gesture, facial obligation???
expression, other body language - and
the timing of these
intellectual
Low H
potential
Dysphasia Dyslexia
hilure to code spoken messages flilure 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 Elizabeth Newson
disorders. Speckles indicate possibility of greater or Nottingham Usiversity
lesser severity March 1986



https://www.pdasociety.org.uk/wp-content/uploads/2022/01/Identifying-Assessing-a-PDA-profile-Practice-Guidance.pdf
https://pbs.twimg.com/media/FM8xgQJXwAIojX7.jpg
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Newson collected the majority of her cases while using this axiology of her made up
diagnostic grouping.

Data is from Newson 1996, & Newson et al 2003.
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There are other issues, like Newson's conceptualisation of Pervasive Developmental
Disorders does not conform with accepted versions of the diagnostic grouping, such
as used in DSM-5, e.g., there are no Rett's Syndrome etc, while having PDA & Specific
Language Impairment present.

THE "FAMILY" OF DEVELO
(sometimes "autistic spectrum" is loosely used to describe the whole family)
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Obviously, if you are generating significant income from "PDA Profile of ASD" related
activities, then you have motivations to ignore anything inconvenient like Newson's
views & PDA research. Guess what, most of those behind that PDA Society research
are in private practice.

able 1: PDA Society Clinicians views Research Report Contributors private practice status.

& Number. | Contributor. Private Practice. | Independent Practice.
1 Phil Christie No Yes
2 Gloria Dura-Vila Yes No
3 Judy Eaton Yes No
4 Alison Hart No Yes
5 Libby Hill No Yes
6 Keith Howie No Yes
7 Ann Ozsivadjian No Yes
8 Georgie Siggers No Yes
9 Pat Smith No No
10 Lisa Summerhill Yes No
11 Vicki Wingrove Yes No
12 Julia Woollatt. Yes No

There is form for this from those who are significantly responsible for pushing PDA,
they are the ones who have largely studied PDA to date, generally they do not

consider alternate views.

See highlighted text from lay abstract of PDA systematic review.
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Pathological demand avoidance in children
and adolescents: A systematic review
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Abstract
Requests for pathological demand avoidance d over recent years

. P
using standardised appraisal and synthesis methods, to assess how pathological demand avoidance is identified and to
explore the relationships between pathological demand avoidance, autism and other developmental/psychiatric disorders.
A search of PsycINFO/PubMed/MEDLINE/Embase identified 13 studies meeting inclusion criteria. Narrative synthesis
was chosen due to methodological heterogeneity of the identified studies. Autistic children/adolescents constituted the
majority of participants in most studies. Most studies provided clearly defined inclusion criteria together with adequate
descriptions of participants and study settings. Almost all studies relied on the parental report of pathological demand
avoidance symptoms/diagnosis. Identification of pathological demand avoidance in all studies seemed to be, directly or
indirectly, based on the criteria developed by Newson et al. While eight studies used objective criteria for the identification
of pathological demand avoidance, the measures used have limitations. Though associations with anxiety
have been reported, few studies took account of possible relationships between pathological demand avoidance and other
conditions, such as anxiety. Methodological limitations restrict current conclusions regarding the uniformity or stability
of the constellation of behaviours associated with pathological demand avoidance or the characteristics of individuals
displaying them. Clinical implications of current research are discussed.

Lay Abstract

Requests for diagnoses of pathological demand avoidance have increased over recent years, but pathological demand
avoidance remains a controversil issue. The concept of pathological demand avoidance has been criticised for undermining
the self-advocacy of autistic people and neglecting the potential role of anxiety as a possible underlying or contributing cause.
The current study was undertaken to summarise and review the methodological quality and findings from current research
into pathological demand avoidance in children and adolescents. Further aims were to describe how pathological demand
avoidance has been identified and to explore the ips with autism and other d psychiatric disorders.
After a comprehensive search, 13 relevant studies using a wide range of methods were identified and systematic quality
assessments were undertaken. All the studies had based the identification of pathological demand avoidance, directly or
indirectly, on descriptions from the original study by Newson and colleagues. However, the methods used to develop these
criteria were not clearly described. Most studies relied exclusively on parental report for data, and ghiéreWasi general failire:
to tak iy i i i No studies explored the views of individuals with

Why would they consider alternative explanations? They have decided they know
what PDA is, & they know better than other topic experts.
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"Equally contributors have noted that, with increased awareness, there has been
some over-identification by other practitioners. " PDA Society 2022 p1.

Which is a rather bold &/ or misleading claim by those behind the report.

WOUIU UE UNIILUIL WU PIUUUGE @ SEPEIELE Uusunient.

Identification of PDA across the country is variable. There are some services and
who do not PDA as a term. Equally contributors have
noted that, with increased awareness, there has been some over-identification by other
Both can be therefore it is also hoped that this guidance will lead
to some harmonisation of practice.

Lastly, the i gnise that the used in this
medical in style, as it is written for practitioners, and therefore not always as reflective of
neurodiversity as they may like.

Terminology

Use of the term ‘pathological’, in relation to marked demand avoidance, is not without
controversy. Indeed Professor Newson herself later expressed regret over her use of the
term. Many individuals who identify with the profile feel that the term is accurate and
appropriate, as the demand avoidance they experience is innate and all-consuming. Some
clinicians prefer to use the term ‘pervasive’ or ‘extreme’ as an alternative, or simply refer to
a ‘demand avoidant profile’. All these are valid diagnostic formulations, and the use of
dlfferent terminology may also be expedient where the PDA profile is not recognised by
In reality, the i used is less important than the understanding it

provides, and so it is important to use whatever is acceptable.

Acknowledgements

The PDA Societv wotild like to thank the followina eontributars for sharina their exnerience

"Clinical practice has shown that in some cases with high EDA-Q scores the marked
demand avoidance can be better explained by other underlying reasons and not a
PDA profile" PDA Society 2022 p17.

Another bold &/ or misleading claim.
arsiissey.
PDA-specific tools
No clinician-rated instrument for identifying a PDA profile has yet been developed. However
a range of tools has been developed for research purposes which can be a helpful aid for
practitioners exploring a PDA profile.
Extreme Demand Avoidance Questionnaire (EDA-Q)
O'Nions et al™ developed the Extreme Demand Avoidance Questionnaire (EDA-Q) to
measure parent-reported behaviours in clinical accounts of extreme/'pathological’ demand
avoidance in ASD populations of children and adolescents.
This questionnaire sought to measure these traits consistently for research purposes,

however it should not be considered a diagnostic test. Clinical practice has shown that in
some cases with high EDA-Q scores the marked demand avoidance can be better

explained by other underlying reasons and not a PDA profile. Equally, a lower score would
not necessarily preclude PDA from being a factor, especially when presentations may be
more subtle, for example when an individual internalises and may tend to shut down rather
than exhibit any aggressive behaviours.

Nevertheless the EDA-Q is useful in assessments, particularly to provide a structure to
qualitative information-gathering even if not formally scored. Some clinicians also use it to
consider any difference in perspectives between family members or between school and
home (e.g. around the ‘weighting’ given to behaviours when ‘scoring’).



https://pbs.twimg.com/media/FM80X9aWYAEDZ4V.jpg
https://pbs.twimg.com/media/FM80tZCXsAIdFeJ.jpg

At least since 2016 "PDA Profile of ASD" supporters have assumed they know better
than others. See this paragraph from O'Nions et al 2016b, p418.

Get an unbiased & accurate image of PDA as an autism subgroup. Despite PDA's

nature being highly contested in PDA literature in 2015.

Gender ratio in PDA

Whilst Newson and colleagues reported an even gender
ratio in PDA [1], here, there were 18 males and 9 females
in the PDA group, a similar gender ratio to the non-PDA
cases in this sample. One possibility is that the items incor-
porated in our PDA measure might disproportionately
focus on the more outwardly challenging, as opposed to
passive, behaviours described in PDA. The latter have been
reported to be more common in females with ASD [19].
Despite this, we found no significant differences between
genders for scores on the 11-item DISCO PDA measure
across this sample. Analyses in larger samples using case
report and diagnostic information on PDA are needed to
examine whether items tapping passive forms of demand
avoidance (e.g. selective mutism) warrant inclusion in a
PDA measure.

Strengths and limitations

One of the strengths of the current study was that the data
used were collected in 2010 or earlier: for the most part
prior to the large peak in interest in PDA and the series of
annual conferences on the topic held in the UK. As such, it
is Tikely that clinicians were not particularly “on the look-
out’ for PDA features in their cases. This meant that it was.
possible to get an honest and unbiased picture of the fea-
tures of PDA in this sample.

Limitations of the present study include that the repre-
sentativeness of the sample as a group undergoing assess-
ments for social and communication disorders is unknown.

PDA features in the rest of the autism spectrum

The data presented here highlight that a number of tradi-
tionally identified ‘PDA features’ are in fact quite common
across the autism spectrum. These include lack of co-opera-
tion, changes in mood, anxiety, blaming others and making
embarrassing remarks in public. Whilst these characteris-
tics are present in Newson’s descriptions, they may reflect a
much broader pattern of behaviours that are very typical of
ASD and reflect poor social awareness, egocentricity. rigid-
ity and social anxiety. In contrast, other features character-
istic of PDA very clearly differentiated PDA-like individu-
als within the ASD group. These included (amongst others)
apparently manipulative behaviour, difficulties with other
people, harassment of others, fantasising, lying, cheating,
stealing and socially shocking behaviour. As such, the issue
of whether a more distinctive st of PDA items is helpful in
designating a specific group of children who may have dif-
ferential needs and prognosis to the wider ASD group war-
rants further investigation.

This study provides an important step towards refining
the concept of PDA., highlighting the specific and strik-
ing characteristics of those who most resemble Newson's
descriptions. The imperative behind this work is the very
significant behavioural challenge this sub-group present
compared to most individuals with ASD [1, 6, 7]. Questions
remain as to whether these individuals are on a continuum
with those who display milder levels of these features who
span the autism spectrum, or whether this sub-group have
a different type of ‘social coding problem’ in addition to
the difficulties that underpin their more typical autistic

I track the PDA debate over time in this conference talk, so it is clear, there is
substantial amount of academic debate over what PDA was in 2015, when O'Nions et
al (2016a) was published.
https://www.researchgate.net/publication/356109997_Demand-

Avoidance Phenomena_Pathological Extreme Demand Avoidance It's four sch

ools_of thought and how you_may_conceptualise it
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Tells us that much PDA research, & efforts to get PDA recognised as a "Profile of
ASD" are unscientific & unethical. Especially as reputable independent parties have
equally respected divergent views on PDA, & not assumed PDA as an ASD.
@NICEComms @BPSOfficial @rcpsych @ArvidNK

w0 s 000
Discussion conparion
s v
of although two s ool i
i 20w s coutc i
o . i
E s s 10 1 . sy cota
g e gt mebodlopel i, e

Extreme/pathological demand avoidance (PDA)

Altrough not recognised in the intermational dlassifiation systems (D and DSM).
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To be clear O'Nions et al (2016a) did view PDA as an autism subgroup.

Image is from p410 & 416.
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This has taken me onto something which has been nagging me most of today. How
the axiom PDA is a part of the autism spectrum, actually decreases the quality of
O'Nions PhD studies.
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Did O'Nions view PDA to be part of the autism spectrum in 2013? Yes.

"A further source of contention is whether it is etiologically and cognitively ‘distinct’
from ASD as we know it" P81.

Note, how it is implied that ASD will evolve to include PDA.

Images from pages 81, 86.
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It also seems reasonable to point out hypocrisy of stating PDA should be viewed as an
ASD, as diagnoses are made on a behavioural level. If cognitive reasons behind the
behaviours are different to autism, PDA logically cannot be an ASD!

It is rather hypocritical in the context, in how Christie consistently argues for
avoiding debates over what PDA is, & we should maintain the integrity over how PDA
is understood, while pro "PDA Profile of ASD" supporters are happy to undermine
integrity of autism!

Image from p6 of Christie 2007, where argues against debating what PDA is.

The report goes on to say that autism specirum

Toosely used to describe the whole family.
disorder is not in itself a category within medical

Autistic {or autism) spectrum disorder (ASDs) has
become increasingly used as a term to cover the range
of individuals showing the qualitative differences in
social interaction, communication and the ability to
think flexibly that make up the ‘triad of impairments’.
As our understanding develops about the spectrum
comprising  behavioural symptoms  that  are
dimensional rather than categorical, we are
maore subtle
4 part of the broader phenotype (Bailey et al, 1998).

It is also the case that the spectrum is now usually
followed by the term “disorders’ (with deliberate use
of the plural) in recognition of the fact that there are
almost certainly a number of subtypes within the
spectrum. In the UK, a governmental working group
across the health and education departments published
Autistic  Spectrum  Disorders:  Good  Practice
Guidance (Department for Education and Skills and
Department of Health, 2002) and pointed to:

diagnostic systems but that it *broadly coincides with
the category of *pervasive developmental disorder” (p.
74).

In this context,

Implications for education and
management

When providing a service that spans processes of both
diagnostic assessment and subsequent education there
can be tensions between the medical model of
diagnosis and categorisation and an educational

b

GAP8,1.2007

‘The distinctive dlinical and educational needs of children with Pathological Demand Avoidance syndrome.
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Slide 62 from a 2016 conference talk of Christie's. Link to slides.

https://www.dp.dk/decentrale-enheder/dansk-psykolog-forenings-selskab-for-

borneneuropsykologi/wp-content/uploads/sites/29/2016/04/Towards-an-

Understanding...Denmark-Nov-2016.pdf

He has argued this in his more recent conference talks. One can view this ideology in
the 2022 PDA Society research report, which Christie contributed towards.

The central challenge...

To build on developments, insights anc
increasing recognition of PDA but
maintain the integrity of how the
condition is understood and the nature
of the support that is needed by
individuals

As T argue here, such an approach is unethical & unscientific, as researchers,
including clinicians taking part in studies should not be favouring any one outlook of
what PDA is over another.

(PDF) Commentary: Demand Avoidance Phenomena, a manifold issue...
PDF | Demand Avoidance Phenomena (DAP) is a neutral term for Pathological
Demand Avoidance, which is sometimes conceptualised as an autism subtype.... |
Find, read and cite all the research you need ...

https://www.researchgate.net/publication/338650142_Commentary_Demand_Avoidan..
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Again it is worth stating that reputable independent bodies who are not invested in
"PDA Profile of ASD", have all equally respected divergent views on PDA, including
@NICEComms @BPSOfficial @rcpsych @ArvidNK. Suggesting problem is with
"PDA Profile of ASD" supporters...
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impac on recommendasions. . and their
of sress.
Equalites.
4 alack ofstructy in
poople and the short tern thor might need to be a greater emphasis on reducing confrontation
oy, i a wider range of managemen strategiesis i place.

Image from p2 of PDA Society 2022 showing Christie contributed to that research

report, which pretends to be clinical guidelines on PDA.
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Worth mentioning the contributing factors for there being a "bubble"/ "culture-
bound concept” for "PDA Profile of ASD". First two images show themes of about 70

contributing factors. Final 2 images show table of contributing factors. Note how
debate is being manipulated.

‘Autism features
predispose it is easy to
identify with PDA.

PDA features are
intrinsically easy to

Stigma.
identify with.

PDAS
whatevera

person wants

Reinforcement
-based
approaches.

Interest has
significantly
autstripped
evidence base.

“Pathological”/ “Extreme”
Demand-Avoidance as a “culture-
bound concept” to the UK.

PDA strategies seem
to replicate broader
go0d practice.

‘avoiding
controversial
debates.

P
to replicat

Substantial
amount of
bias.

Premature “PDA Profile
of ASD” Community of
Practice.

4 Profle of ASD" being a "cut-
o themes.

I am going to give three examples of how the axiom PDA is a form of autism in
O'Nions thesis undermines the quality of the PhD studies.

First one is assuming PDA is a form of autism & how PDA only presents in autistic

persons, for group allocation in EDA-Q validation study (chapter 7). See the diagram
from p123

Any psychiatric/ d pmental
clinical diagnoses or suspected diagnoses

@ YEs
SDQ conduct > 3 or SDQ total "
difficulties > 16 PDA diagnosed or suspacted

~~ a4 L4 ~~

TO group cp/ ASD diagnosed or )
(N=102) behaviour suspected PDA diagnosed
group (N=17)

~ X F
E

PDA PDA
SDQ conduct> 3 or SDQ S$DQ conduct> 3 suspected Identitied
total difficulties >18 or ODD dx group group

g (N=67} (N=50)
ERT.
L V. v S

‘ excluded I CPI ASD CP- ASD CP+

behaviour group group
group (N=6) {N=36) (N=48)
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I have discussed the issues with this approach in this blog post.

DIAGNOSTIC THRESHOLDS.

————————————————— Eaton & Weaver (2020).

_________________ Wing et al (2011).
FREQUENCY

AND
INTENSITY
OF DEMAND
AVOIDANCE.

——— e e - - Newson et al (2003).

__________ = = = DSM-5 OCD.
_______________ EDA-Q Threshold.

———————————————— Gillberg et al (2015).

PDA BEHAVIOUR INTENSITY AND PREVALANCE AT DIFFERENT THR...
PDA BEHAVIOUR INTENSITY AND PREVALANCE AT DIFFERENT
THRESHOLDS. NOTES ON WRITING THIS BLOG POST. This blog post has
been written over a course of the last few of months. It particular in the last s...

https://rationaldemandavoidance.com/2021/04/25/pda-behaviour-intensity-and-prevala..

Screenshots of several paragraphs setting out the case it is reasonable to assume
there are non-autistic CYP in the two PDA groups.

ected cases of PA The part
)

int < only screened wit
and Difficuties Questionnaire (O'Ni

Despite this there are good reasons from O'Nions thesis, it was a stupid idea assume
CYP with PDA are autistic. We know this as there are non-autistic CYP with PDA in
two other studies in the thesis. Also O'Nions did not trust PDA diagnoses for study in
Chapter 8.


https://rationaldemandavoidance.com/2021/04/25/pda-behaviour-intensity-and-prevalance-at-different-thresholds/
https://rationaldemandavoidance.com/2021/04/25/pda-behaviour-intensity-and-prevalance-at-different-thresholds/
https://pbs.twimg.com/media/FM9BTP9XoAMwKjz.jpg
https://pbs.twimg.com/media/FM9BYSBXwAc5cPH.jpg
https://pbs.twimg.com/media/FM9BepWXIBQFgOi.jpg

Chapter 5 cohort had one CYP with attachment disorder & only scored ONE on
ADOS. There are at least three non-autistic CYP diagnosed with PDA in Chapter 8
cohort.
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O'Nions thesis makes it clear that those with PDA can interact atypically with tools
(including ADOS) which assess for autism features/ autistic traits.

s
w
and atemps at manipuation thatare ovios 0 siaff o parens, athr han more subtle and
empainy incude lack of rea responsveness towards olers when ey expeience pain or
siress, and  tendency toesor 1 behavicur that upsets o hurs thers.
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Image from chapter 8 points out there is no validated ADOS algorithm for PDA, nor
is there one designed to assess PDA features. ADOS2 is not designed to assess PDA
features, I know this as the publisher told me.

severity of impairment across the three profiles of interest.

The specific aims of the current study were as follows. Analysis 1 aimed to identify a trait measure
for ASD traits with good specificity and sensitivity in a mixed clinical group with high levels of

canduct probems. The ADOS algoiti has ot besn validated fo s i popultons entining

aripant ks sppropse SbgroUR. Th dana) i e

ToM tasks used in the present study (in new, shortened or adapted forms) were sensitive to

deficits seen in ASD, are presented in Section 8.3.1.

Secondly, it was necessary to identify a method to allocate participants into the ASD, PDA and
CP/HCU groups for the purposes of analyses comparing their associated cognitive profiles

O'Nions also created her ADOS items to assess for PDA & algorithm, which I will
discuss later.

Curious thing is that these points of O'Nions research are not discussed in Eaton &
Weaver ADOS PDA research, despite authors being in contact with O'Nions.

Image showing that Eaton & Weaver were in contact with O'Nions, see their

acknowledgements.
An exploration of the NG
Pathological (or Extreme) i
Demand Avoidant profile in I
children referred for an autism e oy
diagnostic assessment using i o
data from ADOS-2 assessments | o iebis
and their developmental i
histories vt b

gave consent for their
children's data to be

Judy Eaton and Kaylee Weaver, London included in the study.

Editorial comment The authors received no
This paper s intwo parts. The first part analyses the scores on Module 3 ofthe ADOS-2 | financial support for the
of 136 children diagnased with autism following an autism diagnastic assessment | research, athorship or

at a specialist multidisciplinary cfinic. From all the information collected during the | publication of this paper.
assesement, it was concluded that 65 (47 per cent) of the children in thiz sample had
both autier and a Pathological Demand Avoidant (PDA) profile. The authors therefore
compared scores on Module 3 of the ADOS-2 of the two groups. They concluded
that these scores successfully differentiated children with autiem only, from those
with autism with a PDA profile. The ADOS-2, Module 3 may therefore be a useful
assesement tool for qualified clinicians to use as part of their diagnostic formulation.
The authors acknowledge that this does not consitute evidence that autism with a
PDA profile ic a discrete autism subgroup or that similar types of behaviours to those

It is worth mentioning that due to the apparent pattern of ignoring most things
inconvenient by "PDA Profile of ASD" supporters...
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Back to the point that O'Nions did not trust PDA diagnoses in chapter 8.

So O'Nions thesis has multiple examples of PDA interacting with autism/ autistic

L mum

Secondly, it was necessary to identify a method to allocate participants inta the ASD, PDA and
CP/HCU groups for the purposes of analyses comparing their associated cognitive profiles
(Analysis 2). Diagnoses of PDA reported by parents were not used to inform group allocation,
given the limited and variable usage of PDA as { and the ab of an algorithm

in clinical use to differentiate this profile from cthers. Having developed an algorithm to identify

groupings for ASD, PDA and CP/HCU using a i of ionnaires and

scores on of ToM and empathy were compared. Notably, due
to enrichment for participants with PDA features in the sample, the ASD group was subdivided
into those with and without co-occurring PDA traits (i.e. above the 50% cut off for the whole

sample), to identify an ASD group without co-occurring PDA features.

Lastly, it was of interest to determine across all case participants (i.e. participants recruited on the
basis of parental concerns about behaviour), how ASD, PDA and CP/HCU traits and performance
on cognitive tasks inter-relate (Analysis 3). These dimensional analyses are described in Section
8.3.3. It was hypothesised that ASD traits would relate to ToM deficits and CP/HCU traits would

relate to empathy deficits. No predictions were made for PDA traits.

Collecting data on children reported to display an obsessive avoidance of demands and requests
provided an interesting challenge in terms of identifying measures that might be tolerated. As

such, a range of short tasks tapping ToM processing were included, some of which required a

140

traits tools. Multiple non-autistic CYP in multiple studies. Did not trust PDA

diagnoses in Chapter. Why then view PDA as a form of autism in group creation in

chapter 7?

Any psychiatric/ d P |
clinical diagnoses or suspected diagnoses

z

~
&

$DQ conduct > 3 or SDQ total
difficuities > 16

PDA diagnosed or suspected

~~

< 9 b
e

TO group
(N=102)

Because O'Nions has an axiom PDA is a form of autism. Also presumably their
supervisors @HappeLab & Essi Viding, O'Nions herself & examiners missed these

points?

Either way, it does seem a silly idea to view CYP with PDA as autistic in Chapter 7,

cpt ASD diagnosed of i
behaviour suspacted PDA diagnosed
group (N=17)

a4 ~z ~

..

YES [ no | YES
PDA PDA
SDAQ conduct> 3 or SDQ §DQ conduct> 3 fi
total diffcultes >16 or ODD dx s 1| “oreun
(N=67} (N=50}

‘ excluded l [~ ASD CP- ASD CP+
behaviour

group group
group (N=6) {N=36) (N=48)

based on info present in thesis.
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It also explains why EDA-Q detects PDA in non-autistic CYP, because PDA groups in
the study (Chapter 7) contains some non-autistic CYP with PDA in them. Hence
O'Nions also validated EDA-Q to detect PDA in non-autistic CYP with PDA.

There are other limitations from Chapter 7 (validating the EDA-Q) due to assuming
PDA is a form of autism. So apparently 2 Newson's PDA traits did not cluster, Passive
Early History & Comfortable in roleplay & pretend.

915 Developing the construct of PDA - which features are central?

Chapter 7 raised questions about the underlying construct of PDA as described by Newson et al.,

(2003). tis clear o EDA-Q tems In the two PDA groups

ics had si ig! others (Appendix 7-2). These
data perhaps suggest a refinement in the construct of PDA is needed, such that pre-occupation
with role-play and passive early history are seen as more peripheral features. As a result, PDA
could be seen as more of a unitary construct, with a core (as yet undescribed) socio-emotional
feature resuling in obsession with controling cthers and fack of empathy or complianca with

norms, which in tum results in obsessive demand avoidance, labilty of mood, and shocking

behaviour. h ictis to examine it loaded strongly onto the

firt eigenvariate in Chapter 7 (Appendix 7-4). [Table 9.4 includes a listiof items thatloaded onito

EDA-Q items were rated by autism specialist clinicians. Located PDA features to

deficits within the person.

7.2 Methods

721 the " Demand. (EDA-Q): tom

‘generation & face validation by expert clnicians

Candidate tems were generated based on cieria descried by Newson et al, (2003),

plus the PO .
2002), . covering all asp PDA phenatype.

e item fst was sent to experienced cinicians (N=10), including J. Gould and P. Chvisti, and

contact with chilren with this pofie. Al ten were based In the UK, and worked In a fange of

speciaisms and settings (consultant lincal psychologists, N=3; consultant psychiatists, N=2;

pacdaticans, N=z; consulant chid psychlagiss, N consuant speech and language o et commoncaton s vere incoced.
herapst, Ne1).

Threohad

ems:

‘seen more than twenty.
. or social manipuaton for the puposes of avoance or contoling interacions (6 tems),

Ciincians were asked, based on their experience, 1o rate on a ket scale from 0 - § how. fems).

‘commonly repored each item was in PDA, and how specific the behaviour was o PDA 83 o),

opposed to other chidhood dificulies seen in their practce. They were also encowaged to
(1 tem) For toms 128, parens were asked o ale thir chid'scurentbehaviour.For toms 20

ana 30, toms
1130 wererated on a4 pnt ert scale: "Nt e “Somenhat e, ‘Mosty e, Very ue”
= begar @nan

phrases (32), These s were ot inclded i th ot score

There are something things to comment upon these EDA-Q results with these 2 traits

not clustering.

First point, Newson conceptualised PDA to have developmental features, despite this
she did NOT require ALL her features to be present for a person to receive a PDA dx.
Also, Newson acknowledged persons can transition into PDA, i.e., PDA does not need
to be from early infancy.

So one needs to be aware of Newson's bias when engaging with her PDA traits, that
some features might be present due to Newson's bias. E.g., panic attacks being caused
by deficits in social identity/ pride/ shame; when panic attacks are not caused by
such deficits.
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"Clearly no child will show all the behavioural examples listed, any more than all

autistic children show the whole repertoire of autistic behaviours; but every child

with clear-cut PDA will manifest the overall complex pattern, not merely one or two

features."

That is from Newson et al (2003) supplementary notes. We also know that Newson

gave percentages for various features, few, if any are 100% across her entire cohort.

Image from p596 showing about 60% of Newson's cohort had panic attacks & she
attributed to trait with deficits in social identity/ pride/ shame.

two clinics headed by EN between 1975 and 2000. A few chil-
dren whose clinical picture is less certain, often because of
additional autistic characteristics, but atypical of autism also,
were excluded. IQ in these children tends to be meaningless
because of the severe demand avoidance, and alternative
descriptive gauges of ability are used clinically. Age at diagno-
sis varied between 4 and 16 years.

Within this cohort, two separate samples were taken for
specific investigation of particular topics. Fifty children with a
clear cut diagnosis of PDA were chosen randomly from those
seen between 1987 and 1996, comprising 28 boys and 22 girls,
in order to make a discriminant functions analysis between
this group and two other comparison groups: 20 children with
classical autism and 20 with Asperger’s syndrome. This study
had the advantage that all 90 children were diagnosed in the
same clinic using the same methods, and therefore had com-
parable data available.

www.archdischild.com

Surface sociability, but lack of sense of identity, pride,

or shame.

All give an impression of sociability, but 84% show very inap-
d and above their

propriate behavi
demand avi

or
anicattacks, Eighty two per cent show little sense of status or
identity in others, and 86% show no sense of pride, shame,
responsibility, or identity in themselves, in addition to the lack
of this sense which is implied by their demand avoidance.
Among the adults, 14 of the 18 can be violent when angry, and
five of these are judged by their parents to be capable of “badly
hurting someone”; seven have threatened suicide, and two of
these have attempted it. Five of these respondents are afraid of
their child, and 16 are afraid for her. One adult has “no sense
of right or wrong”, and in seven cases parents are “uncertain”

Downloaded from http://adc.bmj.com/ on February 5, 2017 - Published by group.bmj.com

Pathological demand avoidance syndrome

597

Image from p598 showing that persons can transition into PDA. Worth mentioning

PDA's Developmental features are generic in nature, so it is possible Newson

attributed them to PDA due to confirmation bias.

engaged in fantasy communications such as poison pen
letters, fantasy love letters, hoax phone calls and letters, false
accusations o the police, and obscene stories.

Language delay, seoms result of passivit

Ninety per cent (study B) showed speech delay and most had
had speech therapy contact, which therapists themselves usu-
ally described as difficult and ineffective because of demand
avoidance; typically, they seem 1o caich up of

those children (and adults) who would earlier have been

diagnosed as having “pervasive developmental disorder not

otherwise specified” (PDDnos). Figure 1 sets PDA in the con-
textof the whole family of pervasive developmental disorders,
and is explained as follows:

* The diagram shows clusters of symptoms (syndromes)
which make up specific disorders within the “family”
‘These will vary in mildness or severity, and intellectual abil-
ity will make a significant difference (as in any disability);

speech therapy, the great majority by the age of 6 years. In

about one in four of cases we had no note of social timing or

facial expression, suggesting that it was normal, but 66% were

noted as. timing when engaged, and 52

as having normal or over vivacious facial expression. However,
n i brormal i i i

“over the top” or bizarre. Additionally 26% had used jargon;
44% had had a period of non-social echolalia, usually
26% showed semi-social mimicry (mainly acting out videos or
story characters); and 46% showed social mimicry (“becom-
ing” the teacher, mother, or psychologist and thereby taking
control of situations). In adults, the amount of fantasy
persisting ensures that most will continue to have abnormal
content in their language.

Obsessional behaviour

‘The “pathological” nature of the demand avoidance means
that it always has obsessional force; but role play is the second
major obsession, which gives the impression of more socially
oriented obsessions in PDA than in autism/Asperger’s
syndrome. This is borne out by the adults. Seventeen of the 18
are described as obsessively demand avoidant (the other being
described as “not obsessively so af the moment”), and 10 use
other obsessions as an avoidance strategy or distraction
Twelve have obsessions about specific people, 11 blame, target,
or harass specific people, six want to be with specific people
(obsessionally), and four want to be a specific person or char-
acter. Interestingly, 10 have contradictory obsessions, espe-
cally over-cleanliness/slovenliness. All these obsessional
interests may also be seen in childhood, especially harass-
ment

‘www.archdischild com

so will

* In every case, the child or adult has difficulty in coding or
making sensé of a particular area of communicative life
where we usually regard “making sense” as biologically
‘normal. This is not necessarily in terms of spoken language,
but may be about the non-verbal ways in which we under”
stand each other, such as meanings and intentions, or iden-
ity and obligation.

+ None of these children chooses to be the way they are. These
are biological, sometimes genetic, disorders. However diffi-
cult the behaviour arising from them, the child is not
wilfully being naughty, and cannot casily behave differ-
ently; though we may be able to help him or her to improve
over time. None of these conditions has an emotional cause,
although any might make the child behave emationally,
especally if misunderstood.

* Differential diagnosis has practical implications. Each of
these disorders has its own guidelines for education and
‘management, which have different emphases. Some guide-
lines suitable for one condition may be very unhelpful for
another. This is why accurate diagnosis is important.
Specific educational management is essential in all cases,
having regard also to individuality.

* In Aspergers syndrome, the child usually becomes increas-
ingly aware of his or her difficulties as he or she moves into

Pathological demand avcidancs syndroms.

Downloaded from hitp://adc lsmj.com/ on February 5, 2017 - Published by group.bmj.com

Under transactional models/ accounts of PDA, persons can transition into PDA

throughout lifespan. So it makes sense that Passive Early history trait might not

cluster with core PDA traits.

Delayed development,
Sorial, communication,
functional skils.
Depression.

“Pathological” Presentation - Consequences.
Demand. Avordance of “ordinary” demends.
Aversive situations. Comfortable in roleplay and pretend.
Obsessive behaviour.
Rapid mood changes.
ocial avoidance behaviours

opportunites.
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However, if one views comfortable in roleplay & pretense features in PDA as being a
form of dissociation/ escape from distress/ anxiety from demands, one would expect
this trait to cluster with other demand-avoidance traits.

One would definitely expect comfortable in roleplay & pretense features to cluster
with other demand-avoidance traits under a transactional model/ approach to PDA.
While EDA-Q routes such features to intrinsic deficits within the person, not

transactional with environment.

It is possible that this aspect of the results from Chapter 7/ EDA-Q validation study is
due to axiom of O'Nions PDA is a form of autism.

Why am I am talking about PDA traits clustering, or not clustering together based on
EDA-Q?

Also because this information should have informed O'Nions methodology for
Chapter 8 study, particularly her algorithm for creating her PDA group.

As stated previously O'Nions created her own algorithm for identifying PDA,
including ADOS features.

There is only one reason why you create ADOS features & algorithm for identifying
PDA, if you want PDA to be diagnosed as a form of autism! Slight tangent.

Images show that O'Nions developed own algorithm to identify PDA, & used versions
of tools as not designed to be, including EDA-Q. Only used 11 questions & used them
to cover Newson's traits, including comfortable in roleplay & pretend.

822 Matorals

8221 Questionnalre measures

consent. They were aiso asked to complets a questionalr, covering clinial dagnoses thelr
child had received, suspected diagnoses, and their chik's abiiy level (superir abilty normal

abiy/ mid leaming dficuties severs loaming ifcutis). Thej ko) €arpeid (1)
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Also used a subscale of the Strengths & Difficulties Questionnaire in way it is not
designed for indicating if a person/ CYP is autistic. There are many reasons why a

person might score highly on peer problems subscale, including due to PDA features.
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82221 [Items relevant to ASD

The SDQ peer problems questionnaire was l,néprpumﬁg into the trait measure ofASDf(Tibl; .
2). This was motivated by the fact that peer diffcultes are conceptually important for ASD, and
their assessment during the observational session was problematic. SDQ Peer problem item

_scares (like other SDQ items) were rated on a 3-point likert scale: "Not true", "Somewhat true”,

“Very true”. Where scores were available from two raters (i.e. parents and teachers, both available -
. 145

for 70% of the case sample), the mean score was used. Where only parent report was available

(for 30% of case participants and all TD controls), only parent-reported information was used.

The effect of incorporating measurement of peer problems on the discriminant validity of both the
ADOS algorithm and the new ASD specific observational measure (Section 822.4.2) is
examined in Section 8.3.1.

Table 8-2: SDQ peer problems subscale

SDQ Peer problems.
Rather solitary, tends o play alone
Has at least one good friend (Reverse scored)
y y other children
Picked on or bulled by other children
Gets on better with adults than with other children

RPN

Note: Max score = 10.

Reason why I say this, is that purpose of PDA social avoidance features is to change
nature of social situation, or terminate social interaction to remove aversive

demands. Also having rapid mood changes is often going to be off putting for people.

Delayed development,
so ation,

Trauma.

Presentation - Consequences.
Avoidance of “ordinary” demands.
Comfortable in roleplay and pretend.

“Pathological”
Oemand

e asa Aversive situations.

nevrodivergent
way of being
human.

opportuntes.

Rapid mood changes.
Social avoidance behaviours.

How might de d avoi ge? —a th ical model
(1) Routine demand (2) Anxiety or » (3) Future demand
[Associated with CEEEs
feared or disliked ‘
activity/ having to
cease preferred
activity] (4) Anxiety and
avoidance & escape
behaviours

B4
reinforces
avoidance &
escape
5) Reduction in

anxiety

It is circular to view a person as being autistic due to PDA features, just because a
person scores highly on peer problems sub-scale is not a reliable indicator a person is
autistic or not.
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O'Nions did create new ADOS items to assess for PDA, including a new protocol,
which they administered in about 70% of CYP in chapter 8 cohort.

 Funeropporunty or prase.
fed by 3
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o Paricpants wors askod whether they had over beon bulid st schoo,
Subsacuenty, o expermrtar relaod a dosron of  tino when o so-
games fom the ADOS module 3 (Lord et aL, 2000) were acminstered by one of the
cald finds had hiddon thar mobi phone n a locker at schocl, and he
70% of cases).
exparinontor had boan unabl to fid t. Ths was defwored n @ sombro foro,
rom the ADOS modul were incluced. Several addlonsl prabes were used, designed by the
autho o elct behaviou reovant o PDA and CPICU profies. The task prtocel is described i
betow, Standard presses assocted wih the ADOS tasks ae notdescrved in fl, and new
preses are presenid in alc font
+ Canstucton ask
« Descrpton of a picure
+ Repatng o events roporicipont
o Partcpants wero asked fo talk about an event (e.g.a holiday, a day af school . Break
ete) whist standing up. This incroaso tho demanding.noss of this request + uestons sboutematins
Adional oppotuios for convrsaion wero used (o ap lo- and fo- o
‘communication in a non-demanding context. 'd worried,
. i and mpathyfor emations inahers.
oftheirrasponsianoss o praise. o Parcipans woo asked whether thoy had over dono anythng tat had upsot
« Make believel oint ntracive play someans else.
o During tho pa i y per °
esionesd 10 nows (o5, flods,famins) o provide an opportunty 10 obsarve amolonal
rcont empathy andor romoso.

A couple of screenshots to show ADOS items O'Nions created.

The point is that it is difficult to take much from Chapter 8 results due to how
O'Nions created the groups in her sample. With many tools not being used as
intended, or being used in an unvalidated way. Ignoring contradictory information.

Would have simpler & more rigorous to use either EDA-Q to screen for PDA, or to use
PDA diagnoses to inform groups for comparison. However, one cannot do that if
using an axiom PDA is a form of autism & is trying to create an ADOS to identify PDA
as an ASD, as O'Nions was doing.

One can see that O'Nions axiology, impacted their methodology, in the process
undermining the rigour of study in chapter 8. Fact O'Nions did not trust PDA
diagnoses, & had multiple non-autistic CYP with PDA in chapter 8 cohort is not
mentioned in Chapter 7 write up or article.

This takes me back to the point that generally "PDA Profile of ASD" supporters ignore
anything which is inconvenient. How if such information from O'Nions thesis was
widely discussed in PDA literature, it would impact how seriously their research is

taken.

Same point about Newson's axiology & methodology treating PDA as something
different to autism, was widely discussed in PDA literature, it is likely many would
not view PDA as a form of autism.
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Richard Woods ,
@Richard_Autism

Wondering if general bias towards peer reviewed
journal articles, especially carving up PhD studies
into articles hampers academic discourse, & critical
evaluation of research. If | should have my own
thesis be published as something like a peer
reviewed monograph?

7:37 PM - Mar 3, 2022 ®
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These examples are making me wonder if there are better ways for me have my PhD
research be engaged with, by the public, & other scholars. Also reflecting upon how

focus on published articles limits academic debate on pertinent points.

https://www.youtube.com/embed/xFiUWN3y9ho

(@threadreaderapp Please could you unroll?
Thank you in advance.
I am going to analyse some of the issues with Chapter 8. In order to do this, I am

going to compare sample recruitment method for O'Nions two other chapters using a
PDA dx. Chapters 7 & 8.
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Images from pages 110, 121, & 142. All used a mix of recruitment from various schools
(often autism specialist), snowball sampling (including from PDA forums etc) & NAS

PDA conferences.

ofte

n additon,

17 typically developing (TD) conirol paricipanis were tested, al of who fell bsow atypical
benavioural

or neuro-developmentaldiagnoses as eported by parents

of seven special schools, five of which agreed 1o assist it the research sudy cue 1 thei

of cases who had taken part in the research study. or were Kdentfied through thel pror

 Chapter 7).

722 Parsntal report valdation

7224 Recrultment

forums were aso used to advertise the study, Wit an emphasis on the need for tpicall

paper

=

PDA conference. In addiion. paper orelctronic oples of the questionnare were disiibited by -
teachers

i

ko (N=19).

z
B

socio-econamic status and background. Two contol paricpants had a sibing wih a neuro- o

62 Method

621 Partcpants

6214 PDAgrow

Vi the Elzabeth Newson Centr, parent support oups, and PDA web-foums. Parents
confimed that their hid had been dentfied as having PDA by a healicare professional
(paediarican; educational psychologst clrica psychologis; chid psychalogit peychiarst)

6212 Comparison groups
12-yeat folow-

upofive

Wales from 19941996,

I have also included recruitment strategy from chapter 7, EDA-Q validation study, as
it used PDA dx.

Any psy P
clinical diagnoses or suspected diagnoses

@ YES
V.
$DQ conduct > 3 or SDQ total

difficuities > 16

~~

PDA diagnosed or suspected

~~
YES
.

2

TO group cp/ ASD diagnosed or )
(Ne302) behaviour suspected PDA diagnosed
=l T T
]
SDQ conduct> 3 or SDQ SDQ conduct> 3 lu::::tad ld.:?i‘l\hd
total difficulties >18 or ODD dx group group
‘ (N=67} (N=50}
! excluded I cpl ASD CP- ASD CP+

behaviour group group
group (N=6) {N=36) (N=48)

One reason for this, is that if you do not trust PDA diagnoses in one study , then you
do not trust them ALL your PhD studies. Obviously has not happened.
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In relation to Chapter 6 having 25 PDA diagnoses & used similar recruitment
strategies to Chapter 7 & 8, it is reasonable that some of these 25 CYP with PDA are
not autistic. Yet O'Nions happily accepted PDA dx.

ron.
The PDA group was also predicted to resemble CP/HCU in terms of anti-social behaviour and - -

©o0m

as the other

difficulty examined (emotional symptoms, hyperactivity and lack of pro-social behaviour).

6.2 Method

621 Participants

6.21.2 Comparison groups
Two comparison groups (children with ASD o CPHCU), were identiied from the 12-year follow-
up of the Twins Early Development study (TEDS), a population-based longitudinal survey of twins

ascertained from national reaisters of all children born in England and Wales from 1994-1996.

There are methodological differences. Chapter 6 screened for autistic traits using
CAST, Chapter 7 did NOT screen for autism... no recording of autism diagnoses with
CYP with PDA groups, & sometimes only indicators of autism were used.

CAST was used to screen for autistic traits in Chapter 6. PDA group only had 72%
meeting threshold vs 79% in autism group. Which corresponds to about 2 CYP with
PDA not meeting threshold on CAST vs autistic CYP. O'Nions also notes those with
PDA can interact atypically with CAST.

: P>
841 Keyfindings
63 Results
831 Comparing scale scores across groups
ASD or CPIHC graups.
ASD and
PDA
s
i
inci I both POA and ASD grc " . Research using neuro-cognidve 13 s aparent
. s
intract o re e here were no - - - ool

What this means there are likely false positives in PDA group meeting threshold on
CAST, i.e., the 72% CYP with PDA in chapter 6 meeting threshold on PDA is likely
higher than actual numbers of CYP with PDA in Chapter cohort meeting threshold on
CAST.

It is also worth stating that autistic traits are not the same thing as autism. That
persons with anxiety, or depression can score highly on autistic traits tests, like the
CAST. So O'Nions CYP with PDA scoring highly on CAST is NOT a good indicator
these CYP are autistic or not.
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From this article.

levels, studies of autistc trait in the general population
were rare before measures such as the Autism Quotient
‘were available. This and similar questionnaires are easy o

tions is not clear. Autistic tait questionnaires require no
clinical judgment and are not intended as diagnostic
assessments. Unlike the diagnosis of autism, autistic traits
are typically measured through self-report surveys and

ap

e % 2 piih
dentally, studies on autistic traits have increased at twice
the rate of studies of autism over the last

tic and non-autistc individuals (Gemsbacher et al., 2017).
Furthermore, because autistic taits are separable in the
i inautism, isolated “traits”

& Bzdok, 2020), with a surge occuring during the
CovID- »

may represent socialized characteristics that bear litle or

collection.

Research on autistic traits has produced some notable
benefits. Recognizing the continuity between autism and
autistic waits in the general population underscores that
autism is a natural form of human diversity. Examining

traits interact with other relevant constructs. However,

2dok, 2020). Autistic
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however, such outcomes are recognized as relational, not
individual. Both within autism (Crompton et al., 2020)
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etal., 2021), communication efficacy and interpersonal
connection are better predicted by compatibility between
‘partners rather than individual waits. That is, individual

‘authorship, and/or publi

ORCID iDs
‘Noah J Sasson () https/orcid.org/0000-0002-3676- 1253

References
Bolis, D, Lahnskoski, . M, Seidel, D., Tamm, J., & Schilbach,

L. (2021),. Interpersanal similarity of autistic traits pro-
dicts friendship quality. Social Cogniive and Affective

Considering the variation of PDA diagnoses which are present in Chapters 6, 7, 8,
with non-autistic persons with PDA being present in ALL three studies & the
qualitative study in Chapter 5.

Image from p226.
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Shows it is arbitrary of O'Nions to choose to ignore PDA diagnoses in chapter 8 & was
purely done due to their axiom PDA is a form of autism.

Tt also shows their created algorithm for PDA is not UNREPRESENTATIVE of PDA
as a construct in chapters 5, 6 & 7, i.e., not the same throughout O'Nions thesis.
Despite O'Nions viewing PDA as a form of autism.
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This matters not only due to the quality of O'Nions thesis & limiting what conclusions
can be drawn. It also undermines much of our knowledge base on PDA, due to their
thesis studies being fundamental to much subsequent PDA research. E.g., EDQ-Q is

used at least 20 studies.

AVOIDING VARIANCE.
EDA-Q is important.

1) EDA-Q is involved in most DAP research (Bishop 2018; Brede et
al 2017; Eaton 2018; Egan et al 2019; Goodman 2018; Green et
al 2018; Langton & Frederickson 2016a; Langton & Frederickson
2016b; Lyle & Leatherland 2018; Moore 2020; O’Nions et al
2014a, O’Nions 2015; O’Nions et al 2016; O’Nions et al 2018a;
O’Nions et al 2021; Reilly et al, 2014; Stuart et al, 2020;
Tollerfield et al 2021; Truman et al 2021; Woods 2019b).

2) Unwise to substantially deviate from its threshold.

{5 London
Aut ' medes DAP at lower diagnostic thresholds rationale in 15 minutes. 5% South Bank 17
Fon AT E A N R Universit

rsity

The poor quality of O'Nions PhD studies affects much of our understanding of PDA,
partly due to their erroneous axiom PDA is a form of autism. Which is obviously

ignored by many "PDA Profile of ASD" supporters.

Richard Woods ,
@Richard_Autism

Replying to @Richard_Autism

Why would they consider alternative explanations? They
have decided they know what PDA is, & they know better
than other topic experts.
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“It should be noted that, so far, we have approached this profile from the starting
point of our expertise in ASD.” O’Nions et al 2016b, p2.

Image is from p2.

Link to the quote.

https://discovery.ucl.ac.uk/id/eprint/1493137/7/0'Nions_ Debate_article_accepted

_typeset.pdf

reflected by changes in prevalence estimates (Fombonne, Quirke & Hagen, 2011).

in twenty-five (Gillberg et al., 2015). However, other features such as non-compliance
with demands may be considerably more common.

Investigation of the underlying cognitive and emotional processes in children with
extreme/‘pathological’ demand avoidance is the essential
it relates to ASD features. For example, children with extreme/pathological’ demand
avoidance may display the cognitive rigidity/ obsessive behaviour characteristic of ASD,

1.,2015). a
infancy, but will prove essential in improving our understanding of the presenting
features, and informing the development of targeted management approaches.

this profileisin ts

"patholog!
In view of the very difficult behaviour that characterises extreme/pathological’ demand
avoidance, it is not surprising that parallels have been drawn with disruptive behaviour
disorders, such as oppositional defiant disorder (ODD) and conduct disorder (CD). ODD
is defined in DSM-5 as a pattern of angry/ irritable mood, defiant

Another area of overlap between children with ODD/CD and children with
is in instrumental use of

extreme/pathologicaldemand avoid
behaviour, such as targeted provocation of peers, or spoiling/ destruction of siblings’
possessions. Notably, children with extreme/"pathological’ demand avoidance typically
employ these behaviours in a elatively socially unsophisticated and obvious manner.
This contrasts o children with ODD/CD, who can be very apt at avoiding detection. This
apparent overlap has led to discussion of whether extreme/ pathological” demand
aveidance may combine neurocognitive impairments  associated with ASD and
disturbances in empathic behaviour (Wing, Gould & Gillberg, 2011; O'Nions et al,
20140),

It should be noted that, so far, we have approached this profie from the starting point
of ouriexpertise I ASD; It remains possible that behaviours that resemble descriptions
of extreme/"pathological’ demand avoidance could be found in other populations, such
as children with other neurodevelopmental phenotypes (Reilly et al., 2014; Gillberg,
2014) or attachment problems (Moran, 2010). Further studies that systematically
thresholds for ASD

iduals displaying this pattern

behaviour d o pe
and the rights of others (American Psychiatric Association, 2013). Notably, there are
several important _differences in the behavioural presentation compared to

on gold: begin to explore these possible overlaps.

One challenge is that research conducted outside of clinical settings typically relies on

The bias present in those researching PDA as a "Profile of ASD" would explain why
they have not considered such matters. Why O'Nions & others have ignored such

things.

There are only really one group of people responsible making bold/ misleading claims

PDA is a "Profile of ASD".
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In the process producing poor quality research, which has been recognised by
independent parties @ NICEComms @BPSOfficial @rcpsych & @ArvidNK, who all
equally respected divergent views on PDA. Unlike group producing poor quality

research & making bold/ misleading claims on PDA.

Extreme/pathological demand avoidance (PDA)
Although not recognised in the intemational classifcation systems (ICD and DSM,
this controversial label has bsen adopted by soms in the UK and mainland Europe.
PDA has been used mainy to describe chicren who present wih a behaour profie
characiarised by the very abnomat Bomsrien
Stuategies, ranging from excuses and distraction), , autism
+ arsdety when demands cannot b avoided,
+ oot o ool o, Pathological demand avoidance in children
and adolescents: A systematic review
« impulsiviy as wellos sucden and exteme changas ofmood.
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and Patrici Howiin
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Yes, it can be important to consider "grey" literature when having academics debates,

as I have shown using two examples from PDA literature. It is making me wonder

how I should publish my PhD studies and research, to avoid such problems.

On that note.@threadreaderapp please can you unroll again?

Thank you in advance?
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